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By Charlotte Anne Gosden

Diabetes is one of the greatest health challenges facing the UK today. Over three
million people in the UK live with diabetes, three quarters of a million have not yet
been diagnosed, and prevalence is increasing. Diabetes is a complex condition
requiring a wide range of healthcare professionals to support and empower patients
to self manage. Increasingly complex insulin regimes and technologies require the
skills, knowledge and expertise of an appropriately trained workforce. However, a
decreasing workforce has significant implications for how services are organised and
presents a challenge to ensure high quality services are available to all people with
diabetes.

A series of quantitative surveys across the UK, aimed to obtain a complete picture
of diabetes specialist services between 2006 and 2008. Questions were asked
regarding core diabetes services; the roles and practices of consultant diabetologists
and diabetes specialist nurses, education, retinal screening, psychological, paediatric
and adolescent services. The results were analysed for regional and national
variations, changes over time and progress towards meeting national targets for care.

Since then significant changes in how care is organised have occurred. In 2011, five
case studies were undertaken combining quantitative and qualitative methods,
exploring the views of diabetes specialist staff and their perception of the issues
relating to diabetes specialist services enabling comparison from 2000 to 2011.

This research continues to provide information describing the shape and capacity of
care provided. The data identifies gaps within specialist services in the context of a
fast changing political health environment. It details and assesses the challenges
faced by healthcare professionals providing high quality, integrated care, to people
with diabetes, as they try to ensure the right care from the right person at the right
time is available to minimise the risk from complications and to improve their quality
of life.
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Chapter 1: Introduction

1.1 Introduction

Since the year 2000 and the introduction of the Diabetes National Service
Framework (NSF) (1), the White Paper ‘Our Health, Our Care, Our Say’ (2), Quality
and Outcome Framework for General Practice (QOF) and numerous other policies,
guidelines and toolkits, diabetes care has undergone significant voluntary and
enforced change. Whether these changes have benefitted the person with diabetes or

clinicians remains to be seen.

Over the same time period, the political shifts both locally and nationally have
created structural, commissioning and funding changes to diabetes services and
created tension between primary, community and secondary care. Increasingly
during the period of this research it has become apparent that resourcing issues are
conflicting against set standards of care from the National Institute of Clinical
Evidence (NICE) (3; 4). Across both geographical and clinical areas, some aspects of
diabetes care are more heavily supported than others for a variety of reasons ranging
from national to local politics, guidelines and patient pressure groups. Inequities are
clearly demonstrated throughout the research not only between these areas but also
between clinical teams and services: for example, despite being of proven benefit to
those with diabetes, the provision of emotional and psychological support is lacking

in many localities.

Successive surveys of diabetes specialist services since 2000 have provided data on
specific diabetes service areas, workforce and clinical delivery through numerous
Governmental policy changes and NHS reforms. It remains to be seen if these
interventions have had any significant positive or negative impacts on the issues

facing services as perceived by clinicians working in the speciality.

The thesis will begin with an overview of diabetes and diabetes specialist services
and describe the rationale and aims of the research.
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1.2 What is diabetes?

Diabetes is a chronic complex metabolic disorder that is defined by elevated blood
glucose levels that result from a person’s inability to produce insulin and/or use
insulin. Insulin is the key hormone which regulates energy supply in cells (5). The
lack of or insensitivity to insulin directly affects the control, use and storage of

glucose by the body which in turn affects the function of muscles, tissues and cells.

The two main types of diabetes are type 1 and type 2
e Type 1 diabetes, formerly known as insulin-dependent diabetes, is caused by
a complete inability to produce insulin. It accounts for only 10% of all cases
of diabetes and most are diagnosed as children or early adulthood. It is
commonly caused by the auto-immune destruction of the B-cells in the islets

of the pancreas (5).

e Type 2 diabetes used to be known as non-insulin dependent diabetes and
results from an interaction between genetic predisposition and environmental
factors which creates a combination of insulin deficiency and insulin
resistance. It is the most common type of diabetes, accounting for 90% of all
cases of diabetes in Western Europe. The incidence of type 2 diabetes
increases with age, with most cases being diagnosed over 40 years, although
this is changing and becoming more common in children and young people

).

In addition to type 1 and type 2 diabetes, there is secondary diabetes, occurring as a
result of another condition, such as pancreatic disease, endocrine disease, to drugs
and chemicals, genetic abnormalities, for example, maturity-onset diabetes of the
young (MODY), and infections (5).

Gestational diabetes occurs for the first time in pregnancy, resulting from the
woman’s inability to produce enough insulin to support the increased insulin
requirements of pregnancy (5). The condition in most cases disappears after the birth
but is associated with an increase the risk of developing type 2 at a later date for the

mother and offspring (6).
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1.2.1 Complications

Diabetes is a lifelong condition which is associated with the development of a
number of complications and premature mortality. The complications are divided
into two main types: microvascular complications affecting the eye, nerves and
kidney and macrovascular complications such as cardiovascular disease, stroke,

cerebrovascular disease and coronary heart disease (7).

1.2.1.1 Retinopathy

Macular swelling and damage to the blood vessels within the eye causing diabetic
retinopathy can lead to partial or total loss of vision in one or both eyes and in 2006
was one of the major causes of visual loss in people of working age in the Western
world (8). It is estimated that up to one in three people with type 2 diabetes will
develop sight-threatening diabetic retinopathy which will require laser
photocoagulation at some time. Sadly retinopathy is often asymptomatic until the
patient has a catastrophic intraocular sight-threatening haemorrhage, as with

screening most cases of blindness are preventable but not reversible (5).

1.2.1.2 Nephropathy

This is a common cause of renal failure, although the risk of developing nephropathy
is lower for those with type 2 diabetes, than for those with type 1 due to the later
onset of type 2 diabetes. The development of nephropathy is associated with
premature cardiovascular mortality. The initial stage of diabetic nephropathy is
microalbuminuria, which is higher than normal alboumin excretion and early detection

with therapy can slow the progression of kidney disease (5).

1.2.1.3 Neuropathy

This affects 20% to 50% of people with type 2 diabetes and can be divided into acute
and reversible neuropathy and other persistent neuropathies such as distal
symmetrical and focal and multifocal neuropathies. Acute reversible, such as
hyperglycaemic neuropathy, slows nerve conduction and causes uncomfortable
sensory symptoms in those with poor glycaemic control. Persistent neuropathy can
be classified as either symmetrical (distal symmetrical neuropathy, also known as
peripheral neuropathy causing sensory or motor impairment); focal and multifocal,

for example, carpal tunnel syndrome; or autonomic neuropathy which can cause
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distressing symptoms such as sweating and incontinence and also hypoglycaemia
unawareness and even painless myocardial infarction (9). The management of
diabetic neuropathy is often difficult and chronic conditions such as foot ulceration
and amputation which may occur as a result can cause considerable morbidity and

mortality (5).

1.2.1.4 Diabetes foot

People with diabetes have a higher incidence of microvascular complications, for
example, foot disease including foot ulceration, abnormalities such as Charcot
deformity, neuropathy or ischaemia, peripheral vascular disease which can cause
intermittent pain in the leg and foot. Diabetes impairs wound healing and combined
with loss of feeling in the feet, this could lead to wounds being undetected and
becoming infected which may ultimately lead to amputation (5).

1.2.1.5 Sexual problems

Whilst not life threatening, other complications such as erectile dysfunction is a
major life limiting complication and affects approximately 60% of men with diabetes
over the age of 60. Erectile dysfunction in diabetes mainly results from autonomic
neuropathy and endothelial dysfunction and treatment with medication can be
effective in 50 to 60% of men with diabetes. Although less well described than in
men, women with diabetes may have sexual problems such as vaginal dryness and

impaired sexual arousal (5).

1.2.1.6 Macrovascular complications

People with diabetes have a two to four fold increased risk of myocardial infarction

and stroke in men and up to a 10-fold increased risk in pre-menopausal women (5).

1.2.1.7 Acute metabolic complications of diabetes

As well as the long term complications of diabetes, people with diabetes are at risk of
acute life threatening metabolic complications. Hypoglycaemia occurs when blood
glucose levels fall below normal (less than 4 mmol/l) and is the commonest side
effect of treatment with insulin. It results in loss of awareness, altered mental state,

seizures and eventually coma and occasionally death.
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Diabetic ketoacidosis (DKA) results from insulin deficiency and elevated counter-
regulatory hormones and is potentially fatal (5). In type 2 diabetes, hypersmolar
hyperglucaemic state is a similar complication to DKA. It is a medical emergency

characterised by hyperglycaemia, dehydration and uraemia.

1.2.1.8 Cancer

Diabetes, especially type 2, is associated with an increased prevalence of certain
types of cancers, such as liver, pancreas, breast, endometrium, bladder and colon and
rectum. Although the underlying reason for this is unclear, there may be links to risk

factors such as ageing, obesity, diet and physical inactivity (5).

1.2.1.9 Psychosocial issues

When diagnosed with diabetes, many people experience a number of emotional and
psychological reactions, such as sadness and grief, while adjusting to the major
lifestyle changes needed and support is required from the multidisciplinary team.
The prevalence of depression is also increased two to three fold among people with
diabetes. Co-morbid depression is associated with poorer glycaemic control, poorer

quality of life, a higher incidence of complications and premature mortality (5).

1.2.2 The prevalence of diabetes

Diabetes is one of the greatest health challenges facing the UK today and the
prevalence of diabetes is increasing dramatically. In the period of this research, the
prevalence of diabetes increased from 2.2 million in 2006 to 2.9 million adults in
2011 in the UK (Table 1-1) and 3.1 million in 2013 (5.7% of the adult population in
the UK) (10). A further 750,000 in the UK are estimated to have diabetes but have
not been diagnosed (10). Despite the attempts of Government to stem the rise of
diabetes, it is estimated that by 2025, the numbers people with diabetes will have

reached nearly five million people in the UK since the time of the survey (11).
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Table 1-1

Prevalence of diabetes in the UK 2013 (10)

Country Prevalence Number of people

England 6.0% 2,703,004
Wales 6.7% 173,299
Scotland 5.6% 252,599
Northern Ireland 5.3% 79,072

In addition to this, 29,000 children and young people have diabetes in the UK,
26,500 of whom have type 1 diabetes, 500 with type 2 diabetes and 2,000 children

and young people whose diagnosis is not known (12).

1.2.3 Mortality and morbidity

The life expectancy of people with diabetes is still well below that of the population
average, accounting for gender and ethnicity, by approximately 20 years for type 1
and ten years for type 2 diabetes. Premature mortality and morbidity resulting from
diabetes has been recorded in studies and clinical trials, such as the Diabetes Control
and Complications Trial (DCCT) (13), Epidemiology of Diabetes Interventions and
Complications (EDIC) (14), United Kingdom Prospective Diabetes Study (UKPDS)
(15) and Action to Control Cardiovascular Risk in Diabetes (ACCORD) (16). This
can be improved through high quality care, medication, maintaining blood glucose

control, healthy lifestyle choices including diet and exercise.

It follows therefore that effective clinical management; supported self care, education
and the monitoring of blood glucose are key elements of good quality care for all
people with diabetes. A recent analysis from the National Audit Office showed that
in England fewer than one in five people with diabetes are achieving the
recommended standards for controlling blood pressure, blood glucose and
cholesterol nor the care they should expect (17). The resultant effect of not meeting
the standards is that people with diabetes are still developing avoidable
complications and there are up to 24,000 deaths from avoidable causes due to
diabetes (17).
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1.2.4 Aims of diabetes care

As the person with diabetes spends the majority of their time managing their
condition themselves and only an estimated 1% of their time in contact with
healthcare professionals, it is important that the patient derives the maximum benefit
from the time spent with their diabetes care team. The aims of diabetes care and
management are to manage effectively and prevent life-threatening diabetes
emergencies, addressing the manifestations of hyperglycaemia, the prevention of
long term complications, the avoidance of iatrogenic side effects such as

hypoglycaemia and the importance of psychological support and care.

1.2.4.1 Management and prevention of acute metabolic

complications
Diabetic ketoacidosis is a potentially life threatening emergency that results from
marked insulin deficiency and elevated counter-regulatory hormones. People with
diabetes should be educated about the risk and strategies discussed on how to prevent
this (5).

1.2.4.2 Management of hyperglycaemic symptoms

Likewise, hyperosmolar hyperglycaemia syndrome is also potentially life threatening
and the person with diabetes should be educated about the risk of insulin omission
during illness and errors and that insulin should not be discontinued even if appetite
is reduced (5).

1.2.4.3 Prevention of long term complications

The management of microvascular complications requires measures to prevent;
detect and treat and general measures such as optimal glycaemic control and blood
pressure control are vital to reduce the incidence and progression of such
complications. In particular, regular and digital screening for retinopathy, education
regarding diabetic foot to alert the person with diabetes of the possibility and annual
assessment and annual screening for diabetic nephropathy are essential (5). As the
most common cause of death in people with diabetes is cardiovascular disease,
cardiovascular risk should be assessed annually and include a family history,
smoking, an examination to include weight, waist circumference, blood pressure and

lipid profile and for preventative medication to be used.
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1.2.4.4 Minimisation of iatrogenic side effects

Hypoglycaemia affects around 10% of people with type 1 diabetes and 2.4% of
insulin-treated people with type 2 diabetes and can have a major adverse effect on
quality of life. It is important that the person with diabetes is educated about the
symptoms and actions to be taken to prevent this. Friends and family should also be
asked to learn how to treat and manage this in case they are required to intervene and

provide treatment (5).

1.2.4.5 Psychological support

Wider health and lifestyle factors such as smoking, cholesterol, obesity, high blood
pressure, and lack of regular exercise can accelerate the effects of diabetes. Being
newly diagnosed with diabetes can produce a range of responses and emotions and
there is a lot of information, choices and changes to be made. Papers and research
such as National Health Service (NHS), Emotional and Psychological support (18)
and the Hertfordshire cohort study (19) confirm the links between diabetes and
depression and conversely depression, mental illness and diabetes. The two
conditions occur together approximately twice as frequently as would be predicted
by chance alone (20). Furthermore, among individuals with diabetes, total healthcare
expenditures for individuals with depression are 4.5 times higher than for individuals

without depression, representing a major cost to the health service (21).

Over time, emotions, perceptions and understanding can change as help; support,
guidance, professional treatment and care are received. This research shows
however, that although there are lots of psychological effects on the person not all
people get equal support and care either between specialist teams or geographical

areas.

Coping with diabetes, both the physical, emotional and psychological aspects, relies
on understanding and acceptance for the person with diabetes, the family and carers.
For many people, emotional and psychological support is the greatest need however,
it is very clear that this aspect is one of the worst in terms of availability and

resources.
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1.3 The policy context

The introduction of the diabetes service frameworks in the UK in 2000 recognised
that diabetes does not affect everyone in society equally and that significant
inequalities exist in the risk of developing diabetes, in access to healthcare services
and the quality of those services and health outcomes. The vision of the frameworks
was for diabetes services to be equitable by ensuring that services are planned to
meet the needs of the population, that people with diabetes experience seamless care
from services that are fully integrated by drawing on the skills and knowledge of the
healthcare and social care professionals across the multidisciplinary teams, including
primary, community and specialist services. One of the aims was to improve services
by setting national standards to drive up quality and tackle variations in care and so
the frameworks set standards, identified interventions and actions to meet those
standards, and milestones were introduced against which performance could be
measured. Each of the four nations developed their own version of these standards:
the NSF for England, the NSF for Wales (22), the Scottish Diabetes Framework (23)
and the Blueprint for Diabetes Care in Northern Ireland (24). However, whilst
changes have taken place in other nations, it has been in England where the most
radical political changes in the organisation of healthcare overall, not just in diabetes,

have taken place.

At the same time as the introduction of the framework in England, there was a period
of rapid change within the NHS which meant that the policy picture became very
complex. The White Paper, Our Health, Our Care, our Say (2), on the one hand
encouraged health partners to work together, yet it was set within a context of
competition between providers and between primary and secondary care which was
being driven by other policy changes (25).

These reforms prompted service reconfiguration, changes in the commissioning,
workforce planning and the expansion of service delivery in the community. This
resulted in tensions developing between primary and secondary care drawing
resources away from specialist services. An objective of reconfiguration was to
promote integration of services along the primary and specialist service interface
with appropriate resource allocation, staffing and skill mix (1; 17-19; 21-23). The

General Medical Services contract for general practitioners required the recording of
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process and surrogate outcome measures of diabetes care through the QOF and has

improved the basic care for which all people living with diabetes should expect (26).

An NHS model striving for patient choice, provider competition and payment by
results (PBR) has emerged. Funding had been put into the NHS as a whole to
increase capacity but not specifically diabetes care. Unlike the NSF for coronary
heart disease, the diabetes NSF and NICE guidance did not attract ring fenced
budgets.

More recently the Health and Social Care Act of 2012 introduced a new
commissioning framework for the NHS in England (27). Clinical Commissioning
Groups (CCGs) were created replacing PCTs and all GP practices were required to
be members of a CCG along with at least one hospital doctor, nurse and member of
the public. Most NHS services will be commissioned services through CCGs

appropriate to meet local needs.

1.4 A brief history of diabetes care

As the knowledge and understanding of diabetes as a condition has changed over
time, so has the care provided by healthcare professionals. Hospital attendance was
more likely if the person with diabetes required insulin and care of the patient has

historically been in the hands of the secondary care physician.

Provision of diabetes care has included the direct involvement of a wide range of
professionals including; general practitioners (GPs), practice and community nurses,
health care assistants, podiatrists, dietitians and other professionals as well as
diabetes specialist teams. In addition people with diabetes and their carers can and
are now expected to provide a significant amount of care for themselves with support

and education.

1.5 Key roles within diabetes specialist services

Lack of clarity about the most effective means of service delivery, has created
uncertainties about the role for healthcare professionals working in the specialist
environment. Consultant physicians have been affected by the provision of services
to acute-general internal medicine as well as to their speciality. Whilst the

development of acute physician posts has been actively supported by the Royal
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Colleges of Physicians, commitment to acute medicine from consultants with special
interests continues to be encouraged (28) and consultants with a special interest in
diabetes and endocrinology are the highest contributors to acute medicine (29).
Potential conflicts in service delivery could arise therefore with the movement of
diabetes specialist services into the community, if consultants were required to work

outside of acute hospital settings.

As well as consultants, diabetes specialist nurses (DSNs) play a vital role in the
provision of care to people with diabetes. Their role was first introduced over 60
years ago to educate and support people with diabetes and their families at all stages
of their lives (30). The role became more common in the 1980s with the advent of
differing strengths of insulin and the introduction of self-monitoring of blood glucose
(31; 32), and DSNs worked in primary care, acute settings or both (32). Their role
has continued to change in response to the Working Time Directive (33),
Government policies and strategies such as the NHS Plan (34) and NSF for diabetes.
In 2000, it was predicted that DSNs would take on more direct responsibility for
diabetes management and carry out prescribing (35). Owing to the increase in the
numbers of people with diabetes needing the support and education offered by DSNs,
there was a huge effort to establish nursing posts but with not enough consideration
of their roles, entry criteria or development. This led to a profusion of job titles, a
variety of pay scales and no clear role definition (36). The ABCD survey in 2000
also found a wide variation in nurse qualifications, grading of DSNs and in day to
day roles suggesting a need for a nationally co-ordinated approach to training (35). In
response to this lack of career structure and guidance in qualifications, An Integrated
Career and Competency Framework for Diabetes Nursing was launched in 2005 to
guide strategic workforce planning and career development (37). This was updated in
2010 by Training Research and Education for Nurses on Diabetes — UK (TREND
UK), (38).

In an effort to provide effective and efficient care to, and respond to the high
demands, of patients, diabetes specialist services have generally developed an
approach to best utilise resources resulting in the multidisciplinary team approach.
The multidisciplinary team provides better care than previous interactions just

involving a doctor or nurse and patient.
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Multidisciplinary teams are made up of a diverse group of healthcare professionals,
such as physicians, nurses, pharmacists, dietitians, and podiatrists, psychologists,
mental health providers and social services and others required to meet the needs of
the individual patient. The most important member of the multidisciplinary team,

however, is the patient who is at the centre of the team.

The multidisciplinary team approach addresses an issue or problem from all angles
and aims to provide the best balance of care and individual expert advice in
dedicated areas. The multidisciplinary team professionals can change from case to
case depending on the patient, whilst also providing the professionals with ongoing
peer support and knowledge exchange which can be invaluable as they deal with

many difficult situations and cases.

Research indicates that a multidisciplinary approach in the management of type 2
diabetes can lead to an improvement of glycaemic control and quality of life (39).
NICE guidelines for type 1 diabetes, 2004, state that a range of professional skills are
required for the best service delivery model. Multidisciplinary teams are
recommended, suggesting that a team be comprised of educators, dietitians, medical
and mental health staff (4). This was supported and clarified in 2010 by a Diabetes
UK Task and Finish group which led a consultation to assist managers,
commissioners and healthcare professionals structure a specialist diabetes service.
The resulting report aimed to help identify the roles and responsibilities of provider
organisations to deliver an integrated seamless service and covered the roles of
consultants, DSNs, specialist dietitians, pharmacists, local models of care, core

components of a service as well as other specialist activities (40).

1.6 What is known about diabetes specialist services and the
gaps in service provision?
Prior to the introduction of the NSF, the Association of British Clinical
Diabetologists (ABCD) undertook an extensive survey of secondary services for
diabetes in the UK (35; 41-43). Over one third of specialist services were provided
by single-handed consultants; support from DSNSs, podiatrists and dietitians was
considerably less than recommended (44); retinal screening programmes were not
operating in at least 25% of centres and access to key biochemical testing was far

from comprehensive. There were clear regional variations in levels of key personnel,
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facilities and diabetes specialist services. Often bids for service improvements had

failed, especially for dietetic and podiatry support.

In 2004 to 2005, 89 consultant diabetologists in England were interviewed in a
review of their roles and responsibilities, working practices and job satisfaction (45).
This was before the impact of the White Paper on ‘Shifting the balance of power’ to
the community and the financial shortfall in the acute sector in 2006 (46).
Challenges, whilst recognised, did not detract from a general high level of job
satisfaction, and there was a clear understanding of the multifaceted role of
consultant diabetologists. Most consultants were keen to take part in the process of
reconfiguration, but were frustrated by organisational structures and the introduction

of plurality of providers into healthcare.

In 2006, Diabetes UK carried out a survey of people with diabetes who were
members of the charity and a progress survey of primary care commissioning
organisations (47). Most patients were highly satisfied with the care they received,
but noted deficiencies in specialist psychological support, inadequate retinal
screening services and poor transition from paediatric to adult services for young
people with diabetes. There seemed to be concern that a ‘post-code lottery’ operated
in accessing new therapies and services. The findings from the Primary Care Trust
(PCT), progress survey in 2006 confirmed the issues identified regarding
psychological support and care and also a shortfall in resources available for patient

education.

Gaps have been identified in the provision of psychological support and care for
people with diabetes although psychiatric disorders and psychological problems are
common in diabetes (48) and diabetes is common amongst those with psychiatric
disorders. People with diabetes are twice as likely to have depression (49-51) and
eating problems (52) and these are associated with suboptimal glycaemic control (53,;
54) and increased mortality (55). Cost-effective treatments exist for depression in
diabetes (56) and psychotherapeutic approaches to improve glycaemic control (57-
60) but, despite this, the majority of psychological and psychiatric problems go
undetected and untreated (49; 61). At the time the study commenced, there were no
formal clinical pathways for delivering expert psychological care in diabetes. The

NSF had set standards to provide counselling (standard 3) and management of
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depression (standard 12) and the National Institute for Health and Clinical

Excellence (NICE) has also made explicit recommendations (4).

Since 1988, the four surveys of paediatric and children’s diabetes services in the UK
have shown an overall improvement in service provision. However, the last survey in
2002 highlighted serious deficiencies in dedicated paediatric staff numbers,
difficulties in transitional care and as with adult services poor access to psychology
support (62) which is concerning as the incidence of type 1 diabetes has doubled in
the last decade especially in younger children (63). The management of these
individuals has become more complex to avoid the long term complications of
diabetes yet maintain good quality of life. National Diabetes Audit data at the time
suggested that diabetes control is consistently poor within this age group throughout
the UK (64). It is possible that deficiencies in clinical service provision may have an
adverse impact. Since the survey in 2002, the NICE (4) and the Scottish
Intercollegiate Guidelines Network (SIGN) (65) published guidelines for standards

of diabetes care for children which is addressed within this research.

Diabetic retinopathy is often asymptomatic until it reaches an advanced stage and
therefore regular screening is recommended to allow timely diagnosis and treatment
(66). It is now well established that early detection through screening and effective
treatment in the form of photocoagulation prevents visual impairment (67; 68). In
addition, strategies including the optimal management of blood pressure and blood
glucose slow down the progression of retinopathy in type 1 and type 2 diabetes (13;
15; 69). The UK National Screening Committee (NSC) launched a national
programme to facilitate the reduction of diabetic retinopathy in 2003 (70) as part of
the delivery of the NSF for diabetes (1; 71). The programme set out national targets
to offer comprehensive retinal screening to all people with diabetes in England,
Scotland, Wales and Northern Ireland. The aspiration was to offer 100% of people
with diabetes access to retinal screening by December 2007, however, there were
criteria on which patients could be excluded. Primary care trusts demonstrated wide
variations in the actual numbers of people with diabetes being excluded from
screening indicating that this was an area in which there was a lack of clarity and
formal quality control and that some people with diabetes had been inappropriately

excluded from screening (72).
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1.7 Research questions

In 2005, Diabetes UK collaborated with the Association of British Clinical
Diabetologists (ABCD), the Association of Children’s Diabetes Clinicians (ACDC),
British Society of Paediatric Endocrinologists and Diabetologists (BSPED), Leeds
partnership NHS Foundation and the Institute of Psychiatry, Kings College London,
to review the provision of diabetes specialist services, to identify national and

regional differences and to compare findings to previous research.

The aims of the surveys were; to assess core diabetes specialist services, the
introduction and activity of retinal screening programmes, the provision of
psychological services for people with diabetes, education provision and content,
paediatric and adolescent diabetes services, the working practices consultant
diabetologists and the roles and responsibilities of diabetes specialist nurses
throughout the UK. Following the quantitative survey work, a qualitative case study
analysis of the views and perceptions of consultant diabetologists and diabetes
specialist nurses in 2011 was undertaken at a time of dramatic NHS reform to
compare and contrast these views to those expressed in the 2006 and 2000 surveys to
provide a longitudinal perspective.

During the course of this research programme | aimed to examine:

What can be learnt from the surveys about the provision of diabetes specialist
services in the UK in 2006 to 2009?

e Halfway through the NSF were services delivering to standards set out?

e What provision was there of psychological services for adults with diabetes

and to what extent had national guidance been met?

e What progress had been made in the implementation of retinal screening
services? What barriers or difficulties were faced by programmes

implementing this service?

e To what extent are there variations or inequalities in access to diabetes

service provision across the UK?
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e What were the views and perceptions of consultant diabetologists and DSNs
in 2011 of the issues facing diabetes specialist services, how did these differ
between professional groups and how had these issues changed from 2000 to
20117

e What lessons can be learnt from combining a mixed methods approach and

their future suitability for reviewing diabetes healthcare services?

This thesis aimed to answer these questions and further develop the themes raised
from each of the individual chapters published in papers and reports. The following
chapters present the findings from each of the surveys; the Consultant, Diabetes
Specialist Nurse (DSN), Retinal screening, Psychological, Paediatric and
Professional perspectives and each chapter contains a discussion of the findings. The
last chapter presents the conclusions and recommendations for clinicians, diabetes
service, commissioners and Government and my own personal reflections on the

learning process undertaken.
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Consultant survey

2.1 Introduction

The aim of this study was to examine core diabetes specialist services and to focus
on the views and working practices of consultant diabetologists across the four
nations of the United Kingdom. It also sought to assess the impact of acute medicine
on the ability of consultants to carry out their diabetes specialist clinics, develop their
diabetes service and train future diabetologists. In England, questions were asked
about consultants’ input to and engagement with commissioning and tariff structures

at the time.

2.2 Method

2.2.1 Outline

The following describes; who was responsible for the development of the research
methodology, why the different research methods were selected, where the research
was to be carried out, who the research participants were to be and how they were
selected, how the research was to be carried out, the data collection processes and
data analysis techniques. As the methodology for each of the surveys was similar, the
detail will be described in this chapter. In the following chapters differences will be
highlighted.

2.2.2 Role of the working group

In 2005, a committee comprising members of Diabetes UK and the Association of
British Clinical Diabetologists (ABCD) collaborated to develop a survey to would
cover all aspects of diabetes specialist services. The working group consisted of

members from the following areas and their roles in 2005:

2.2.2.1 Diabetes UK Policy team

e Bridget Turner — Head of Policy Care & Improvement Team.

e Charlotte Gosden — Information Analyst, Policy Care & Improvement Team.
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2.2.2.2 Diabetes UK Professional Advisory Council

Richard Holt — Professor in Diabetes and Endocrinology, University of
Southampton, Honorary Consultant Physician, University Hospitals
Southampton and Chair of Professional Advisory Council Diabetes UK.
June James — Nurse Consultant, Leicester University Hospitals and Vice-
Chair Professional Advisory Council, Diabetes UK.

Rhys Williams — Professor of Clinical Epidemiology, University of Swansea,

Chair Diabetes UK Wales Professional Advisory Council.

2.2.2.3 ABCD

Peter Winocour — Secretary and Consultant Physician at Queen Elizabeth 11
Hospital, England.

Chris Walton — Treasurer and Consultant Physician at Hull Royal Infirmary,
England.

Dinesh Nagi — Committee Member, Consultant Physician, Pinderfields

Hospital, England.

2.2.2.4 My role to manage the programme of research was to:

Develop the research questions, questionnaires, respondent lists, data analysis
protocols, reporting mechanisms and quality control procedures such as
requirements for ethical approval and data protection.

Manage the process of creating, formatting, writing questions and designing
forms suitable for each target group in the form of questionnaires.

Distribute questionnaires, data collection, data analysis, report writing,
assisting and writing journal articles.

Hold and manage the contacts databases and overall timeline for each survey
Manage outputs including reports, articles, website updates, presentations and
conference presentations.

Co-ordinate meetings with the working groups, take minutes, distribute
minutes, set agendas for meetings, organise meeting rooms and follow up on
actions raised during meetings.

Present the findings at national and international conferences.

Distribute results of the research through Diabetes UK and partner agencies

to support policy work and provide detailed information to support the
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lobbying function at Diabetes UK. Act as the representative and information
expert for Diabetes UK to partners working groups such as NHS Diabetes,
Department of Health, Royal Colleges, and Kings Fund to disseminate
findings.

e Inform the results of the research to Diabetes UK membership via
newsletters, website and magazines, to other teams for press releases,

parliamentary questions and lobbying.

2.2.3 Why was this methodology selected?
The first task of the working group was to decide the aims and objectives of the

research area and to choose methods which would address the research questions.

The main purpose of the research was to:
e Understand current diabetes specialist service provision.
e Identify inequalities within diabetes specialist service provision.

e Inform and direct the planning of future diabetes specialist services.

As the purpose was primarily to drive policy change, rather than to build or generate
theoretical knowledge in the field, cross-sectional questionnaires and semi-structured
interviews which would produce descriptive findings, were selected. It might be
considered that descriptive findings are more restrictive than those providing
explanations of the data which might then help make predictions. However, this
study did not seek to explain why certain situations existed, but to describe them so
that comparisons could be made to previous years and for recommendations to be
made and used in future service improvement programmes. Following this, it was
hoped to discuss if the methods applied were successful in delivering the aims of the

research.

2.2.4 Setting

The research was carried out in adult and paediatric diabetes specialist services
within the National Health Service (NHS) of the United Kingdom (UK), and was
funded by Diabetes UK and the ABCD.

41



2.2.5 Study participants
To gain as complete a picture as possible, all identifiable diabetes centres across the

four nations of the UK were invited to take part in the research.

It was important to capture as many diabetes centres as possible rather than sampling
services because the aim was not to compare groups, as in a typical experimental
design, but rather to identify where there were differences in the quality of service
provision geographically. This was achieved through the cross-tabulation of selected

variables between regions and nations.

For this survey, consultants were identified from the membership of ABCD, Diabetes
UK and the Royal College of Physicians Diabetes Manpower survey. | sent surveys
to all identifiable consultant diabetologists (n=693). Questionnaires were sent to the
individuals within the service to respond on behalf of their service. Where there were
multiple responses from one service, the responses were compared and if differences
were found, | contacted each of the consultants and asked them to reach a consensus
for the service. However, where consultants were asked for their individual

perspective on their diabetes specialist service, these view points were retained.

2.2.6 Research instruments
Questionnaires were used for data collection and their development are described

next.

2.2.7 Survey development
Traditionally data collection of this type is often empirical in nature, asking questions
of healthcare professionals working in the field via audits to obtain information about

services.

The first task was to describe the aspects of diabetes specialist care that could be
assessed by questionnaire. This provided a framework of topics and questions which

then became the focus of a literature search.

The literature search was carried out focussing on surveys and publications from the
UK from 1995 onwards. The geographical limitation was applied as it was felt that
the purpose of the review was to enhance and build upon previous survey findings
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relevant to UK services. As the NHS was undergoing significant structural changes it
was hoped that a review would highlight areas of change and key questions that
could be answered in the next set of surveys. Only surveys and audits carried out in
the last ten years were included as these were deemed to be comparable in nature and

format.

The starting point was to assess previous questionnaires used in the ABCD 2000
survey of the UK (29; 35-37). Other national and local audits of diabetes specialist

services were also included in the review.

The topics covered within the literature review included:
o diabetes relevant staffing
e manpower levels and
e sub-specialities such as
o dietetics
o podiatry
o ophthalmology
o paediatrics
o psychology
o renal

e (Care processes

At the time of the literature review, services provided varying levels of education to
patients. Although evidence existed and literature supporting education and
particularly structured education was available, education was not included within
the literature review as a separate speciality or sub-speciality of diabetes care as it
was seen as an integral part of the clinical role rather than a commissioned activity.
The substance of the literature review was focused onto clinical delivery and
activities. Where questions on education had been asked in previous surveys and
were identified by the working group as important for inclusion in the current survey,

these were addressed within the DSN survey.

Staff education competency was also excluded from the literature review as this was

not seen at the time as a separate component in the delivery of diabetes services.
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However, as with education for patients, aspects of clinical competency were

addressed within the DSN and DSN workforce survey.

The literature search was led by Dr Peter Winocour who reported findings to the
working group. The results of the review were read by the working group who
compared and contrasted the topics and questions within a framework into areas of
importance. After the comparisons were made between the framework and the
literature review, it was found that overall, all the sections of the survey carried out
in 2000 were still considered relevant, but where applicable could be modified to
reflect changes to the commissioning and provision of services. Despite the diversity
of the working group, a framework of topics and questions was identified and a

consensus reached.

Peter Winocour and | led the process of developing the framework and analysis of
the questions. During the process, due to the scale and complexity of the topics to be
included in the questionnaire, myself and Peter Winocour, with the agreement of the
working group, broke the questionnaire down into five key aspects to gain the depth
of information that was felt to be important:

e Consultants and core diabetes services including podiatry and dietetic

support.

e Diabetes specialist nurses including a focus on education.

e Retinal screening.

e Psychological provision.

e Paediatric and adolescent services.

The rationale used to define the individual surveys reflected the composition of
multidisciplinary teams, where the consultant, DSN, podiatrist and dietitian in the
main work together to provide holistic diabetes care to the person with diabetes.
Separate surveys were considered necessary for psychological care, which was
largely absent in many services, and retinal screening, which was mainly linked to
ophthalmology services separate to diabetes and was undergoing major service

reform at the time.

Education was linked to the DSN questionnaire as in recent years NICE guidance has

recommended that this activity should be led by DSNs shifting the emphasis from the
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medical team to the nursing team. A separate survey for DSNs was also considered
important because of the expanding and changing role undertaken by DSNs since the
2000 ABCD survey.

For paediatric and adolescent services, it has long been recognised that services are
geographically inequitable. They operate as separate services to adult care with a
cross over at the point of transition to adulthood, at different ages for each service.
This survey was also intended to build on the experience of four previous surveys to

provide comparison and continuity.

Initially there was to be a separate survey on demographics, which would contain
questions on medical staffing levels; however, after discussion this was included in
the ‘consultants and core diabetes services’ survey. Also a sixth survey to explore
primary and community services was planned to gain an understanding of specialist
and intermediate services provided in the community and of the structures that
support these models in community care. This was to take into account the
emergence of new posts such as community matrons. Owing to a lack of funding,

this survey was not undertaken.

The previous 2000 ABCD questionnaire and the paediatric and adolescent
questionnaire in 2002 were used as a basis for discussion. | wrote the questionnaire
using questions either taken directly from the previous questionnaire, modified based
on the working group’s decision or excluded altogether. I also added new questions

to reflect changes to the commissioning of services and political changes.

It was important to establish a link between the surveys to enable information to be
collated across surveys by myself in the analysis and to provide an in-depth
understanding of specialist diabetes care at each location. To achieve this and ensure
that information was not being duplicated, | asked in each survey, which primary
care organisations were served by the hospital trust, the name of each hospital within
the trust and the name of the diabetes network, if one existed. This would provide

information to describe the diversity of hospital trusts across the nations.

We discussed whether an emphasis on the hospital trust or primary care organisation

would allow inequalities in service provision to be highlighted by those who
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commissioned services; if, for example, one hospital trust serves three primary care
organisations, there may be inequalities if the trust provides different services to each
primary care organisation depending on what the primary care organisation has
commissioned. However, we decided to focus on the hospital trust as the key

provider of diabetes specialist care both historically and currently.

| paid particular attention to ensure that the surveys were relevant to each of the four
nations of the UK as each nation had modified healthcare systems and organisational
structures both for commissioning and provision following devolution of authority

and budgetary control.

We agreed to use whole time equivalents to define staffing levels throughout the
questionnaires and to change diabetes specialist nurse to hospital diabetes specialist
nurse (DSN) (as opposed to Community DSNSs) for clarity to reflect changing roles

and service changes.

The use of open ended questions was discussed. In the 2000 ABCD survey, the
qualitative data collected were not used because of insufficient time and resource to
analyse the large amount of data collected. Given this previous experience, it was felt
that the number of qualitative questions included in the questionnaires should be
limited to take account of the capacity of myself to code, analyse and report on this
data.

It is important to recognise that the composition of a questionnaire and how
questions are phrased may influence responses and the type of information this will
generate. Topics and questions were drafted and measuring techniques selected (for
example numbers, yes/no responses or responses to a scale such as a numerical
range). The items for response (such as yes/no) were generated by discussion with
the group, prior knowledge, previous questionnaires and through reading by myself
and the working group. | structured the questionnaires with easy and basic questions
at the start and open questions towards the end of the questionnaires. | worded the
questions to ensure that the language used would be familiar to the healthcare
professionals responding and were not leading or double barrelled (that is where two

questions are asked within one sentence) to reduce the risk of bias or confusion.
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| presented each draft of the questionnaires to the working groups for discussion. |
then amended the questionnaires and sent revisions to each member for comment.
These comments were discussed with the working groups until a consensus was
reached and | incorporated their comments accordingly. Following the pilots, the
comments from the respondents were discussed with the working groups until a

consensus reached and the members felt the questionnaire to be complete.

Where possible, questions from the year 2000 questionnaire were used again to allow
direct comparison between the surveys. However, some former questions were
considered to be no longer relevant or applicable, as some practices may have been
superseded as a result of the guidance from NICE, Scottish Intercollegiate Guidelines
Network (SIGN) and the NSF.

2.2.7.1 Aim of the consultant survey

The aim was to identify the views and working practices of consultant diabetologists
in the United Kingdom in 2006 to 2007. The survey aimed to examine current
provision of specialist services, where there were gaps in the service and to examine

changes since 2000.

2.2.7.2 Special issues: brief background

Since the introduction of the NSF for diabetes in England and Wales (1), Scottish
Diabetes Framework in Scotland (23) and the blueprint for diabetes care in Northern
Ireland (24), the NHS has seen substantial changes in the commissioning and design
of diabetes specialist services. Between 2000 and 2006 the prevalence of diabetes
had increased creating a growing demand on specialist services. It was important to
ascertain current staffing levels (consultants, DSNs, dietitians and podiatrists) as the
effectiveness and quality of a service requires an adequate number of specialist staff
to provide specific diabetes specialist services, training to junior doctors and primary

care staff and education to people with diabetes.

Furthermore with the development and changes to the acute physician post, the
survey was designed to assess the impact of acute medicine on the ability of
consultants to carry out their specialist diabetes duties, develop the service and train
specialist registrars. Surveys were sent to centres for a response per centre; however,

the opinion of individual consultants was also sought about issues including the
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strengths and weaknesses of services and job satisfaction which were analysed

individually.

2.2.7.3 Topics
These included:
e the provision of acute-general internal medicine and diabetes services
e provision of specific diabetes services
e current staffing levels
e strengths and weaknesses of their specialist service

e perceived threats to the specialist service

2.2.7.4 Structure of the survey
The questionnaire included 71 questions (open and closed) to gather both qualitative
and qualitative information about the provision of core diabetes services and the

perceptions of consultant diabetologists (Appendix A).

2.2.8 Pilots

The questionnaires were piloted before mailing to ensure both question and answer
comprehensibility with relevant healthcare professionals. The consultant survey was
piloted with 32 consultant diabetologists identified from the ABCD and Diabetes UK

membership.

| distributed initial drafts and respondents were asked to complete the questionnaire
to:

e Test if the wording of the questions was interpreted as intended.

e If the instructions supplied were readily understood.

e For closed (pre-coded) questions, if an appropriate response was available.
Once completed, questionnaires were returned to me and | entered the data from the
questionnaires into excel spreadsheets and summarised the results in word

documents.

Attention was paid to frequently missed questions and if unintentional responses

were generated. The pilots were used to make sure all relevant issues had been
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covered and no pertinent areas were missing. Respondents were asked to give their
views on the questions and response codes. This feedback was vital as many of the
questions were new and untested. | wrote this feedback up with a summary of the

results and circulated to the working group for review.

Following the pilots, | amended questions that were confusing or poorly answered.
At this stage | carried out an initial analysis of the data to test if the responses

provided would generate valid data.

2.2.9 Distribution of the questionnaires
I constructed most questionnaires using an online survey website called Opiniontaker

(www.opiniontaker.com) which was used to host the questionnaires (except the

psychological and DSN workforce questionnaires which were created in Word). |
uploaded the mailing lists to the website using a Microsoft Excel spreadsheet that
was linked to each of the questionnaires. Once the draft questionnaires had been
finalised, | wrote a covering email which contained a link to the questionnaire with
instructions on how to complete the questionnaire. When | had emailed the
questionnaires to the participants, they could then complete the questionnaires online
using the link in the email. | was able to track who had taken part in the survey, who
had started the questionnaire and saved their results but not completed the
questionnaire, and those who had completed and submitted their results. For those
who received a paper copy, the questionnaire enclosed was given a unique ID to
allow me to track responses and | had personalised the cover letter which was printed
on Diabetes UK headed paper. The consultant, DSN, retinal screening and paediatric

survey were all hosted on Opiniontaker for the first contact.

For the reminders, | posted paper copies; where email addresses were either not
available or not recognised, I also sent paper copies. If it had not been possible to
arrange a contact via email or post, then | contacted participants via telephone for

their responses.

The covering email explained the aims of the survey, the importance of their
response and why as many responses as possible were required in order to obtain
complete coverage of the four nations, and how responses would be used. All

participants were assured of the confidentiality and anonymity of all responses. The
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questionnaire included the logos of both Diabetes UK and ABCD, and BSPED and
ACDC for the paediatric questionnaire. This partnership approach was hoped to

increase response rates.

As a further measure to increase response rates, the surveys were publicised via the
ABCD and Diabetes UK websites, journal editorials, at conferences and through
telephone calls. This approach raised awareness in advance of the survey which
increased credibility and explained the value. The aim of this publicity drive was also
to increase the number of potential participants and to increase confidence in the

validity of the research amongst service providers.

For the consultant survey when the initial contact sought was not the intended person
to complete the questionnaire, | asked this person to forward the questionnaire, as an
email attachment, to the appropriate person. | asked for the first contact to confirm
by email that this had been done. Where | received notification of undelivered

emails, | sent a paper copy of the questionnaire in the post.

As responses were received, | prepared a map of the UK to identify geographically at
a glance where respondents were located. Where there were localities with few
respondents, | targeted these for action to increase the response rate using the
Diabetes UK regional offices for support as well as sending letters with a duplicate
questionnaire. I also contacted consultants’ secretaries by email and telephone to ask

for help in gaining responses and completed surveys.

2.2.10 Data collection and reminders

| designed a database in Microsoft Excel format to log and track all responses to the
questionnaires. This detailed when reminders were sent, how centres were contacted
and when responses were received. All the details of my telephone conversations
were logged to support the monitoring of responses. | kept records of those services
where the contacts had retired or were not involved in diabetes services to ensure that

an accurate base number could be recorded from which to derive the response rate.

2.2.11 Timeline of data collection
The Gantt chart below (Table 2-1) shows the timeline of when all the questionnaires

were sent out.
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Table 2-1

Timeline to show distribution dates and data collection period of questionnaires

Jan | Feb | Mar | Apr | May | Jun | July | Aug | Sept | Oct Nov Dec

2006

I L A

2008 Paediatric and Adolescent survey

2009 DSN workforce survey

For the consultant survey, | sent the questionnaires on the 5™ May 2006 and replies
were collected until 28" February 2007. | sent the first reminder on the 5™ June and
the second on the 21% July. The third reminder was sent on the 14™ September 2006.
From the 5™ June 2006 until February 2007 I called individuals by telephone to
encourage responses. The survey was advertised through ABCD and Diabetes UK

websites and through mailshots to service providers.

2.2.12 Data management and data cleaning

Once completed questionnaires were returned, | entered them either onto a package
called SNAP, survey software designed for data input, or into a Microsoft Excel
database. | later transferred the data into the Statistical Package for Social Sciences
(SPSS version 16) for analysis. | checked the data for missing values and to ensure
that recorded values fell within a pre-specified range. If an out-of-range value had

been entered, | contacted the diabetes centres for clarification.

2.2.12.1 Data analysis
I analysed the results using Microsoft Excel and SPSS (version 16) using both
parametric and non-parametric tests depending on the distribution of the data.

Association and correlation between variables were measured using Pearson’s r or

o1



Spearman’s rho and chi-square test. | analysed categorical data using chi-squared

tests where appropriate.

ANOVA was used to assess differences between means and online statistical

calculators (http://survey.pearsonncs.com/significant-calc.htm and

http://www.langerresearch.com/moe.php ) tested significant differences between

survey results in the year 2000 to the year 2006. A p value of <0.05 was considered

statistically significant.

I have presented data as percentages, medians and ranges. | undertook an analysis of
regional and national differences and where these were statistically significantly
different, these are reported. Not all respondents answered each and every question.
To present accurate representation of the findings, missing values have been
removed from the analysis (e.g., where the number of possible respondents for a
question was 68 and only 66 responded, then there were two missing responses for

that question and the percentage would be taken from 66).

Descriptive statistics were produced to gain an understanding of the data and to
check for skewness. The data were analysed for patterns using tables, pie charts and

graphs.

As qualitative findings may provide valuable insights and explanations into health
systems, which can be widely used by policy makers to understand health systems,
open questions were used to explore the nature of healthcare professionals’
experiences, including strengths, weaknesses and threats facing diabetes services and
how services can be improved. The findings provide depth to the quantitative
findings, as well as providing possible explanations for the quantitative findings.
Ultimately, the analysis can aid policy makers understand the issues, which can

influence policy or decision making.

Open questions were systematically coded by myself using an approach based on the
framework method (73). | read all responses to gain familiarity with the data. |
assigned each response a code and grouped them into themes as they emerged from
the data. These were entered in a separate column in an Excel spreadsheet or written

alongside the text in a word document. As several concepts could be contained
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within each response, there may have been several columns utilised by each
response. For the open questions in the consultant survey, to validate my
interpretation, two consultant physicians re-read the data and the interpretations and
a consensus was reached to ensure that the codes remained as close to the original

intentions portrayed by the initial responses as possible.

I counted and ranked both codes and themes in order of frequency to represent the
strength of the views of the respondents when analysing the strengths, weaknesses
and threats as perceived by the consultants to the diabetes specialist services. In this
way the key elements voiced by the respondents were summarised and an overview

was achieved.

2.2.12.1.1  Well-resourced score

As in the ABCD year 2000 survey, a ‘well-resourced service score’ was used to
describe variability in specialist service provision. This was based on levels of
staffing, diabetes care services, and other core measures. The weightings assigned to
the components of the well-resourced score are described in Table 2-2. The same
methodology was employed in the current survey as in 2000 with the exclusion of
coding for retinal screening as this was the focus of another survey, also without a
variable for DSN from the 2000 survey which was not used in the year 2006 survey.
The final difference between the scores in the two surveys was the inclusion of a
variable for education for people with diabetes. This was felt to be important to
include as this had become a clinical priority and a key policy driver by 2006,
although the scores would no longer be directly comparable to 2000. With a possible
maximum score of 25 points, responses were graded A* (24-25), A (21-23), B (18-
20), C (15-17), D (12-14) or E (<12 points), (Table 2-3).
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Table 2-2

Weightings and components of the well-resourced score

Score component Weighting Score Maximum
score

The number of WTE consultants per >0.76 = 4
100,000 catchment population 0.51-0.75 =
0.26-0.5 =
0.1-0.25 =
0 =

The number of WTE DSNs per 100,000 >1.5 = 3
catchment population 1.1-15 =
0.1-1.0 =
0 =

WTE dietitian for service 0.6 and > = 2
0.1-0.5 =
0 =

WTE podiatrist availability for diabetes 1and > = 2
service 0.1-0.5 =
0 =

Diabetes Register Yes = 2
No =

Joint ante-natal diabetes service Yes = 1
No =

Joint diabetes ophthalmology clinic Yes = 1
No =

Separate diabetes clinic for elderly Yes = 1
No =

Local vascular surgeon Yes = 1
No =

Lipids measured Yes = 1
No =

Microalbuminuria Yes = 1
No =

HDL measured Yes = 1
No =

Erectile dysfunction service Yes = 1
No =

Joint paediatric and adult diabetes Yes = 1
specialist service No =

Guidelines Yes = 1
No =

Structured education for people with Yes = 1
diabetes No =

Access to a psychologist Yes = 1
No =
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Table 2-3

Grades achieved by each score

Grade Score
A* 24-25
A 21-23
B 18-20
C 15-17
D 12to 14
E <12

2.2.12.1.2  Pre-specified sub-group analysis

| identified hospitals that responded to both the 2000 and 2006 surveys in order to
examine any differences in how this sub-group responded compared to the overall
findings. There were 123 hospitals that responded to both surveys. By analysing
these findings, the aim was to check for any possible bias, as the response rate for the
2007 survey was lower than the response rate to the 2000 survey. The findings from

the sub-group are presented with the findings where appropriate.

2.2.13 Limitations of the survey

Whilst dietetics and podiatry were included in the core diabetes services, further
work is needed to assess these specialist areas fully. Furthermore only specialist
services were approached. Originally it was envisaged that a community based
survey would be completed but this was unfeasible due to a lack of resources. In
future it would be useful to take a more holistic approach to include primary and
intermediate services to provide a more rounded view of services operating in the
current political and economic climate. The resources available to the study consisted
of the time of the working group members and organisational resources used for

printing, postage and telephone calls. No other sources of funding were sought.

2.3 Results

2.3.1 Response rate
The response rate to the survey was 49% (289 out of 580 consultants identified). The
original number of consultants identified for the survey was 692, however, 112

consultants were excluded for reasons including:
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¢ no longer involved in diabetes care (38)

e practising endocrinology only (35)

o retired or died (27)

e moved on (9)
e unknown (2)

e duplicate (1)

Geographically, 82% of respondents were from England, 8% from Scotland, 5%

from Wales and 4% from Northern Ireland. Table 2-4 shows how many consultants

responded from each nation.

Table 2-4

Number of consultants who responded per nation

Number of Total number Percentage of
respondents surveyed by respondents
nation

England 236 465 51
Wales 15 46 33
Northern Ireland 12 24 50
Scotland 24 55 44
Guernsey 1 1 100
Isle of Man 1 1 100
Total 289 592

Of the 195 trusts and 295 hospitals surveyed, a consultant response was received
from 48% of these. Within each Strategic Health Authority (SHA) region in England,

the response rate from consultants varied (33% to 100%).

The majority of consultants were male (80%) and 55% were aged over 46 years

(Figure 1). On average they had spent 11.4 years in a consultant post (range 0.6 to

35 years) with 25% having previously been a consultant in a different trust. This

demonstrated that overall the demographics of consultants are of an age and have

been in post for a considerable number of years which could have implications for

succession planning, fulfilling training requirements and service development.
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Figure 1 Age of responding consultants
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As approximately half of consultants did not respond, differences between
responders and non-responders were examined to provide further validation of the
survey. This examination was undertaken by nation (Table 2-5), SHA (Table 2-6)
and gender (Table 2-7); no statistically significant differences between the two
groups were evident, which substantiated our view that the survey results were
credible.

Table 2-5

Difference between non responders and responders by nation

Percentage of non- Percentage of respondents
respondents (n=302) (n=289)

England 76 82
Wales 10 5
Northern 4 4
Ireland

Scotland 10 8
Isle of Man 0.35
Guernsey 0.35
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Table 2-6

Difference between non responders and responders by SHA

Percentage of non-

Percentage of

respondents (n=222) respondents
(n=-236)

East Midlands 7 7
East of England 10 11
London 24 12
North East 3 8
North West 14 16
South Central 7 9
South East Coast 7 7
South West 8 11
West Midlands 11 8
Yorkshire and the Humber 10 10
Table 2-7

Difference between non responders and responders by gender

Percentage of non-respondents Percentage of respondents
(n=300) (n=278)

Men 83 80
Women 17 21

To validate the reliability of the results further, three key questions were analysed by

date of survey completion; no differences were found showing there was no response

bias in these important questions as a result of any delayed response. The questions

used for analysis were; the provision of guidelines (Table 2-8), access to a

psychologist (Table 2-9) and the well-resourced score (Table 2-10).
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Table 2-8

Response to question on provision of guidelines by date of response

Date of survey response

Provision of May-July 2006 August-October November 2006 -
guidelines Percentage 2006 February 2007
Percentage Percentage
Yes 82 85 81
No 18 15 19
Table 2-9
Response to question on access to a psychologist by date of response
Date of survey response
Access to a May-July 2006 August-October November 2006 -
psychologist Percentage 2006 February 2007
Percentage Percentage
Yes 39 36 45
No 61 64 55
Table 2-10
Response to analysis of well-resourced score by date of response
Date of survey response
Well-resourced | May-July 2006 August-October November 2006 -
score Percentage 2006 February 2007
Percentage Percentage
A*A 21 26 19
BC 58 56 62
DE 21 19 19

A sub analysis found 123 hospitals from which consultant responses were received in

both 2000 and the 2006 surveys. The findings are presented where appropriate to

strengthen the validity of the findings. These hospitals are referred to as the

comparable hospitals.
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2.3.2 Status of diabetes services

A key objective of the survey was to establish current staffing levels within services

and multidisciplinary teams (consultants, diabetes specialist nurses, dietitians and

podiatrists) and overall services seem to be expanding, perhaps as a result of greater

investment following the NSF leading to the development of multidisciplinary teams

and service redesign.

2.3.2.1 Key personnel

2.3.2.1.1 Consultant diabetologists

The actual number of consultant physicians providing diabetes specialist services had

increased from 456 in 2000 to 592 in 2006 (the diagnosed prevalence of diabetes
increased from 2.5% in 2000 (74) to 3.54% in 2006(75)). Therefore whilst diagnosed
prevalence increased by approximately 40% the increase in whole time equivalent
(WTE), of consultants increased by only 30%. Whilst in 2000 and 2006 most

services were provided by less than 1 WTE in 2006 there were a greater proportion

of services being provided by 1.1 to 1.5 WTE consultants compared to 2000; this

was also reflected in the sub-analysis of comparable hospitals (Table 2-11).

Table 2-11

WTE consultants per 100,000 of the catchment population

All All Comparable | Comparable
respondents | respondents hospitals hospitals
2006 2000 2006 2000
Percentage Percentage Percentage Percentage
(n=272) (n=178) (n=117) (n=119)
Greater than 1.5 9 6 11 8
11tol1l5 27 6 29 7
1.0 and under 65 88 60 86

It is important to note that previously in 2000, the survey asked for the number of

consultants per site; in this report, this number was divided by 100,000 head of

population to become numerically comparable to the question asked in the 2006

survey.
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The number of single-handed diabetes specialist consultants had decreased from 36%
in 2000 to 10% of services in 2006. This was also shown in the sub-analysis of the
123 hospitals included in both 2000 and 2006, which found there were 31 single
handed consultants in the year 2000 and only nine in the year 2006. Geographically,
single-handed consultants were more frequently reported in Northern Ireland (50%)
than in other nations (England 8%, Wales 14%, and Scotland 4%, p<0.001). The
reason for this variation may have reflected the low response rate from Northern

Ireland or other factors not revealed by the survey findings.

2.3.2.1.2 Diabetes specialist nurses

The provision diabetes specialist nurses (DSNs) had increased so that nearly 60% of
services had at least 1 WTE per 100,000 of the catchment population, compared to
60% having less than IWTE in 2000 (Table 2-12). Direct comparison between the
two surveys is difficult as a different unit of measurement was used in the year 2000

survey.

Table 2-12

Provision of DSNs

What is the number of 2006 How many full-time DSNs 2000
WTE hospital DSNs per | Percentage | do you have working in | Percentage
100,000 of the catchment your unit per 250,000

population? effective population case-
load?
Greater than 1.5 21| 5-5.9 5
1.26-1.5 16 | 4-4.9 8
1.1-1.25 20 | 3-3.9 27
0.76-1.0 22 | 2-2.9 40
0.51-0.75 12 11-1.9 16
Less than 0.50 8 | Less than 1 4

2.3.2.1.3 Dietitians

Dietitian availability appeared to have increased, the average WTE dietitian
availability was 1 per 100,000 (median 1, range 0 to 24) and over 58% of services
had access to at least 1 WTE of dietetic support compared to 18% in 2000. In 2000
there was a recommended level of support of 1.5 WTE per 250,000 of the catchment
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population (equivalent to 22 hours per 100,000 of the population) yet in 2006 many

services were still falling short of this target despite the overall rise in staff numbers
(Table 2-13). In 2000, dedicated dietitians spent 4.7 hours (median) per 100,000

population on diabetes care (43).

Table 2-13

WTE dietitian support

WTE Dietitian 2006

WTE Dietitian 2000

Percentage Percentage
0 3 24
0.1-0.9 39 58
1.0-1.9 43 15
2 or more 15 3

2.3.2.1.4 Podiatrists

The provision of podiatry staff also appeared to have increased since 2000. The

median WTE podiatry availability was 1 per specialist service (mean 1.36, range 0 to

12). 61% of services had access to at least 1 WTE of podiatry support compared to
just 9% in 2000 (Table 2-14).

Again direct comparison of the two surveys was difficult because a different unit of

measurement was used in year 2000 survey; the median number of weekly podiatry

sessions was 3 with almost 97% of responses stating that the WTE availability of

podiatry services was less than 1 WTE. In the year 2000, the unit of measurement

was the number of sessions (each last four hours). These were divided by 35 hours to

calculate the WTE.
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Table 2-14

WTE podiatry support

WTE WTE Podiatrist 2006 WTE Podiatrist 2000
Percentage Percentage
0 0.8 2
0.1-0.9 38 89
1.0-1.9 33 7
2 or more WTE 28 2

2.3.2.2 Specialist services and resources

Diabetes care requires a range of specific diabetes services to provide holistic care.
Since 2000, there have been improvements in the provision of joint ante-natal
diabetes services, joint paediatric and adult diabetes clinics and joint ophthalmology
clinics, laboratory access to serum cholesterol including high-density lipoprotein
cholesterol and microalbuminuria measurements and education for people with
diabetes. By contrast, there was no change in the provision of services for erectile
dysfunction. Several aspects of service provision had deteriorated since 2000 such as
the maintenance of a diabetes register, access to separate diabetes clinics for the
elderly and psychologists, the presence of a local vascular surgeon and guidelines to

ensure comprehensive care in all settings (Table 2-15).
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Table 2-15

The characteristics of diabetes specialist services

All All Comparable Comparable P value
respondents respondents hospitals hospitals
Characteristics of 2006 2000 2006 2000
specialist service Percentage Percentage Percentage Percentage
Joint ante-natal diabetes 93 85 92 86
service
Lipids measured in 100 99 100 99
diabetes service
HDL measured in diabetes 967* 85* 97 85 0.000
service *
Microalbuminuria 99* 93* 98 91 0.001
available *
Specific service for 61 60 63 62
Erectile Dysfunction
Structured education for 87 81 85 76
people with diabetes offer structured of staff have
educationto | been trained to
people with | educate people
diabetes with diabetes
Guidelines to ensure 82 85 82 84
comprehensive care in all
settings
Joint diabetes- 21 15 18 17
ophthalmology clinic in
the diabetes service
Register for service 66 73 65 76
Separate diabetes clinics 9 13 11 16
for elderly
Local vascular surgeon in 86 88 83 91
the hospital
Access to a psychologist 41 45 36 47
for the patient
Joint paediatric and adult 75 60 73 64
diabetes specialist service
Education offered to 94 N/A N/A N/A

medical staff

*indicates where the difference is statistically different when compared to 2000.

Diabetes consultants were involved in a wide range of clinics reflecting their various

sub-specialist interests (Table 2-16). This highlights the diverse nature of the

condition and the difficulties faced by clinicians and commissioners in providing a

service fit for purpose and meeting standards within available resources.
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Table 2-16

Sub-specialist interests of consultant diabetologists

Sub-specialist interest

Percentage (n=289)

General diabetes 99
Ante-natal 48
Transitional adolescent-adult clinic 42
Joint foot 38
Pump-intensive management 26
Diabetes renal 22
Joint adolescent 21
Other specialist clinics 16
Community diabetes clinics 13
Joint paediatric 9
Joint ophthalmology 5
Liaison psychiatry diabetes 2
Joint men’s health 1
HIV-diabetes 1
Sport and diabetes 0.7

2.3.2.3 Well-resourced service score and perceptions of service

Overall the average well-resourced service score was 17.3, (Grade C) which was

lower than the mean score in 2000, 18.1 (p=0.06) indicating that the quality of

diabetes specialist service provision may have declined over the six years (Table

2-17). Only one Trust achieved the maximum score A*, just over 20% were awarded

an A, and 16% of responses were scored D or E (Figure 2).
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Table 2-17

Comparison of the average well-resourced score from 2006 to 2000

All All Comparable Comparable
respondents respondents hospitals hospitals
2006 Score 2000 Score 2006 Score 2000 Score
Mean 17 18 17 19
Median 18 18 18 19
Range 9to 24 10to 25 9to 23 1210 25
Figure 2 Figure to show scores achieved by trusts
2006 Scores
35 31.5
o 30
= 27.3
T 25
=3 20.8
§ 20
“ao: 15 14.2
% 10
o 5.9
& 5
0.3
(] T
A* A B C D E

Score

Service quality varied nationally and within regions in England. The highest scores

were found in England and Scotland compared to Wales and Northern Ireland
(p=0.007). Within the Strategic Health Authority of England, the highest scores were

in the North of England and lowest scores in the East Midlands and Eastern regions

(p=0.029) (Table 2-18). Varying the weighting of the scores did not appreciably alter

these findings or comparisons.
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Table 2-18

Variation in well-resourced score by nation

A*A BC DE
Nations Percentage Percentage Percentage
England (n=236) 23 58 20=101
Wales (n=15) 7 73 20
Scotland (n=24) 21 75 4
Northern Ireland (n=12) 8 33 58=99
English Regions

Regions

North (n=81) 32 52 16
Midlands and South (n=155) 18 61 21

Those services with a greater number of consultants in post achieved a higher score
(Table 2-19) than those with fewer WTE consultants (p<0.001).

Table 2-19

Well-resourced score by WTE of consultants

A*A BC DE
WTE of consultants Percentage Percentage Percentage
0.1-0.25 (n=5) 0 40 60
0.26-0.50 (n=38) 3 63 34
0.51-0.75 (n=45) 9 56 36
0.76->1.5 (n=184) 30 63 7

Most consultants perceived their service to be reasonably well-resourced (56%), 36%

thought their service was not well-resourced while only 8% thought their service was

well-resourced.

There was good agreement between the perceived and calculated well-resourced

score (p=0.001) (Table 2-20).

67




Table 2-20

Perception of service and well-resourced score (n=285)

Perception of service A*A BC DE
Percentage Percentage Percentage
Well-resourced 58 38 4
Reasonably well-resourced 26 62 12
Not well-resourced 6 61 33

Consultants were less likely to say that their services were well-resourced compared
to 2000 which indicates that consultants have felt there had been a decline in service
quality (Table 2-21).

Table 2-21

Consultant perception between 2006 and 2000

Consultant 2006 2000 Comparable Comparable
perception of Percentage | Percentage hospitals hospitals 2000
their diabetes (n=285) (n=176) 2006 Percentage

specialist Percentage (n=118)
service (n=121)

Well-resourced 8* 23 g* 26
(p=0.001) (p=0.00)

Reasonably well- 56* 60 55* 59

resourced (p=0.5) (p=0.00)

Not well- 36* 17 36* 15

resourced (p=0.00) (p=0.00)

* indicates if the difference between the surveys in the years 2000 and 2006 is

statistically different

Interestingly, well-resourced score was positively associated with job satisfaction
(p=0.001) (Table 2-22). This could demonstrate the impact that well motivated and
supported consultants as leaders of the multidisciplinary team, have on driving up

standards of care in local areas.
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Table 2-22

Level of job satisfaction

Job satisfaction (n=285)

Well-resourced score Poor Moderate Good Excellent
Percentage | Percentage | Percentage | Percentage
A*A 3 36 39 22
BC 8 44 39 9
DE 13 54 26 7

2.3.2.4 Consultant perceptions of diabetes specialist service

The majority of the open response comments made by consultants about their

diabetes specialist services were negative. In particular, consultants felt that specific

diabetes services, such as access to psychologists, were poorly supported and they

were concerned about job losses. On a positive note, some consultants felt they

worked within an excellent diabetes service and some described good integration

with primary care. Others comments were coded as ‘mixed’ where services were in

the process of change (Table 2-23).
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Table 2-23

Themes identified concerning the diabetes specialist service

Negative theme Count
Specific diabetes services are poorly supported 112
Job losses 66
Increased workload, increasing prevalence of diabetes and lack of 27
resources to meet demand
Restructuring and move to primary care diminishing specialist services 15
Poor work environment, IT support and facilities for patients 9
Pressure from acute and general internal medicine reduces time for 3
speciality

Positive theme Count
Excellent diabetes specific services 9
Good collaborative links and integrated service with primary care 6
Service reasonably well-resourced 5
Excellent staff 2
Raised own funds 1

Mixed theme Count

Services are being developed therefore neither well-resource nor poorly 6
resourced
Some aspects of the service are better than others 2
Good service but under threat due to changes e.g. commissioning 1

2.3.2.4.1 Strengths, weaknesses and threats to the specialist service

Where services were working well, consultants believed this to be due to expert,

committed and motivated specialist staff. If staff were lacking this was seen as a

weakness to the service. Once again, perceptions described in the previous section

were identified as weaknesses such as under-resourced specific diabetes services

including psychological services, dietetics and access to education. Many of the

perceived threats related to the negative impact of central government policy on

diabetes specialist services and ineffective commissioning with the feeling that

commissioners did not sufficiently understand the complexity of diabetes.

Consultants believed these threats were leading to funding cuts for resources, staff

and training and service reconfiguration and fragmentation. It was felt that diabetes
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was seen as a low priority by commissioners and acute trust management in many
cases (Table 2-24).

Table 2-24

Strengths, weaknesses and threats to the specialist service

Strengths Main themes Count
1 Expert, committed and motivated specialist staff 166
2 Excellent team work and multidisciplinary team working 118
3 Good links with primary care, effective networks and 88
integrated community focused services
4 Good range of speciality and sub-specialist clinics 86
5 Patient focused, innovative and high-quality service 78
6 Comprehensive, well organised service and well-resourced 68
service
7 Excellent education for patient s and healthcare 28
professionals
8 Good systems in place for achieving targets 22
9 Good facilities in place 19
10 Good IT systems in place 18
11 Research 12
12 Enough staff 9
13 Good laboratory support 5
14 Tertiary support 2
15 The patients 2
16 Good telephone support 1
17 Supported by charity 1
18 Enjoy general medicine 1
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Weaknesses | Main themes Count
(count)
1 Under-resourced specialist services, in particular 169
psychology (33), dietetics (35), education (23)
2 Lack of staff 99
3 Organisation of service, including no prospect for 73
development, lack of a register and too much work
4 Poor facilities, also includes split site working 42
5 Funding and finance cuts and higher prevalence 41
6 Lack of strategy and leadership 32
7 Poor links with community and/or primary care 32
8 Poor IT 29
9 Poorly organised commissioning, including shift to primary 19
care, expensive or undervalued service and threats from
PBR
10 Poor inpatient care 11
11 Too generalised service 11
12 Poor multidisciplinary and team working 10
13 Access to the service 7
14 Case mix and do not attends 6
15 Impact of general internal medicine 6
16 Targets and guidelines 6
17 Diabetes not prioritised 5
18 Low morale and stress 5
19 Poor community diabetes 5
20 Poor awareness or promotion of service 4
21 Poor training 4
22 Research 2
23 Not enough prevention 1
24 Size of service 1
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Threats | Main themes Count

1 Commissioning and negative impact of central government 176
policy on diabetes care

2 Lack of understanding of complexity of diabetes and shift to 106
primary care

3 Staffing and training cuts 93

4 NHS funding/ finance/ deficits 88

5 Service reconfiguration and fragmentation of care provision 51

6 Diabetes not prioritised, poorly valued and reduced investment 46
to specific services

7 Pressures from acute medicine or general medicine 19

8 Poor communication and collaboration primary care, Primary 16
Care Trusts and specialist services

9 None 3

10 Lack of IT support 2

2.3.3 Working methods in hospital

Nearly all consultants were involved in the delivery of general medicine (94%) while

95% had involvement within a medical admissions unit.

38% of consultants operated together with junior doctors but only sometimes with

junior members of their own team when on-call. For those who do work within a

“firm’ or rota structure, the frequency of the on-call is shown in Figure 3.
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Figure 3 Frequency of on-call for the team
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Consultants, who do not work with their team when on call, tend to have less onerous
rotas than those who work on-call with their team. Working patterns differed
between consultants and other team members and this was reported by 80% of
consultants. The median frequency of on-call duties for individual consultants was 1

in 10 weeks and the frequencies are shown in Figure 4.

Figure 4 Frequency of on call for individual consultants
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When on-call, 24% of consultants took part in a physician of the week system, where
they were the named consultant responsible for general medical admissions. 54% of
such systems separated weekdays and weekends, 30% covered the whole seven day

week and 16% covered a block of days, rather than a fixed calendar.
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The working patterns and operational conditions also varied quite considerably
between hospitals and between nations. Whilst nearly all consultants (81%) worked a
ward-based system, this varied by nation (Scotland 87%, England 83%, Northern
Ireland 67% and Wales 54%; p=0.03). Consultants reported that 52% of hospitals
integrated general medicine with care of the elderly (Wales 85%, England 53%,
Northern Ireland 42% and Scotland 26%; p=0.006). Overall 67% of consultants had
a designated ward for diabetes in-patients (Scotland 78%, England 69%, Wales 62%
and Northern Ireland 25%; p=0.01).

2.3.3.1 General and specialist duties

Consultants reported that 69% of their physician colleagues had opted out of acute
medical on-call rotas and this varied by nation (England 71%, Scotland 67%, Wales
29% and Northern Ireland 67%; p=0.01). Respondents reported that some specialties
were more likely to opt out than others (Table 2-25).

Table 2-25

Medical specialties opting out of on call rotas

Speciality Percentage
(n=194)
Cardiology 77
Neurology 56
Rheumatology 56
Renal medicine 42
Gastroenterology 23
Elderly care 13
Thoracic 11
Respiratory 11
Diabetes and endocrinology 9
Other * 6

* Other specialties included dermatology, haematology, oncology and pharmacology.

75




Most consultants (including both diabetes and other specialities) opting out were

aged between 40 to 49 years of age:

e Uupto 39 years 14%
e 40t049 58%
e 50 and over 28%

Consultants from designated teaching hospitals (42%) were more likely to opt out of
general medicine than those from associated teaching (23%) or district general
hospitals (34%) (p<0.001).

2.3.4 Contracts, programmed activities and clinics
2.3.4.1 Contracts

92% of respondents were employed on the new NHS consultant’s contract, 5% were
on university contracts, 1% on old NHS consultant contracts and 2% other.

2.3.4.2 Programmed activities

A programmed activity is a scheduled session of work time, such as an afternoon or
morning consisting of a block of four hours. Most consultants worked full-time as on
average consultants carried out an average of 11 programmed activities (PAS)
(median 12, range 1 to 15) a week. Only 13% of respondents were part time

consultants (up to 9 PASs) (Figure 5).
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Figure 5 Average programmed activities for diabetes
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When comparing full-time to part-time consultants by nation, there were
proportionally more full time consultants (i.e. 10 programmed activities or more) in

England compared to other nations (p=0.05) (Table 2-26).

Table 2-26

National comparison of part-time to full-time consultants

Nation Part-time consultants (1 Full-time consultants
to 9 PAs) (10 PAs and over)
Percentage Percentage
England (n=221) 10 90
Wales (n=12) 33 67
Scotland (n=22) 23 77
Northern Ireland (n=12) 17 83

2.3.4.2.1 Programme activities for diabetes specialist services:

On average 3.4 programmed activities of consultant time were devoted purely to

diabetes out-patient activity (range 0 to 8) while an average of 2.1 programmed

activities was dedicated to diabetes in-patient activity (range 0 to 10). The average

time devoted to endocrine activity was 1.2 programmed activities (range 0 to 7).

Some services operated within a different delivery model with consultants working

within a community setting. The average number of programmed activities for this
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was 0.2 (range 0 to 6) reflecting this was still a small proportion of overall specialist

service activity.

The number of programmed activities devoted to diabetes services was not affected
by the well-resourced score; that is, those services which were better resourced did
not have more PAs devoted purely to diabetes services than those which were
identified as being not well-resourced.

2.3.4.2.2 Programme activities for acute-general internal medicine

The role of consultants, although specialists, still requires input into the running of
the hospital general medical services. As a result, a number of programmed activities
are dedicated to acute medicine. Respondents reported devoting an average of 2.8
programmed activities to acute medicine (range 0 to 10.5). This number varied
depending on whether the consultant was full or part time. Part-time consultants
worked proportionately more programmed activities in acute medicine compared to
full-time consultants (p=0.03) (Table 2-27).

Table 2-27

Proportion of consultants time working in acute medicine

Percentage of time working in acute medicine

Consultant 0-30% 31-60% 61-100%
Part-time consultants 52 39 9
(1to 9 PAS)
(n=33)
Full-time consultants 72 24 4
(10 or more PASs)
(n=216)

2.3.4.3 Endocrine clinics

Most diabetes consultants (79%) also provide endocrine services as well as diabetes.
These specialist endocrine activities included thyroid (78%), obesity (24%), lipid
clinics (21%), metabolic bone-osteoporosis (16%), reproductive (14%) and
paediatric-adolescent endocrine clinics (12%).
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2.3.4.4 Comments on the impact of acute general internal medicine

on speciality workload
192 consultants commented on the impact of acute medicine on speciality workload.
These were divided broadly into positive (n=52, Table 2-28) and negative themes
(n=210, Table 2-29).

Table 2-28

Positive themes reported on impact of acute medicine on speciality workload

Positive themes Number of
counts

1 | Acute medicine is central to role and provides leverage with the 20
Trust

2 | Low or no impact from acute medicine 15

3 | Efficient when system not overloaded, well managed and 15
sufficient consultant numbers

4 | Diabetes is a common accompaniment of the acute medical 2
problem and diabetologists are best placed to manage both

Table 2-29

Negative themes reported on impact of acute medicine on speciality workload

Negative themes Number of
counts
1 | Less time for speciality and to develop service 46
2 | Increased acute and overall workload and difficulty balancing 45
both roles
3 | Cancelled and reduced sessions 42
4 | Reduced junior doctor input into service due to rotas 38

increasingly consultant led and juniors deskilled

5 | Quality of care has reduced 23

6 | Case mix (increase in chronic elderly care, need social care 10

rather an acute)

7 | Problems with poor rota system poor organisation and split sites 6
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Often consultants commented that there was both ‘less time for speciality and to
develop service’ and ‘increased acute and overall workload and difficulty balancing
both roles’. Despite this, consultants reported that their presence within acute

medicine increased their visibility with Trust management.

2.3.4.5 Cancelled clinics

As a result of commitments to acute medicine, 66% of consultants, 88% registrars
and 44% of SHOs had to cancel diabetes clinics.

2.3.4.6 Job satisfaction

Nearly half of consultants expressed that they experienced good or excellent job
satisfaction (Figure 6). Job satisfaction was not affected by having previously

occupied a consultant post in another trust.

Figure 6 Job satisfaction amongst consultants
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2.3.5 NHS System reform

At the time of the 2006 survey, new NHS bodies and funding mechanisms, such as
practice based commissioning (PBC) and payment by results (PBR), were being
introduced but not all organisations and partners were equally engaged in the new
process. In England, over 99% of respondents were aware of practice based

commissioning and 99% were aware of payment by results, yet only 17% of
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respondents were involved in discussions regarding the tariffs with commissioners

and hospital business units.

63% of consultants were aware of the proposed tariffs for diabetes specialist services,
but when asked specifically about the recommended tariff for a new diabetes
consultation (which was at the time £247), none were able to provide the correct
monetary value. 51% came within £10 (mean £215.18; median £241; range £80 to
£388). Similarly when asked the recommended tariff for a follow up consultation
only 4% gave the correct monetary value of £90 although 66% were within £10
(mean £80.53; median £86; range £30 to £180). This lack of information regarding
new pricing structures corresponds with the figure of only 17% of respondents being

involved in the discussions regarding tariff.

2.3.6 Best and worst issues of consultant post and/or most
pressing concerns
Consultants provided their opinions on the best and worst issues of the consultant

post and most pressing concerns for acute medicine and diabetes.

2.3.6.1 Acute medicine

Most comments were negative and concerned the high pressure through-put, lack of
beds, poor ward facilities and ineffective discharge policies (Table 2-30). These
issues when grouped together indicated fragmented services and organisational
deficiencies. Positive comments included the diagnostically challenging aspects of
acute medicine and the broad case mix encountered (Table 2-31) reflecting

consultants’ interest in providing quality care.
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Table 2-30

Worst aspects of acute medicine

Worst themes Number

High pressure through-put, lack of beds, poor ward facilities and 59
ineffective discharge policy

Increasing workload and intensive 51
Less availability of junior doctors 37
Team fragmentation 32
Lack of continuity of care 29
Increased dependency of inexperienced juniors requiring an 28
increasingly consultant lead service

Pressure of targets reducing quality of care 26
Poor morale, stress, quality of life and low job satisfaction 22
Less time for diabetes speciality 21
Impact of opt out of other specialties on ward case mix 14
Financial cuts, staff shortages and job losses 12
Harder to keep up to date and maintain skills in acute medicine 7

‘Expectations of general medicine are rising- whenever anything comes up, it is

always a specialty clinic that is cancelled’ (Quote from consultant).

Table 2-31

Best aspects of acute medicine

Best themes Number of
counts

Diagnostically challenging and broad case mix 36
Robust integrated team approach to on-call 22
Enjoyable 20
Opportunities for teaching and training and recruitment into diabetes 15
and endocrinology
Maintaining skills 7
The patients 5
Provides important role as perceived by Trust Executives 3
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‘I enjoy working on Acute Medical Unit where I can make a real difference to people

early in their hospital admission’ (quote from consultant).

2.3.6.2 Diabetes services

Once again most comments were negative (Table 2-32) reflecting the uncertainty of
the political situation of the time. Changes to commissioning of specialist services,
the shift away from secondary to community care with a fear of job losses was often
reported. Positive comments centred on strong multidisciplinary teams, good team
working and the challenging and satisfying nature of working within diabetes (Table
2-33).
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Table 2-32

Worst aspects of diabetes care

Worst themes Number of
counts

Commissioning, negative impact of central government policy on 94
diabetes care and uncertainty over future e.g. Payment By Results/
Practice Based Commissioning, perverse incentives, policy
intervention and creating divisions between primary and specialist
services
NHS Funding/Finances/Deficits and no prospect of service 47
development
Shift to primary care with limited capacity, lack of knowledge and 40
experience and quality of care is variable
Lack of staff, downgrading of posts and job losses e.g. Downgraded, 32
lack of DSNs, threats and job losses
Lack of understanding of complexity of diabetes, diabetes not 24
considered a priority and poor management support
Specific diabetes services not adequately supported, e.g. education, 24
psychology and retinal screening
Poor communication and collaboration primary care, PCT and 23
specialist services
High workload and increasing prevalence 22
Loss of specialist skills, difficulty recruiting and training staff 20
Lack of time 10
Low morale 8
Service reconfiguration and fragmentation 8
Poor admin, facilities and Information Technology (IT) 8
Poor inpatient care 6
Acute medicine reduces time for speciality 2
Unrealistic patient expectations 1
Poor knowledge of hospital staff (not diabetes specialists) 1
Difficulty mixing community and acute work 1
Change in case mix 1
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‘Uncertainty of practice based commissioning plus acute financial constraints of
trust is putting morale at all time low. Almost certain that services will be cut

further’ (quote from consultant).

There is a huge impact on morale of diabetes specialist teams from the threat of
decimation of the service that we have worked so hard to develop’ (quote from
consultant).

‘Inability to get funding for dietetic and psychology support due to the transfer of

department of health (DOH) funding to primary care’ (quote from consultant).

Table 2-33

Best aspects of diabetes care

Best themes Number of
counts
Good team and multidisciplinary team working and expertise 39
Enjoyable, challenging and satisfying 25
Good quality, well organised service and facilities 20
Patients and developing long term relationships with patients 19
Good network and engagement with primary care 15
Specific diabetes services supported 10
New treatments, therapies and involvement in research 8
Good staffing levels 2
Good training 2

‘Excellent team with close working relationships’ (quote from consultant).

2.4 Discussion

2.4.1 Response rate

The survey achieved fewer responses than expected from consultant physicians with
an interest in diabetes. Having achieved a response rate of 77% in 2000 (41), the
2006 survey response rate of less than half (48%) of consultants from across the UK
was disappointing. Responses were particularly low from Scotland, Wales and

Northern Ireland. This was discussed within the working group and reasons may
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have been due to the political shift at the time and workforce uncertainty.
Consultants were under pressure to provide information to their own management,
national audits and for the first time to the formative external commissioning bodies

as well as to surveys such as this.

To determine if the results of this survey were representative of consultants in
general, extra analysis was undertaken. The characteristics of respondents were
broadly comparable to the respondents in the RCP manpower survey (29; 76). The
survey findings were strengthened by the sub-group analysis of the 123 comparable

hospitals from both 2000 and 2006 with similar changes to the overall findings.

2.4.2 Status of diabetes services

In general the results demonstrate an improvement in the medical, nursing, dietetic
and podiatry staffing levels since 2000. As podiatry and dietetic support had
increased, there appears to have been a shift in the way diabetes services were
delivered as a function of a multidisciplinary team as opposed to a medical service
delivery. This was an expected outcome after the introduction of the NSF for
Diabetes and a national commitment to enhancing diabetes specialist services
although there was no dedicated central Government funding to the NSF to ensure
implementation. Consultants also identified specialist team members as being one of
the key strengths of their service and described these individuals as being highly
skilled, expert and motivated. Many described excellent team working as one of the

best aspects of their diabetes service.

The extent of improvement and the improvements themselves seemed to be
jeopardised by cuts in specialist services identified by the consultants in the
qualitative sections of the survey. This was confirmed to some extent by a survey of
DSNs carried out by Diabetes UK where up to a third of respondents reported

staffing cuts or identified one or more cuts to their service (77).

Even though the number of consultants had increased, 10% of all services still
operated with the support of a single handed consultant and the number of consultant
physicians providing diabetes services remained lower than the Royal College of

Physicians and specialist organisations recommended level (29; 76).
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Single handed consultants were less able to provide a well-resourced service. Where
there was more than one consultant, it was easier to manage the workload from acute
medicine and other internal hospital pressures, as well as to develop the diabetes
services and to provide leadership when working in the community with primary
care. It also appeared that despite the increase in the number of consultant
diabetologists, the time devoted to diabetes services had not increased
proportionately.

In 2000 consultants reported that they devoted at least 40% of their time to diabetes
compared with 26% in 2006 (78); however, changes in the methodologies used in the
two surveys and changes in the consultant contract make direct comparison difficult.
With three quarters of current consultant diabetologist job plans devoted to non-
diabetes related activities, at the time of the survey, it was estimated that at least
three whole time equivalent consultant diabetologists would be necessary to serve a
250,000 population in order to meet the standards set out in the NSF (78). Since the
survey was undertaken, this has been reviewed and the number of physicians needed
to deliver diabetes services and to lead the multidisciplinary diabetes team in any

area is dependent on the number of sessions devoted to diabetes care (79).

The number of DSNs had increased since 2000 although as with the consultants’
figures, this was still below the number recommended following the year 2000
survey (35). As noted before, this increase may have been superseded by cuts
identified by the Diabetes UK DSNs agenda for change survey (77). The impact of
the relocation of specialist services into the community upon the working patterns of
DSNs was unknown and is explored in more depth in the survey of DSNs (Chapter
5). However, it is fair to assume that there will be greater demands on hospital based
DSNs with the increase in the prevalence of diabetes and the subsequent staffing
requirements for inpatient diabetes care. In a similar way, there have been
improvements in dietetic and podiatric support, although numbers, as with other
members of the diabetes specialist team, remain below recommendations made

previously (42-44).
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2.4.3 Well-resourced score
Overall services achieved lower scores in 2006 compared to 2000 with significant
regional and national variations. In some clinical areas, improvements were achieved

such as educational input and joint antenatal diabetes specialist services.

The impact of the introduction of the QOF into general practice in 2004 may have
been responsible for the improvement in the measurement of key diabetes medical
indicators such as lipid profile and microalbuminuria. However, a significant number
of important but non-medical indicators of diabetes care still require development,
including erectile dysfunction, care for the elderly, the supply of adequate integrated

information systems and collaborative working with ophthalmology and paediatrics.

Indeed some aspects of service provision were still considerably under-resourced
such as access to psychological support, which had been identified by a series of
reports (41; 47; 80) despite being a core standard in the NSF (1). It may be that those
services where funding had been ring-fenced, such as retinal screening and GP-based
registers, services had been able to develop. In contrast where this funding was not
available, service development was restricted. Therefore previous lack of investment
meant that the well-resourced score overall did not improve from 2000 to 2006
despite increases in staffing levels and additional resources to improve diabetes
services and fulfil the NSF.

The well-resourced score used in the year 2000 survey demonstrated regional and
national variation between services and this was also evident within the 2006 survey;
in England, services in the North tended to be better resourced and those in the
eastern region had the lowest resourced levels. Diabetes services and consultant
staffing levels in Northern Ireland were shown to be under-resourced compared to
the other nations. The differences between the nations may reflect the different stages
of health reform being undertaken at the time of survey, such as practice based
commissioning which was unique to England and devolution not having taken place

in Northern Ireland at the time of the survey.

2.4.4 Working methods in hospital
Consultants with a special interest in diabetes and endocrinology seem to be facing a

growing tension between providing diabetes specialist services and acute and general
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medicine. As senior physicians from other specialities opt out of acute medicine, a
greater burden is being placed on consultant diabetologists to provide these services.
Consultants felt that they did not have enough time for their speciality and found it
difficult to balance both roles. On the one hand, involvement in acute medicine was
seen positively by diabetologists as acute medicine was seen as central to the role of
the consultant, as being enjoyable and diagnostically challenging, providing
important leverage with trust managers and many enjoyed the opportunity to develop
long term relationships with patients. Many of these themes identified were also
voiced in the study by MacLeod (45) where consultants were concerned about the
amount of time spent in general medicine preventing them from fulfilling other roles
and the trend for colleagues opting out of general medicine.

There were demonstrable problems with the sheer volume of work, poor ward
facilities and pressure to meet targets without compromising care. The impact of the
European Working Time Directive, which reduced the hours of junior doctors and
significantly altered the way in which physicians of all levels could be utilised,
meant there was less support available from junior doctors. It was felt by consultants
that junior doctors were becoming comparatively de-skilled and inexperienced as a
result of less time and exposure to a wide range of disciplines and they were
becoming increasingly dependent on senior staff. These pressures also meant there
was less time available to develop the diabetes service, to train and recruit junior
doctors into diabetes and to provide leadership and training in the community to
primary care colleagues. This was also corroborated by MacLeod (45) where
respondents were concerned about the continuity of diabetes care for patients being
compromised by the changing shift patterns for junior doctors and also about trainees
experience of diabetes and the amount of time they were able to spend on diabetes as

a speciality.

2.4.5 Recruitment

Recruitment of new consultants was adversely affected by the perception of a
reducing role for specialist care as a result of the perceived shift of diabetes services
into the community under the direct control of GPs and primary care. There were
concerns that this could in the future lead to a skills gap with fewer specialists
available to deliver care and to train primary care staff. MacLeod also identified a

consensus that the demands of general medicine combined with the impact of the
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European working time directive may have an adverse effect on the ability of
diabetes services to encourage junior doctors into the specialism. Both MacLeod and
this present survey described how a lack of exposure to the more stimulating aspects

of diabetes could deter junior doctors.

2.4.6 NHS System reform

In England, at the time of the survey in 2006, the Government policy was to shift
care closer to the patient’s home via primary and community care services. There
were considerable concerns voiced by the consultants that they were not engaged
with primary care in the planning and commissioning of diabetes services and it was
felt that moving complex cases into the community without specialist involvement in
the service reconfiguration could jeopardise patient care. This shift in patient care
within diabetes had led to fears that hospital services were being cut and would be
cut further despite the work load actually increasing due to the increasing prevalence

of diabetes.

Very few consultants accurately knew the proposed monetary value of new tariff
prices, and as a result consultants felt that the lack of engagement in practice based
commissioning and payment by results could divide and fragment diabetes services.
Consultants also felt that without specialists being involved in service redesign,
commissioners may not be aware of the complexity of diabetes, which may result in
diabetes not being prioritised, being poorly valued and that services may lose
essential investment to ensure sustainability. This led to low morale, possible future

problems in recruiting and feelings of uncertainty for the future of diabetes services.

2.4.7 Conclusion

The survey was not able to describe whether diabetes services were achieving the
standards set out in the NSF, unlike the surveys of psychological services and
paediatric and adolescent services which are described in later chapters, where
specific questions were asked against quality standards. This was because there were
few numeric standards against which data could be gathered. Despite this, the survey
was able to provide a clear picture of the status of diabetes services at the time of the
survey in 2006 from the consultant and secondary care perspective, of the increases
in staffing levels and changes in other aspects of service delivery since 2000 where

there had been mixed responses and geographical variations.
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Psycholoqgical services for people with diabetes

3.1 Introduction

It has been estimated that up to 41% of people with diabetes also suffer with poor
psychological well-being (48; 81) which can have an impact on the diabetes self-
management (82). It is vital that there are services in place to support the person with

diabetes with the day to day challenges of living with a complex condition.

The aim of this study was to describe and quantify the provision of psychological
services for adults with diabetes and the extent to which national guidance was being
met. It aimed to examine all diabetes services in the UK, to examine perceived gaps

in services and identify what deficiencies and improvements in services were needed.

3.2 Method

3.2.1 Role of the working group
The following relevant experts made up the working group for the psychological
survey:

e Khalida Ismail — Senior Lecturer, Department of Psychological Medicine,
Institute of Psychiatry, King’s College London.

e Peter Trigwell — A representative of the Healthcare Delivery Working Group
of Diabetes UK and Consultant in Liaison Psychiatry/ Associate Medical
Director for Specialist Services, Department of Liaison Psychiatry, Leeds
General Infirmary/ Leeds Partnerships NHS Foundation Trust.

e Tim Nicholson — Research Fellow, Department of Psychological Medicine,
Institute of Psychiatry, King’s College London.

e John Paul Taylor — Clinical Lecturer in Old Age Psychiatry, Institute for
Aging and Health, Wolfson Research Centre, Newcastle University.

e Charlotte Gosden — Information Analyst, Policy Care & Improvement Team.
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3.2.2 My rolein the research process in this study

Develop research questions, questionnaires, respondent lists, data analysis
protocols, reporting mechanisms.

Hold and manage contact database and overall timeline.

Distribute questionnaires and data collection of questionnaires.

Guide data analysis through discussion, email, telephone contact and
meetings.

Assist report writing through discussion and commenting on drafts.
Assist journal publication through discussion and commenting on drafts.
Support the oral presentation of results at national conference.
Co-ordinate meetings with the working groups, take minutes, distribute
minutes, organise meeting rooms and follow up on actions raised during

meetings.

Distribute results through Diabetes UK and partner agencies to support policy

work and provide detailed information to support the lobbying function at

Diabetes UK. Act as the representative and information expert for Diabetes

UK to partners working groups such as NHS Diabetes, Department of Health,

Royal Colleges and Kings Fund to disseminate findings.
Inform the results of the research to Diabetes UK membership via
newsletters, website and magazines, to other teams for press releases,

parliamentary questions and lobbying.

3.2.3 Setting

The research was carried out in adult diabetes specialist services in both acute and

primary care trusts across the UK.

3.2.4 Study participants

For Part one of this survey design, I sent questionnaires to consultant diabetologists

in all diabetes services in the UK (n=464). The list was generated from:

Diabetes UK internal database of diabetologists derived from earlier surveys.

Binleys Directory of NHS Management (83).

The Directory of Diabetes Care. Loughborough: CMA Medical Data, 2006

(84).
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Paediatric and special purpose units, for example, retinal screening units, were
excluded. Often there were two contacts for each service, most frequently a doctor
and a nurse. However, some had only a nurse contact and a few just had a doctor
contact. Where there were multiple nurse contacts for a service, | sent the survey to
the senior nurse (if indicated) or the first on the list. Where there were multiple
doctors within a service, contact was made with the first diabetologist on the list, or
If none, the first consultant physician on the list, or if none, the most senior doctor,

for example, a general practitioner with a special interest (GPwSI).

In the questionnaire the diabetes team were asked for the contact details of the
‘psychological’ experts working within or associated with the multidisciplinary team.
These experts included; counsellors, psychologists, liaison psychiatrists,
psychotherapists, or ‘other’. Of the three services which provided more than one
contact, Tim Nichols and John-Paul Taylor asked for the most appropriate individual
to take part in the second part of the survey design which was a structured telephone

interview.

3.2.5 Survey development

3.2.5.1 Aim of the survey

The aim of the psychological survey was to examine the existence and nature of
psychological services for people with diabetes aged 17 years and older in all UK
diabetes services. The survey was developed using information from the Dr. Foster
2004 survey on the provision of psychological services and pilot work by Dr. Peter

Trigwell (consultant psychiatrist, Leeds).

3.2.5.2 Special issues: brief background

At the time of survey design, it was estimated that approximately 41% of people with
diabetes suffered with poor psychological well-being, and that the rate of depression
was doubled in people with diabetes. Treatment for psychological problems, such as
depression, can lead to reduced symptoms and better glycaemic control. However,
many diabetes services do not have access to psychological support and little was

known about the nature, scope and extent of services available.
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3.2.5.3 Topics
These included the:

Availability of any service element that specifically focuses on the
psychological needs of people with diabetes.

Nature of such service elements, where they exist.

Discipline/ professional group of those providing the service; counsellors,
psychologists, liaison psychiatrists etc.

Level of diabetes experience of the professionals providing the service.
Nature of psychological problems seen within the service.

Style of input and types of therapeutic approaches.

Size and scope of the service; sessions available per week, settings in which it
IS provided.

Accessibility; waiting times, urgent/ non urgent elements of the service.
Relationship between those providing any specialist psychological service
and the rest of the diabetes care team; whether or not the psychological
service element was seen as integral to the diabetes team.

Other elements of the service offered in addition to direct clinical care;
liaison with the team, educational elements, case discussion and supervision
for members of the diabetes team.

Quality and standard of existing services, as measured in relation to the
requirements of the NSF for diabetes and relevant NICE guidance.
Perceived gaps in services.

Organisational aspects; management arrangements for those providing the
psychological service, whether these were the same as or different from those

of the rest of the diabetes team.

3.2.5.4 Structure of the survey

The survey was designed and carried out in two parts in order to gain the detailed

information required (Appendix B).

Part one was a postal questionnaire which covered basic questions on the diabetes

team membership and focused on care provided by the ‘non-psychological’ members

of the team, the ability of the ‘non-psychological’ specialist members of the team

(for example, the DSN) to help people with psychological problems and service
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compliance with the relevant standards and requirements laid out in the NSF for

diabetes and NICE guidance for diabetes.

One of the questions in Part one asked the responder to identify a key psychological
team member if they have one (for example, psychologist, psychiatrist or other
mental health professional such as psychiatric nurse) and to give contact details
including email and telephone numbers. This was to allow members of the working

group (Tim Nichols and John-Paul Taylor) to contact the individual for Part two.

Part two consisted of structured telephone interviews, carried out by Tim Nichols and
John-Paul Taylor, with the ‘psychological’ specialist. The interviews explored the
care provided by the ‘psychological’ specialist, the nature, accessibility, coverage,
setting and organisation of the service and the perceived gaps in service provision for

emotional, psychological and mental health problems in people with diabetes.

To help those completing the questionnaire or giving telephone interviews, and
ensure a consistent approach, a pyramid detailing levels of psychological problems
or needs was developed (Figure 7). Initially this contained five levels, but following
the piloting process, this was simplified to three levels (85). I included the three level
pyramid in the Part one postal questionnaire and it was also sent to the telephone
interviewees in an introductory email at least one week before they were telephoned
for the Part two interview. Both parts of the survey focussed exclusively on LEVEL

2 (termed ‘moderate psychological problems’):
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Figure 7 Figure to show pyramid of psychological problems

LEVEL 3:
severe

More severe and
complex mental illness
satisfying criteria for psychiatric
diagnosis and requiring biological
treatments/psychiatric intervention(s)

LEVEL 2: moderate

Difficulties with coping causing significant anxiety or
lowered mood, with impaired ability to care for self as
a result; indudes psychological problems which are
diagnosable/classifiable, but can be treated solely through
spedialist psychological interventions. For example, mild and some
moderate cases of depression, anxiety states and obsessive/compulsive

disorders

LEVEL 1: mild

Psychological adjustrment to/coping with the diagnosis of diabetes and the perceived
consequences of this for the person’s lifestyle, etc. Problems at a level common to many or mast
people receiving the diagnasis.

3.2.6 Pilots

In a similar way to the consultant survey, the psychological questionnaire was piloted
with five participants who were members of the Diabetes UK Healthcare Delivery
Working Group and included a DSN, consultant diabetologists, clinical

psychological, diabetes service manager and a liaison psychiatrist.

3.2.7 Distribution of the questionnaires
I sent Part one of the psychological survey out as a paper questionnaire in the post
and Part two was conducted as a semi-structured interview over the phone by Tim

Nichols and John-Paul Taylor with selected respondents.

3.2.8 Timeline

The postal questionnaire was sent out on the 10™ August 2006 and replies were
collated until November 2006. A second questionnaire was sent out to all non-
responders on 14™ September 2006. If there were still no response, | followed this up

by telephone calls in an attempt to increase the final response rate.
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For Part two, email invitations to take part in the telephone interviews were sent to
the named contacts provided in the postal questionnaires by Tim Nichols and John-
Paul Taylor. The email included the three level pyramid of psychological problems.
Those not responding to emails were sent up to two reminders before being
telephoned to check that their details were correct and that they were still in post. If
the contact details were incorrect (this occurred in approximately half of the cases),
or the individual was no longer in post, the relevant hospital was contacted to ask for
the correct details, or for the new post holder allowing a further contact by email
and/or telephone. In contrast to the other surveys, where lists of contacts were
available from professional bodies, previous surveys or directories, there was no pre-
existing list of contacts of this kind for part two of the psychological survey. Thus a

further aim of this survey was to develop a directory.

No upper limit was set for the number of emails or telephone calls that were
attempted, as it emerged that a lack of, or delay in, response was not associated with
being unwilling to participate and was more often a function of time pressures on the
individual. Although this was an anecdotal observation, it was frequently recorded in
the telephone follow up conversations, as respondents were willing to take part, once
consent had been gained, as a high response rate to this part of the survey was

achieved.

3.2.9 Data management and data cleaning

3.2.9.1 Data analysis
The data analysis for the psychological survey were carried out by John-Paul Taylor
and Peter Trigwell and guided by the working group. In addition to the chi-square
analysis for categorical data, to determine the effect of several variables on
dichotomous outcomes, saturated log-linear modelling was used; for analyses
considering multidisciplinary team size effects, size was divided into three groups:
e Large (greater than 15 team members).
e Medium (less than or equal to nine to 15 team members).

e Small (less than nine team members).
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3.3 Results

3.3.1 Response rates

The response rate to the Part one postal questionnaire was 58%. A response rate of
80% for the part 2 telephone interviews was achieved which was considered to be
representative (86) (Table 3-1).

Table 3-1
The response rates to part 1 and part 2 of the survey
Part 1 (postal questionnaires) Number | Percentage
Questionnaires sent out 464 100
Non-responders 197 42
Responders/ those included 267 58
Number with an expert provider of psychological 84 315
services
Number providing contact details for part 2 66 25
Part 2 (telephone interviews) Number | Percentage
Contacts attempted 66 100
Non-responders 13 20
Responders/ interviewed 53 80

Where respondents from the consultant survey matched respondents to the
psychological survey, concordance was found to the basic question of whether or not
the centre had access to a psychological service in 81.5% of cases. Discordant results
are shown in Figure 8. The 81.5% concordance between the two surveys is a further
indication of the reliability of the psychological services survey and the difference
may reflect changes over time in the provision of psychological services in certain

centres.
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Figure 8 Figure to show concordance in response to presence of a psychological service between
consultant year 2006 survey and psychological survey

8.9% of Responses said ‘no’
in the Consultant survey
and ‘yes’ in the Psychology
Survey

81.5% of Responses
agreed ‘yes or no’ in both
Consultant and Psychology
Survey

9.6% of Responses said
‘ves’” in the Consultant
survey and ‘no’ in the

Psychology Survey

3.4 Part 1 of survey: postal questionnaires

3.4.1 Teams and services

3.4.1.1 Multidisciplinary diabetes team

A broad range of professionals need to be available to care for the health needs of

adults with diabetes, however, in most centres, provision for their mental health has

been neglected by those commissioning services for many years.

Overall the mean multidisciplinary team size was 12.7 people. Teams in both acute

and primary care settings included consultant diabetologists, diabetes specialist

nurses, consultant nurses, junior doctors, dietitians, podiatrists, physiotherapists, and

‘others’ (Table 3-2). In the main, teams were formed of consultants and DSNs with

resources from podiatry and dietetics being also somewhat limited.
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Table 3-2

Multidisciplinary team composition and size

Multidisciplinary team position Mean (range)

Consultants 2.3 (0to 8)
DSNs 3.6 (0to0 12)
Dietitian 1.3 (0to 10)
Podiatrist 1.5(0to 8)
Physiotherapist 0.04 (0 to 3)

3.4.1.2 Psychological services provision/ expert psychological input
Despite the high prevalence of psychological and emotional problems experienced
by people with diabetes, and the need and demand for support and care for those
problems, only 32% (84/267) of respondents stated that their team had some form of

specialist psychological care available to them (Table 3-3).

Table 3-3

Multidisciplinary team composition

Psychological expert Percentage of
services
(n=84)
Psychologist 57
Liaison psychiatrist 18
Other (psychiatric nurses trained in cognitive behavioural 18
therapy (CBT), psychology students
Counsellor 4
Psychotherapist 4

Where psychological services did exist, most provision was from high level
clinicians with a small percentage being provided by counselling services. This
would seriously limit capacity as clinicians working at this level have a limited
caseload across a range of patients. Centres employ different types of professional to
provide psychological input, for example, psychologist or liaison psychiatrist. This
indicates a lack of clear planning and differing rationales, and guidance for the
development of these services. Many such services seem to have developed

according to the interest of the local professionals, for example, if a hospital has a
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psychologist or psychiatrist with an interest in diabetes, this person is then available

to the diabetes service, but if such a professional is not present, it is likely that access

to specialist help will be absent.

3.4.2 Non-psychological team elements

3.4.2.1 Coverage of psychological care issues

In addition to the lack of specialist psychological input described above, basic

psychological components of care have also been neglected. Only a third of services

had a telephone advice system in place which could provide any form of

psychological support and just over 10% used any defined screening and assessment

tools for psychological problems. Almost 80% had no protocols or guidelines for

referral of patients with psychological problems of moderate severity (Table 3-4).

Table 3-4

Coverage of psychological care by non-psychological team members

(n=267)
Yes No Don’t know or
Percentage | Percentage not filled in
Percentage
A telephone advice system 29 66 5
providing psychological support
Protocols or guidelines for referral 15 79 6
to psychological services for
patients at level 2
Adequate referral route to 49 39 13
psychiatric services for patients at
level 3
Screening/ assessment tools for 12 81 7

psychological well-being used by
your ‘non-psychological’ team

members

For those with more severe psychological and psychiatric issues, the situation was

better as approximately half of the respondents had referral pathways for the care of

patients with such problems. However, this may be because nearly all centres have
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some form of local psychiatric provision, although this was likely to be a generic
mental health team in which understanding of the issues which relate to diabetes may
be limited or absent altogether.

Often the needs of people with diabetes have been missed as the majority of those
with psychological conditions, such as depression, eating disorders or an anxiety
state fall below the threshold or specified level of severity or duration to receive a
diagnosis and the assistance of the generic psychiatric teams. It is not only the higher
levels of the pyramid which are lacking support but also the lower levels. Indeed
from Table 3-4 it can be demonstrated that patients are not being screened in a
uniform systematic fashion and progression through the pyramid of care would be at

best delayed and at worst impeded.

3.4.2.2 Training in psychological therapies

Encouragingly 41% of diabetes teams had at least one ‘non-psychological’ team
member who had received some training in identifying and managing psychological

problems. This was mainly in counselling or motivational interviewing (Table 3-5).

Table 3-5

Training received by team members (n=267)

Training Percentage of respondents
Counselling 35
Motivational interviewing 32
Cognitive behavioural therapy 10
Group therapy 4
Other 4
Family or couple therapy 3
Psychodynamic psychotherapy 1

What was not clear from the survey was how training was defined and if this resulted
in a qualification or accreditation or change in clinical practice. This was because the
nature of the training was interpreted by the person responding who may not have
been familiar with the depth of training received by all the multidisciplinary team.

Despite this, it is encouraging that these staff members have received some

102




instruction in the use of psychological techniques suggesting an interest from the

staff in emotional and psychological support.

3.4.2.3 Guidelines for the management of common diabetes issues

There seems to be a lack of availability of guidelines within the diabetes services for

the management of common diabetic issues that have a bearing on the psychological

problems experienced by people with diabetes. This should be addressed in order to

meet the standards set within national guidelines. Where guidelines were in place,

psychological issues relating to these common diabetic issues were only considered

in 36 to 66% of cases (Table 3-6).

Table 3-6

Presence of guidelines for management of common diabetic issues

(n=267)

Yes, had general

If yes, do they

guidelines consider psychological
Percentage issues? Percentage
Difficulties with self-management 35 37
(e.g. persistently high HbA. greater (n=93)
than 10% (86 mmaol/mol))
Recurrent diabetic ketoacidosis 35 36
(n=94)
Low Body Mass Index (BMI) 12 55
(n=31)
Eating disorders (binging, bulimia, 12 66
anorexia) (n=32)
Morbid obesity 26 46
(n=69)

3.4.2.4 Perceived skill level of ‘“non-psychological members of

diabetes teams in managing psychological issues

Responders felt that their teams were reasonably skilled in managing the common

tier 1 psychological and self-management issues, such as problems with self-

management of diabetic medications and needle phobias. As the complexity of the
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psychological issue increased, the perceived level of skill decreased in the ability of

the team to manage these issues, for example, depression, anxiety or eating disorders.

Responders felt the more difficult or complex tier 3 psychiatric issues, such as

psychosis, would be poorly managed by their teams (Table 3-7).

Table 3-7

Perceived teams’ ability to deal with psychological problems of people with diabetes

(n=267)
Excellent Good Moderate Poor Not filled
Percentage | Percentage | Percentage | Percentage in
Percentage
Tier | Problems with 14 58 24 3 2
1 self-
management
(adherence/
compliance)
Needle phobia 9 40 39 10 2
Tier | Depression 1 15 58 24 2
2
Other anxiety 2 13 55 27 3
disorders
Eating 0.4 16 42 39 3
disorders
Psychosexual 0.7 17 31 48 3
problems
Drug and 1 11 42 43 3
alcohol
problems
Tier | Suicidal 2 9 27 58 4
3 patients and
self-harm
Psychotic 1 7 18 70 4
illness
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3.4.2.5 Skill level of doctors

The NICE guidance on diabetes suggests that ‘for physicians a degree of competence
in managing depression and psychological issues (in diabetes) at least matching that
of an experienced GP is clearly desirable’. Most responders rated their doctors as the
same or better than an experienced GP; however, there was still a large proportion
who felt that the diabetologists’ skill was less than that of a GP indicating a need for

ongoing training in psychological issues (Figure 9, n=267).

Figure 9 Skill level of doctors compared to an experienced GP

Skill level of doctors in comparison to an experienced GP

8%

O Equally as competent as an
experienced GP

25% B Less competent

47%

O More competent

O Did not answer question

20%

3.4.2.6 Service provision issues raised by the NSF for diabetes and
NICE guidelines

The overriding response from the multidisciplinary team was that nearly all thought
more psychological staff were required. Most responders felt that the standards and
guidelines in place are necessary. However, only 2.6% of centres complied with all
six standards and recommendations. 64% did not comply with three or more of the
six standards and recommendations and 26% did not comply with any. In those
diabetes teams which did not feel they were able to meet with NSF 3 or 12, only a
minority felt they were taking steps towards meeting them. For the NICE guidelines,

most felt they would benefit from more training to meet the recommendations.

Standard 3 of the NSF requires the provision of ‘person-centred care’ which includes
counselling and behaviour change support skills. Most respondents felt that this was

necessary but only a third felt that their service was able to provide this. Standard 12
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requires ‘regular surveillance for and effective management of depression’, the
majority of respondents felt this was necessary but only a quarter were able to
provide this or were taking steps to provide this.

According to NICE guidelines ‘multidisciplinary teams should be alert to the
development or presence of clinical or subclinical depression and/or anxiety,
especially if there are problems with self-management’. The majority of respondents
agreed that this was necessary but only a quarter of the multidisciplinary team’s
provided for this adequately. Over two thirds felt that more training of the
multidisciplinary team was required and nearly all felt more psychological staff were

required.

Diabetes professionals should be able to ‘detect and basically manage non-severe
psychological disorders in people from different cultural backgrounds.” Most
respondents agreed this was necessary, but only a third felt their multidisciplinary
team (MDT), was able to do this.

Diabetes professionals should be ‘familiar with counselling techniques and drug
therapy, while arranging prompt referral to specialists, especially if there is
significant interference with well-being or diabetes self-management’. Most

respondents agreed this was necessary, a third felt that their MDT was able to do this.

Diabetes teams should be ‘alert to eating disorders and insulin dose manipulation if
there is either, poor glucose control, low BMI or over-concern with body shape and
weight. Early, and occasionally urgent, referral to local eating disorders services
should be considered’. Nearly all agreed this was necessary, a third thought their
MDT was able to do this, just under two thirds felt more training of the MDT was

required and nearly all thought more psychological staff were required (Table 3-8).

The findings show that there is a lack of access to services for people with diabetes
which is concerning and has implications for those commissioning services to ensure
compliance with national guidance. Psychological experts have an important role to
play in terms of providing education, training and advice as well as direct clinical
care. In order to be compliant, it is vital that the whole diabetes team is aware of the
requirements and develop a clear action plan to address shortfalls in service

provision.
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Table 3-8

Compliance with NSF standards and NICE recommendations (n=267)

National Agreement Currently Actively Requirements,
guidance or that the meeting the | addressing any identified by
standard guidelines are guidelines deficit multidisciplinary
necessary Percentage Percentage | teams(MDTs), to
Percentage meet guidance/
standards
Percentage
NSF Standard 97 64 39 Not asked

3: counselling/
behaviour
change support
skills

NSF Standard 90 72 24 Not asked
12: depression

surveillance and

management

NICE 1: alert to 99 24 Not asked MDT training: 68
depression/ Psychological staff:
anxiety 87
NICE 2: detect 94 37 Not asked MDT training: 53
and manage

non-severe

psychological
problems across

cultures

NICE 3: 92 38 Not asked MDT training: 52
familiar with

counselling and

psychiatric
medication
NICE 4: alert to 99 35 Not asked MDT training: 60
eating disorders Psychological staff:

83
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3.5 Part 2 Telephone Structured interview with the specialist

psychological staff
One of the most important and concerning findings of the survey was that only 32%
of responding UK services had any psychological expert in or associated with their
multidisciplinary diabetes team. 66 centres (25%) gave contact details of an expert
provider of psychological services, of whom 53 (80%) were interviewed by

telephone.

3.5.1 Psychological team elements

3.5.1.1 Specific psychological services at pyramid level two and adult

age range covered
91% of responders stated that there were specific psychological services provided for
people with diabetes who have psychological problems at level 2 of the pyramid.
This refers to moderate psychological problems such as difficulties with coping
causing significant anxiety or lowered mood. These are the core services for

psychological experts to help people with diabetes.

76% covered the full adult age range from 17 years and above, 19% covered 17 to 64
years and 2% covered ages 65 years and over only. It was encouraging that three

quarters of services cover the full adult age range from 17 years and above.

3.5.1.2 Types of psychological disciplines available

Teams offered a wide range of psychological therapies including:

e cognitive behavioural therapy 93%
e motivational interviewing 7%
e counselling 72%
o family or couple therapy 64%
e group therapy 42%
e psychodynamic therapy 28%
e other (3 did not answer the question) 36%

In line with NICE guidance and the emphasis on the Department of Health’s
‘Improving Access to Psychological Therapies’ (IAPT) programme (87), over 90%
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of services were offering Cognitive Behavioural Therapy. This was followed by
motivational interviewing, counselling, family and group therapy as common

therapeutic approaches provided.

3.5.1.3 Sessions provided

Individual psychological experts provided a median input of 2 (range 0.25 to 11)
sessions per week to diabetes team (a session would last four hours, equivalent to a
consultant programmed activity). Teams with psychological input, had a median of
2.5 sessions per week (range 0.25 to 11 sessions) (Table 3-9).

Table 3-9

Individual psychological expert sessional input into diabetes team

(n=53)

Per | Counsellors | Psychologists Liaison Psycho- Other
person | Percentage | Percentage | psychiatrists | therapists | Percentage

Percentage | Percentage

Median 3 2 0.75 2 0.75
sessions

worked

per

week

Lowest 2 0.25 0.25 0.25 0.25
Highest 9 11 5 7 5

3.5.1.4 Level of experience

Most of those providing psychological input into the diabetes team were ‘a member
of the diabetes team’ or had ‘experience with people with diabetes for over one year’
(80%). This level of experience should ensure that those working with people with
diabetes would understand how patients cope. This experience is necessary for them
to understand their patients’ issues in the context of coping with their diabetes on a
day-to-day basis. However, only 6% of those providing psychological services stated
that they frequently deal with people with diabetes, 6% had regular contact and 9%
had occasional contact with people with diabetes. There were problems with this
particular question, however, as the single question asked both for the level of
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experience and frequency of contact with people with diabetes and mixed two very

different concepts limiting the interpretation of the question.

3.5.1.5 Involvement of psychological services

Disappointingly, just under half of the responders refer to local generic services
rather than to services specific for people with diabetes (Table 3-10). Whilst the
range of services is broad (as described above), it is likely that for many, these
services are probably not being delivered by therapists with particular expertise in
the specific range of issues faced by people with diabetes.

Table 3-10

Involvement of psychological services to people with diabetes (n=53)

Questions Dedicated Generic
Percentage | Percentage

Are the services dedicated for people with diabetes or 59 42

are they simply generic services?

Do those providing the psychological service work 68 32
with the diabetes services as dedicated members of

the team?

Where psychological services exist for people with diabetes, it was encouraging that
all (100%) provided direct treatment for people with diabetes at the hospital and not
just support for the diabetes team in dealing with mental health issues. Furthermore,
over 90% provided education for the diabetes team, most offered some supervision
regarding clinical cases and over half provided clinical supervision for other diabetes
healthcare professionals.

3.5.1.6 Provision of diabetes services

In terms of location, psychological services were provided in the general hospital
(100%), in general practice (13%), and other settings including attending diabetes
outpatients and home visits (9%) but none (0%) in mental health units. With the
move of diabetes services into the community, it will be important to ensure any such
shift in setting is matched in a shift of provision of psychological services in a
planned and co-ordinated way.
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3.5.1.7 Provider organisation

In terms of the organisation which provided psychological services, most were
provided by and situated at the acute trust (57%). Services were also located in the
primary care trust (30%), mental health trusts (30%) and others (4%). This reflects
the huge variation in the type of organisation providing psychological services.
However, wherever care is provided, it is vital that the nature and standards of care
are equitable whether the user accesses this service in primary, secondary care or
within a Mental Health Trust. With the move towards care closer to home, it is likely
that this trend will increase and it is important to ensure that such a change is

managed in a planned and co-ordinated way.

3.5.1.8 Urgency, waiting times and limits to service

Most services (93%) had the capacity to see both routine and urgent cases but 8% of

responders indicated that their service was only available for routine cases.

Only 42% of those were able to see patients on the same day as referral. This is
concerning as it suggests that only a little over a third of people with diabetes have

access to specialist psychological care on an urgent (same day) basis when needed.

Also with regards to less urgent cases, only 28% of services could see patients within
one month of referral (Table 3-11). At the time of the survey, the national target was
to see all patients within 13 weeks of referral. This would have been achievable for
83% of services responding to this questionnaire as 17% stated that their waiting
time exceeded three months. Such a delay in access to psychological help is not

acceptable in today’s health service.

Table 3-11

Waiting times for routine cases (n=53)

Waiting times for routine cases Percentage of services

< 1 month 28
Between 1 and 2 months 36
Between 2 and 3 months 19
More than 3 months 17
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93% of respondents replied that there was no limit on how long the service could
continue to provide psychological treatment. For the remaining eight, the limits
placed on the duration of therapy provided were up to six weeks or a maximum of 20

sessions.

3.5.1.9 Perceived gaps within the service

Sixteen common themes were identified from the transcripts by two of the
researchers (Tim Nichols and John-Paul Taylor) as issues or gaps perceived by at
least two of the responders. Peter Trigwell and | also read the transcripts with the
themes identified by Tim Nichols and John-Paul Taylor to verify the findings and the
themes were discussed as a group and finalised. These were listed in order of
importance which was determined by the number of responders who indicated that
this was an issue for their service (Table 3-12). The proportion of those giving
comments identifying a need for more resources for psychological service provision
for people with diabetes was very high, and nearly half indicated a need to support

children and adolescents in particular.
Diabetes teams also clearly felt a lack of expert psychological input into the team and

felt that this would be beneficial. They also indicated a need for more training,

education and supervision.
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Table 3-12

Gaps in the service identified responders

Main themes Identified by
Percentage
More resource allocation for psychological services to diabetes 81
Specific services for child and adolescent needed 42
Provision of diabetes specific service/dedicated member of team/ 40
integrated service provision
More education/ training/ supervision for diabetes team 34
Eating disorders service 21
Prompts available to diabetologists to stimulate recognition and 17
early referral and intervention
More basic level support required (e.g. counselling for needs at 15
level 1)
Dedicated liaison psychiatry services 15
Structured approach from first contact 13
More psycho-education to people with diabetes 13
Family or group work 9
Specific services for type 2 diabetes 8
Broaden medical model 4
Application of NICE guidance 4
Sexual health problems 4
Other™* (see below for details) 36
*Other (suggestions by individuals)
Need resources for older people and those diagnosed the longest 2
Peer support initiatives 2
Weight management and dietitians 2
More community involvement 2
Like to have some people attached with psychotherapy experience 2
Social services involvement and increase resources for those with 2
diabetic ketoacidosis as ‘self-harm’
Lack of integration of services 2
Specific services for adults needed 2
Ethnic minorities 2
Application of NICE guidance 2
Drugs and alcohol co-morbidity — needs specific identification and 2
service provision
Specific help for phobias (especially needles) 2

3.6 Discussion

This was the first national study of the provision of psychological care for adults

with diabetes in diabetes centres in the UK. The survey relied on subjective reporting

of the quality and quantity of service provision and the findings may be an

overestimate of services because centres with psychological input may possibly be
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more likely to respond to postal questionnaires. Similarly, those interviewed by

phone may have been biased in terms of optimism about services.

3.6.1 Service provision

Disappointingly only one-quarter of diabetes centres had direct access to
psychological care for their patients. Of this quarter, only 59% had dedicated
psychological services, amounting to 15% of services overall. Therefore 85% of
people with diabetes had either no defined access to psychological support and care,

or at best only in the form of local generic services.

Expert psychological care services are highly variable in nature, quantity and quality
when compared between nations and also among regions of the UK, indicating a
clear inequity of service provision. Service availability seems to depend on the
presence of an interested psychologist or psychiatrist in the local area rather than a
coherent national plan. The findings suggest that most services which have access to
psychological services for people with diabetes, are provided by psychologists, and
then by liaison psychiatrists. However, these two groups of professionals offer
different skills and it is important that services should be needs-led, i.e. assessing
need and then matching the skills of the workforce to the needs of the patients rather
than relying on the skills of the already present professional and assuming they will
be able to meet the needs of the population. Lack of resources also appears to be a

barrier to service provision.

The presence of a psychological expert team member was found to increase the
perceived skill level of the multidisciplinary team with regard to managing
psychological issues. These individuals are also able to help train and support
diabetes healthcare professionals to deliver emotional and psychological support at
an appropriate level, provide clinical supervision, and give direct clinical care to
people with diabetes. Appropriate screening tools should also be introduced into the
diabetes service to improve the recognition of psychological and emotional problems
of people with diabetes. Expert psychological care should be provided by someone
with specific knowledge and experience of diabetes, and has adequate understanding
of the issues faced by people with diabetes. Clinical services need to involve a mix of
routine and urgent care and be designed so that they treat people with ‘sub-threshold’

psychological problems which have a very real impact on self-care in diabetes.
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The recent results from the second Diabetes Attitudes, Wishes and Needs study have
indicated that psychological services are still poorly resourced, not just in the UK but
across Europe; 62.7% of respondents believed greater availability of resources to
provide psychological support and care are needed including access to psychology or
psychiatry support. The need for formal training in effective communication for all

diabetes specialists was also recognised (63%) (88) .

3.6.2 Commissioners (joint with mental health services)

Managers and staff of diabetes services need to view psychological support and care
as part of the role of all multidisciplinary members. Diabetes teams have said that
they would like more help managing psychological issues and be able to refer to
specialist services, as specialists themselves, it is important that commissioners and
policy makers address this need to ensure the psychological needs of people with
diabetes can be met.

Commissioners should require services to demonstrate that they are able to provide
effective identification, assessment and treatment of the psychological problems and
disorders suffered by people with diabetes in their area. Psychological services
should be provided across the full age range including transition from children’s to

adult services and in both hospital and community settings.

3.6.3 Government

As the population of people with diabetes grows, it should be considered a matter of
urgency that the development of psychological services are put into place with clear
plans of action and appropriate timelines. With the stated Government commitment
to the emotional well-being of people with diabetes, further resources should be

invested to improve access to psychological therapies.

3.6.4 Standards

It is a matter of concern that the majority of diabetes services did not meet national
standards or guidance for delivering psychological care and mental health care and
that the psychological services available are variable in nature and quality. There was
variation both within and between the nations of the UK indicating clear inequity of

service provision. Equity has become an increasingly important issue for patients and
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healthcare workers and this issue been raised by Lord Darzi’s Interim Report on the
future of the NHS (89).

3.6.5 Comparison with previous studies

Previous surveys (6; 41) have pointed to the lack of psychological service
availability, but have only asked a few simple questions, such as ‘do you have
psychological services in your area for people with diabetes?’ and ‘do patients have
access to a psychologist?” Even those surveys, allowing such a broad interpretation
of what would constitute the availability of a service, have tended to find that over
50% of centres declare that they do not have such services, however, this would be

an overestimation when compared with these findings.

The Darzi Report on the future of the National Health Service (NHS) (89) states
‘there is no physical health without mental health’ and that there has to be equity in
the availability of services. Despite this, the survey has highlighted important
shortfalls in psychological service provision in the UK for one of the most common
physical conditions. One solution to the current inequity would be to increase access
to specialist staff, ideally as integrated members of the multidisciplinary team
together with increased multidisciplinary team training in detection and management
of psychological issues. Another solution would be to require services to offer
evidence-based identification, assessment and treatment of psychological and
psychiatric problems suffered by people with diabetes. Also helpful would be the
development of local and national guidelines for the resources required to provide
expert and intrinsic psychological care within diabetes teams at primary, intermediate
and secondary level. It is interesting to note that such guidelines, including
recommendations for training of psychological professionals, already exist in

Germany (90) and these could serve as models for similar initiatives in the UK.

Future studies should monitor the response to this highlighted shortfall in services to
ensure national standards are achieved throughout the UK, with consequent benefits
for people with diabetes. Cost-benefit analyses of providing such services are also

needed.

The current move towards greater provision of services in primary care for the

physical health aspects of diabetes will necessitate an accompanying shift in training
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and provision of psychological services. Many primary care services already have
psychological services on-site and often have close relationships with local mental
health teams. It is important for these teams to be aware of the specific mental health

issues that pertain to diabetes in order to meet this need.

3.6.6 Strengths and weaknesses of the survey

This was the first nationwide study looking in depth at the state of psychological
provision for diabetes. Although response rates were reasonable, there were several
potential sources of bias. There was a risk that non-responders to part 1 were less
likely to have expert psychological care and so the findings may have overestimated
service provision. It was not possible to directly test this bias but when responding
centres were matched with information about these centres from a recent survey (91)
no evidence was found for a discrepancy that would indicate such bias. The survey
relied on the subjective reporting of quality and quantity of service provision, which
could have been estimated incorrectly, particularly by optimistic respondents.
Responders might have felt obliged to respond in a more positive way about the need
for psychological services and therefore again overestimate the nature of the

provision in their service.

Whilst this survey highlighted deficiencies in provision and inequity, it did not look
at the provision of psychological care for sub-sets within diabetes such as type 1
versus type 2, young adults, elderly patients, paediatrics all of whom have different
needs and which should be assessed and addressed to offer a truly well-resourced and
well planned service. Additional studies and literature reviews could establish
further evidence behind the three tier model and identify what requirements are
necessary for a comprehensive service and if there are any suitable case studies that

could demonstrate best practice for other services to follow.

3.6.7 Recommendations

Twenty two recommendations were generated, for commissioners, policy,
Government, standards and standardisation of service provision and funding as a
result of this work. Whilst the recommendations covered numerous areas many can
be directly linked to the three levels described in the pyramid of psychological
problems which was introduced in the methodology. The recommendations are as

follows:
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Despite the known high prevalence of psychological and emotional problems
encountered by people with diabetes, their association with adverse outcomes
due to impact upon glycaemic control, and the acknowledged need and
demand for support and care with regard to these problems, only 31.5% of
diabetes services have some form of specialist psychological care available to
them. The variations seen regarding the nature of the current services
demonstrate the lack of any clear plan or rationale for developing such
services. All service developments should be needs-led, and the
psychological needs of people with diabetes should be addressed in an
organised and planned way, in order to avoid the ‘postcode lottery’ which

clearly exists at present.

It is crucial that the needs-led approach is a genuine one; assessing need and
then matching the skills of the workforce to the needs which are present (as
opposed to simply employing any particular psychological professional and

assuming that they will have all of the skills necessary).

The provision of a psychological expert team member is associated with a
significant increase in the perceived skill level of the diabetes
multidisciplinary team with regard to managing psychological issues. One
role of psychological input, whether provided by liaison psychiatrists, clinical
psychologists or others, should be to improve the whole multidisciplinary

team’s ability to identify and help effectively with such needs.

People with diabetes in the UK should not have to rely for their psychological
help and treatment upon the best efforts of people who are not adequately
trained or supported, to carry out that work. Diabetes healthcare professionals
should be trained and supported to enable them to deliver emotional and
psychological support themselves, at an appropriate level, with the aim of
embedding this as an integral part of healthcare professional training for the

future.

Specialist psychological services need to be able to provide direct clinical

care with appropriate psychological therapies and biological treatments
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(medication) where necessary, as well as clinical supervision, education and

training for members of the diabetes multidisciplinary team.

The size of provision of any psychological service for people with diabetes
should be determined by a combined assessment of need and necessary
capacity for:

o Direct clinical care.

o Clinical supervision, education and training of the diabetes

multidisciplinary team.

Experts in psychological care clearly have an important part to play in
providing education, training, support and advice on appropriate resources, as
well as direct clinical care for patients, but managers and staff of diabetes
services need to see psychological support and care as, to an appropriate

extent, the business of everyone in the team.

Diabetes teams feel they need help with managing psychological
presentations, and an opportunity to involve, or refer on to, specialist services
for a whole range of conditions. Staff working in diabetes services are
specialist and experienced and it is crucial that this declared need is listened
to by commissioners and policy makers in order that the psychological needs
of people with diabetes might begin to be addressed to any degree of

adequacy.

Guidelines for the management of common psychological problems in
diabetes should be made available to all services and patients/ carers.

Clinical care pathways, alongside protocols and guidelines for onward
referral of patients with psychological and psychiatric problems, should be

available in all centres.

At an appropriate stage, with regard to the development of psychological
services, consideration should be given to the introduction into diabetes
services of appropriate screening tools to improve the recognition of
psychological and emotional problems in people with diabetes.
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Around 85% of people with diabetes in the UK have either no defined access
to psychological support and care, or at best only in the form of local generic
services in which they will be seen by mental health professionals who may
have very little or virtually no useful knowledge of their condition and the
particular challenges they face as a result of it. Expert psychological care for
people with diabetes needs to be provided by professionals with specific
knowledge and experience in the area of diabetes. This is in order that
psychological assessment and treatment will be provided in the context, and
with an adequate understanding, of the particular issues faced by people with
diabetes. This will be essential for services to be effective. A reliance upon

the provision of existing generic local mental health services is not enough

Commissioners should require services to demonstrate that they are able to
provide effective identification, assessment and treatment of the
psychological problems and disorders suffered by their population of people

with diabetes.

Only 2.6% of services felt that they were complying with all six of the
relevant NSF standards and NICE guidance recommendations and 26% do
not comply with any of them. Commissioners should require services to
rapidly work towards, and to demonstrate, compliance with existing NSF
standards and NICE guidelines relevant to the psychological care of people
with diabetes.

Specialist psychological services for people with diabetes should be provided
across the full age range. Care should be taken to ensure that this includes the
provision and development of appropriate psychological services at the stage

of transition from children’s to adult’s services.
Psychological service provision will need to be improved in both hospital and

community settings, whilst taking into account the current shift of diabetes

services, in some centres, away from hospitals and into the community.
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Clinical services provided will need to involve a mix of routine and urgent
care, the latter being genuinely responsive psychological (including

psychiatric) care.

Psychological services must not be designed in order to only treat people with
‘classifiable’ psychiatric disorders (e.g. International Classification of
Diseases (ICD) -10 diagnoses 62). This is important because what might
otherwise be considered ‘sub-threshold’ psychological problems have a very
real impact upon self-care in diabetes, and consequently upon morbidity and
mortality, making it essential that they are seen as appropriate for assessment

and treatment.

Although there are regional variations, with regard to the four UK countries,
all clearly require improved provision of psychological care for people with
diabetes. It is possible that the approach in some (most notably Northern
Ireland) may help others (most notably Wales and Scotland) in deciding how
best to redress the current inequity in service provision. All of the four UK
countries clearly lack adequate psychological care for their growing
populations with diabetes. Commissioners and providers should work
together to rectify this.

The population with diabetes is continuing to grow. As a result, the problem
of a lack of psychological care for these people will increase. In this context,
the development of psychological services for people with diabetes must be
addressed as a matter of urgency. A plan of action, with clear and necessarily
challenging timeline, should be drawn up and taken forward without delay.

The Government should match the stated commitment to the emotional well-
being of people with diabetes, and the aim to improve access to psychological
therapies, by prioritising the investment of further resources specifically for

psychological services for people with diabetes.

To ensure ultimate success the necessary work may be best-steered by a

combined Department of Health/ Diabetes UK project group.
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The service provision recommendations tend to focus on Level 1 and Level 2 of the
pyramid working with the diabetes healthcare professionals in the multidisciplinary
team to enhance patient care and enable these teams to deliver appropriate support
and care for patients who are sub-threshold. It was also recommended that guidelines
for; the management of common psychological problems in diabetes, clinical care
pathways, protocols and guidelines for onward referral of patients with psychological
and psychiatric problems, should be available in and to all centres.

The commissioner recommendations cover all three levels of the pyramid to ensure
that the provider recommendations are in-built into contracted and commissioned
services. This ensures that onward referral into Level 3 is recognised as a
commissioned aspect from both diabetes as a long term condition and from mental
health commissioning perspective. Indeed as only 2.6% of services felt they were
complying with all six NSF and NICE standards and 25.8% not complying with any,
commissioners should require services to urgently work towards and be able to
demonstrate compliance with such guidance to ensure the psychological health and

care of people with diabetes.

Expert psychological services were not available in the majority of diabetes centres
in the UK and when present there was wide variation in the skills and services
available despite the acknowledged importance of psychological issues in diabetes.
These services were provided by a range of disciplines which indicated there was no
clear plan or rationale for developing such services. Service availability seems to
depend on the presence of an interested psychologist or psychiatrist in the local area

rather than in response to a coherent national plan.

3.6.8 Future work

Similar studies should monitor the response to this highlighted shortfall in services to
ensure national standards are met throughout the UK with attendant benefits for
people with diabetes and possible positive financial implications. This is the first
comprehensive survey of psychological services for a physical health condition;
there are many other conditions with significant mental health needs, some of which
have similar formal recognition and guidance but many do not. It is important to
assess whether there is a similar shortfall of psychological support in these

conditions also.
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Retinopathy Screening - England, Wales and

Scotland

4.1 Introduction

Diabetic retinopathy was the leading cause of visual loss in people of working age in
the western world in 2006. Diabetic retinopathy can progress to an advanced stage
without causing any symptoms, therefore regular screening is recommended to
ensure preventative treatment is taken before sight loss results. At the time of the
survey in England the National Screening Committee was starting to set out
minimum standards for screening, photographing, reporting, quality assurance and
governance (92). This survey sought to examine the progress made in the

implementation of retinal screening services in the UK in 2006.

4.2 Method
4.2.1 Role of the working group

The working group consisted of the same participants as the consultant survey.

4.2.2 My role in the research process in this study

e Develop research questions, questionnaires, respondent lists, data analysis
protocols, reporting mechanisms.

e Manage the process of creating, formatting, writing questions and designing
forms.

e Distribute questionnaires, data collection, data analysis, report writing and
assisting and writing journal articles.

¢ Hold and manage contact database and overall timeline.

e Manage outputs including reports, articles, website updates, presentations and
conference presentations.

o Co-ordinate meetings with the working groups, take minutes, distribute
minutes, organise meeting rooms and follow up on actions raised during
meetings.

e Present findings at national conferences.

e Distribute results through Diabetes UK and partner agencies to support policy

work and provide detailed information to support the lobbying function at
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Diabetes UK. Act as the representative and information expert for Diabetes
UK to partners working groups such as NHS Diabetes, Department of Health,
Royal Colleges and Kings Fund to disseminate findings.

e Inform the results of the research to Diabetes UK membership via
newsletters, website and magazines, to other teams for press releases,

parliamentary questions and lobbying.

4.2.3 Setting

All retinal screening programmes supporting diabetes specialist services which could
be identified across the UK.

4.2.4 Study participants

| contacted all 105 screening programmes in England, the one retinal screening
service in Wales and all 15 Health Boards in Scotland which were linked to retinal
screening programmes. | approached the service in Northern Ireland, however they
did not take part as they were in the process of establishing and co-ordinating their

retinal screening service at the time.

It was agreed to send the survey to the person responsible for the delivery of the
screening service identified from an attendance list of the British Association of
Retinal Screeners (BARS) professional conference, and to local consultants in order
that the consultants could encourage the retinal screening leads to complete the

survey.

4.2.5 Survey development
4.2.5.1 Aim of the survey

The aims of this survey were to determine the progress made in implementing retinal
screening services across the UK and to explore any difficulties encountered by the

programmes during this time.

4.2.5.2 Special issues: brief background

In the UK, the National Screening Committee launched a national programme to
facilitate the reduction of diabetic retinopathy in 2003 as part of the delivery of the
NSF for diabetes. The programme set out national targets to offer comprehensive
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retinal screening to all people with diabetes in England, Scotland, Wales and
Northern Ireland and aimed to offer screening to 100% of the eligible population by
December 2007. Whilst this survey was carried out before the National Screening
Programme was established, it provided useful insights into the state of the screening

service at that time.

4.2.5.3 Topics
These included:
e demography
e infrastructure for retinal screening service
e resource allocation
e leadership
e adherence to National Screening Committee guidance
e process of retinal photography
e population coverage

e mechanisms to deal with screen-positive patients

4.2.5.4 Structure of the survey
The questionnaire included 73 questions (open and closed) to gather both qualitative

and qualitative information about the provision of retinal screening (Appendix C).

4.2.6 Pilot

The retinal screening survey was the only survey not piloted. The questionnaire was
based on an existing survey created by the Professional Advisory Group (PAG)
which is a group that advises the National Screening Committee on issues relating to
retinal screening. As only minor modifications were made to the survey, a pilot was
not felt to be necessary as the questionnaire had already been tested. The group was

set up in 2002 to 2003 and continues to the present time.

4.2.7 Timeline

| sent the first survey to screening centres in England and Wales on 16" May 20086,
with a reminder on the 13" June, to Scotland on the 1% June 2006 with a reminder on
the 5™ July, and to Northern Ireland on the 25" May 2006 with a reminder on the
22" June 2006. A third reminder was sent out on the 3™ November 2006. | followed
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non responders up by telephone and post. Data collection continued until February
2007. When | identified duplicate responses, | contacted the respondents by phone.
Based on guidance from the respondents, only one response per screening unit was

included.

4.3 Results

4.3.1 Response rates

65% (n=105) of units in England, the only unit in Wales, 33% (n=15) of units in
Scotland responded. The screening unit in Northern Ireland was unable to respond as
they were still in the process of establishing and co-ordinating their programme.
Results have been reported for England and summarised for Wales and Scotland,
although due to the low response rate from Scotland the findings are not regarded as

representative.

4.3.1.1 England

At the time of the survey, PCTs were re-structuring to reduce their number by
approximately half (303 to 152 PCTs) and the acute trusts were being commissioned
to provide services from a range of one to five PCTs (mean=2.3). 52% of
respondents indicated that the primary care trust relating to their service was about to
merge with another or numerous other PCTs, 23% had already done so leaving 26%
which had not recently merged and had no plans to do so. Although commissioned
services were provided on behalf of different bodies, there was relative stability
within the delivering trusts in 2006 as 80% of the acute trusts were not involved in
mergers, 17% had previously merged and only 2% were about to do so. 49% of
responses were completed by the lead of the retinal screening service; the remaining

52% were completed by the diabetes consultant, the network member and ‘other’.

4.3.1.2 Wales

There was only one retinal screening programme operating in Wales, which was
linked to the Cardiff and Vale NHS Trust. The name of the network was the
‘Diabetic Retinopathy Screening service for Wales’ and all the hospitals in Wales
were involved in the programme. The Welsh Assembly Government was the
commissioning body and the questionnaire was completed by the lead of the retinal

screening programme.
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4.3.1.3 Scotland

In Scotland, five out of 15 Health Boards responded (Fife Health Board, NHS
Lothian, NHS Grampian, Shetland and Tayside) and four Managed Clinical
Networks (MCN), (Fife diabetes MCN, Lothian Diabetes MCN, NHS Grampian,
Tayside and one unnamed response). Between 0 and 5 Community Health
Partnerships existed within Health Board Areas (Lothian = 5, Fife = 1, Grampian =
3, Tayside = 3, Shetland = 0).

In four responses, the lead of the retinal screening programme completed the
questionnaire on behalf of the screening programme and in the fifth the respondents’

position was not specified.

4.3.2 Infrastructure for retinal screening

4.3.2.1 England

85% of screening programmes had a co-ordinated diabetic retinopathy screening
service in the locality. Of the ten that did not have such a programme, retinal
screening was mostly optometry-based and located in the hospital (Figure 10). Due
to the evolving nature of retinal screening at this time and the mergers of
commissioning bodies, more than one response could be selected to describe the

programme.

Figure 10 Type of screening programme excluding community based services
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The primary care trust was responsible for managing the scheme in 42% of cases,
while the acute trust managed 34% of programmes. There was joint management
between primary care and acute trust in 23% of programmes.

A digital photography scheme operated in most localities with just over half using a

diabetes register. Approximately half described themselves as being structured in
their format and delivery. Services were delivered fairly evenly between both
hospital and community settings (Table 4-1).

Table 4-1

Schemes operating in the programme’s locality

Features of the schemes Yes responses

Percentage (n=65)

Digital photography 91
Diabetes-register based 54
Located in hospital 51
Structured 49
Located in community 46
Mobile system 42
Optometry based 42
Primary care provider-based 25
Individual practice-based 20
Opportunistic 19
Other (*) 11
Polaroid photography 2

* Other included: non-digital imagery and slit-lamp; service operated in mixed

settings such as diabetes service and optometrists; no current funded service.

The locality of services varied from fixed (52%) to mobile sites (15%) which could
offer greater flexibility and accessibility, especially in remote areas, 34% operated
from both.

44% responded that if optometrists were involved in programmes (it was not asked

how many optometrists might be), only selected optometrists were accredited to be

1
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involved in the screening processes, with accreditation being provided by the
primary care trust, consultant ophthalmologists and training courses. Local
optometrists were included as part of a centrally coordinated system in 28% of
programmes. Methods of selection and accreditation varied between programmes;
for example, some were selected and trained by the primary care trust whereas others
were accredited by the locality network. The list of accreditation methods included:

e Selected and trained by the PCT (12).

e Selected and trained by the PCT for limited screening, such as housebound
patients (2).

e Selected within locality network and trained by ophthalmologists and
screeners with time limited assessment and accreditation with minimum
patient contact per year (17).

e Successful completion of National Screening Committee approved training
scheme (6).

e Successful completion of regional training programme (13).

e Internal accreditation to the service provider (2).

e Self-selected on basis of optometrists’ willingness to purchase own digital
imaging camera and trained by ophthalmologists and screeners with time
limited assessment and accreditation with minimum patient contact per year
(13).

e Based on agreement to be involved in screening programme (5).

Most respondents (73%) believed that local retinal screening had improved since the
introduction of the NSF standards and delivery documents (1; 71). Just over half
(56%) stated that a new retinal screening system had been set up since the year 2000
and 46% said that an established system not conforming to National Screening
Committee standards had been withdrawn as a result. 71% of programmes indicated
that a new retinal screening system was being introduced to replace an old system in

response to the National Screening Committee’s guidance.

4.3.2.2 Wales

Here the service was a centrally co-ordinated, nationwide programme operating from
both fixed and mobile sites and involved selected optometrists accredited by the

Welsh Assembly Government. However, local optometrists were not part of the
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centralised system. Screening did not take place during hospital outpatients’ clinics

and the scheme used digital photography.

In Wales, the system had been implemented in 2000, to replace an established system
that did not conform to National Screening Committee standards. The introduction of
NSF standards and delivery documents had seen an improvement in local retinal

services.

4.3.2.3 Scotland

Four of the five programmes had a co-ordinated diabetic retinopathy programme and

the schemes that operated are described in Figure 11.

Figure 11 Type of scheme in operation
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All described operating from both fixed and mobile sites and in only two Boards,
selected optometrists were involved. Where applicable, selection was by undertaking
training in one Board and by interview and then only for level 2 grading and slit
lamp exam in the other. The four responding Boards all stated that local optometrists

were not part of a centralised system.

Since the introduction of the NSF standards and delivery documents, three Boards
replied that the local retinal screening service had improved. New retinal screening
systems had been set up since the year 2000 (three out of five Boards). However, two
schemes had an established system that did not conform to National Screening

Committee standards, which had subsequently been withdrawn.
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Retinal screening during routine diabetes outpatient appointments could provide
useful opportunities to encourage patients to attend clinics to reduce the number of
appointments they needed to attend. Screening took place during the hospital
outpatients’ clinics in most of the responses (three out of five); where opportunistic
screening took place during hospital outpatient clinics, this had been affected by the
introduction of the new retinal screening programmes in only one of the three

responding schemes.

There was a service model in most health Boards (three out of four) whereby people
with diabetes being managed in the community who had active retinopathy could be
transferred to diabetes specialist services for their ongoing diabetes management.

For people who were house-bound or unable to access screening services, most
schemes (three out of four) responded that they provided screening for these patients
via dedicated transport to a fixed camera site or to ophthalmology. Others would be

screened closer to home at mobile sites.

4.3.3 Process of retinal screening

4.3.3.1 England

Registers of patients with diabetes are vital to the screening process. The importance
of call and recall for every patient with diabetes on an annual or more frequent basis
cannot be over-stated to ensure early detection and monitoring of retinopathy. 76%
of screening programmes used a centrally located register for call and recall whilst
24% used a practice based register. It is essential that the register captures every
patient with diabetes, including newly diagnosed patients, and that the screening call

and recall systems have access to the validated register.

It was encouraging that most services were following guidance on service delivery;
74% followed National Screening Committee guidance on implementation and
delivery of the service, 13% used NICE guidance while only 13% of programmes
used neither. Only half (51%) of all programmes had a fast track mechanism for the

early screening of those patients newly diagnosed with type 2 diabetes.
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It was disappointing that few programmes recognised methods to screen patients
with other diabetic complications on a six monthly basis as advised by NICE
standards; for example, only 19% screened patients on insulin or converting to
insulin who also had a diagnosis of retinopathy, 7% screened six monthly patients
with diagnosed hypertension, however, 52% screened patients for other clinical
reasons and indicators (such as pregnancy, existing retinopathy, direct clinical
referral or maculopathy).

Where other sight related conditions were an issue for people with diabetes, only half
of the programmes (50%) stated that there was currently a service model whereby
community based patients with active retinopathy could be transferred to diabetes
specialist services for their ongoing diabetes management. Programmes also
screened for other ophthalmic conditions, for example cataracts (55%) and glaucoma
(9%). During pregnancy, 64% of women with diabetes were screened with digital
cameras, 32% by fundoscopy and 5% did not routinely screen pregnant women.

A specified ophthalmologist provided nearly all (89%) programmes with retinopathy
care; however, in terms of holistic diabetes care, only 14% had a joint clinic attended
by both diabetes and ophthalmology personnel. Two thirds (67%) of the joint clinics
were held weekly and 33% were held monthly. The composition and experience of
teams in the joint clinics varied considerably; in 62% of cases, the clinics were
attended by a consultant diabetologist, in 88% by a consultant ophthalmologist, 33%
by an ophthalmology registrar in and 37% by a specialist registrar in diabetes.

The eye screening provides a useful opportunity for other aspects of diabetes care to
be carried out at the same time; however, only 28% of programmes undertook
checks, for example, for metabolic control, complications, including foot care.

In 59% of programmes, screening was provided during scheduled hospital diabetes
outpatient clinics. In 36% of programmes, opportunistic screening during hospital
clinics was provided, for example, if no record of a current digital image or outcome

existed.

Programmes gave a variety of reasons why opportunistic screening was not

undertaken at diabetes clinics, such as moves towards a more structured register-
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based approach and screening taking place at a venue closer to the patients home,

such as at the GP surgery. Quotes from participants described their experiences:

e ‘We have commenced annual photography of all patients attending the
ophthalmology outpatient department using the screening software".

e ‘Will be replaced by register based screening .

e ‘More patients are discharged to screening even if other ophthalmic care
required’.

e ‘Patients prefer screening at GP's, able to drive etc. Less screening now done
and withdrawn from community hospitals as ophthalmoscope not applicable .

e ‘Screening in hospital outpatients is in plan to be implemented soon .

o ‘Still negotiating about how to run opportunistic screening alongside routine

programme’.

47% of programmes provided screening for people who were house-bound or unable
to attend screening services. Respondents described services to meet this need within
the community or at the patients’ home by the optometrist, optician or GP with
portable ophthalmoscopes and some patients were assessed but not digitally
screened. It was concerning that some services commented that patients, who were
not able to travel to hospital, would not receive screening or that it was unknown if
they had received screening. The following quotations from respondents described

how these patients were screened:
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At hospital:

e ‘If housebound but able to receive treatment, screened at the hospital ".

‘If housebound we are unable to treat, therefore excluded. Many are brought
to clinic for assessment first .

e 'We have recently had them brought up to special clinics at the hospital ".

e ‘Ambulance to hospital and ophthalmoscope if too immobile to sit up .

e ‘Offer of ambulance transport given to patients to attend a hospital venue .

e ‘Small number of patients will be brought to bio-microscopy clinics’.

Optometrist:
e By optometrist but only in one primary care trust area, other primary care
trust will not fund .
e ‘Offered Trust Optometrist examination’.
e ‘Optometrist visits some patients (outside of main screening programme) .

e ‘Optometrists but not universal .

Not screened/ not known
e  ‘Don’t know’.
e ‘Not at present - it is hoped that they will be under the new scheme .

e Too early to have sorted, depending on the exclusion document .

Other
e ‘Mobile camera and screening team’.

e ‘Fundoscopy .

To ensure maximum effectiveness of the screening process, 87% of programmes
employed mandatory papillary dilation. 96% routinely recorded visual acuity, of
which 92% included a pinhole assessment.

There was a wide variation in the rate of non attendance for screening by patients at a
scheduled appointment, ranging from 1% to 50% (14+9%, n=40). Three quarters of
programmes (75%) had a mechanism in place to inform the GP that the patient had
not attended. Nearly three quarters sent reminder letters to patients and just over half
generated a further appointment automatically (Figure 12).
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Figure 12 Mechanism for dealing with ungradeable images
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*Qthers included:

‘Three strikes and then discharged back to GP .

‘After two Do Not Attends (DNAs), annual recall .

‘Currently by GP and Optometrist; future central reminder system.

‘Letter to patient to invite to attend by telephoning and request appointment .
‘Personal telephone contact .

‘Walk in session at hospital .

(Comments from respondents)

4.3.3.2 Wales

A central register was used for ‘call and recall’ and the service followed National

Screening Committee guidelines. There were no mechanisms to screen patients with

existing diagnosed retinopathy or hypertension six monthly if they were on or about

to start insulin or being put onto an insulin regimen as advised by NICE; however,

there were six monthly recalls for other unspecified clinical issues. There was a fast

track mechanism for early screening for those newly diagnosed with type 2 diabetes.

Patients were routinely screened for cataracts and glaucoma and screening for

pregnant women took place by fundoscopy.
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Diabetic retinopathy care was provided by a specified ophthalmologist but there was
no joint clinic attended by both diabetes and ophthalmology personnel. Patients did

not have other aspects of diabetes care covered at the same visit as retinal screening.

There was a service model whereby community based patients with diagnosed
retinopathy could be transferred to diabetes specialist services for their ongoing
diabetes management. Whilst people who were house-bound or unable to access
screening services were stated as being screened, when pressed for details, the
respondent admitted they were not screened at present. Papillary dilation was

mandatory for screening and visual acuity was routinely recorded by pinhole.

The non attendance rate was 20% with individuals being sent reminder letters and

their GP informed that a further appointment was generated.

4.3.3.3 Scotland

Four of the Boards used a centrally located register for call and recall. All schemes
followed the recommendations set out by the Health Technology Board for Scotland
(HTBS) for retinopathy screening. Two had a mechanism to screen patients six
monthly as advised by NICE and National Screening Committee for insulin
conversions with retinopathy, and only one screened patients with diagnosed

hypertension.

Two schemes had a fast track mechanism to ensure early screening of people with
newly diagnosed type 2 diabetes. One Board screened patients for cataracts and
glaucoma whilst three Boards screened pregnant women with digital cameras, one by
fundoscopy. Of great concern one did not offer screening to pregnant women.

Four Boards provided retinopathy care by a specified ophthalmologist. In only one
Board was there a weekly joint clinic attended by both diabetes and ophthalmology
personnel. In two Boards, patients had other aspects of diabetes care covered at the

same visit.

The current non-attendance rate ranged from 2% to 20%. Patients not attending were
sent reminders in these four Boards and the GP was informed in three Boards when

further appointments were generated.
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Unlike in England and Wales, four of the Boards reported that papillary dilation was
not mandatory for screening but that visual acuity, including pinhole, was routinely

recorded.

4.3.4 Results of retinal screening

4.3.4.1 England

The NSF required that by March 2006, 80% of people with diabetes should be
offered retinal screening within the previous 12 months and by December 2007,
100% of people with diabetes should be offered retinal screening using digital
photography within the previous 12 months.

Only two thirds (65%) of programmes provided data on the number of people with
diabetes who were offered screening in the last 12 months, (17% did not answer
while 18% did not know if this information was available). 61% of responding
programmes knew what percentage of their population had been offered screening,
had actually attended and been screened in the last 12 months. There was wide
variance between programmes offering screening (mean 83%, range 30% to 100%
n=41) and this disparity continued with those actually attending screening ranging
between 20% and 97% of the population (mean=68%; n=41).

Disappointingly in the 61% of programmes who provided accurate data about the
number of people actually attending screening, only 13 programmes achieved a rate
of above 80%. There were no programmes where 100% of the population attended
screening. Of those patients reported as being screened with a digital camera,
programmes ranged between 0 and 100% of people with diabetes being screened
(mean=69%; n=57). It would be unusual for Trusts to report that no-one had been
screened with digital cameras, yet this was reported by four respondents, perhaps

where no digital camera service was yet available.

In most instances GPs (96%) were sent the results of the screening, 69% of patients,
only half (50%) of hospital diabetologists and 46% of Ophthalmologists.
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4.3.4.2 \Wales

Records were kept of the percentage of patients both offered and attending screening;
however, the actual figures were not given in the questionnaire. The hospital

diabetologist received the results of the screening.

4.3.4.3 Scotland

Two Boards knew what percentage of the population had been offered screening in
the last 12 months. Three Boards stated that they knew the percentage of the
population who had actually attended and been screened in the last 12 months. It was
estimated that between 60% and 96% had been offered screening and attended in the

last 12 months.

Between 60% and 100% were screened with a digital camera (four Boards). The
screening results were received by the ophthalmologist (three Boards) and the GP

received the results alongside the hospital diabetologist and the patient (four Boards).

4.3.5 Screening interval

4.3.5.1 England
Just over half of programmes screened patients for retinopathy on an annual basis
according to a check list (Figure 13, n=64). Most programmes screened patients once

a year and only a very few reported that the time between screening was variable
(Figure 14, n=67).
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Figure 13 Call and recall methods of retinopathy screening

Screening for retinopathy

Percentage of respondents

Annual basis according to  Specific annual review Practice-based register Opportunistically
a check list clinic call-up

Figure 14 Interval between retinal screening examinations

Screening interval

Percentage of respondents

Once a year Between 12 and 24 Every two years Variable
months

4.3.5.2 Wales

In Wales patients were to be screened on an annual basis according to a checklist.

4.3.5.3 Scotland

In Scotland, most programmes screened patients for retinopathy on an annual basis
(three Boards). The methods and timescale for call and recall of patient varied
between boards from between 12 and 24 months (one Board), according to a
checklist (one Board) and according to a practice-based register call up system (one
Board).
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4.3.6 Grading of retinal photos
4.3.6.1 England

In order to be compliant with NSF and National Screening Committee guidance,

most programmes had recruited new screening personnel within the last two years

(77%), enrolled retinal screeners into training schemes (74%) and put an

accreditation process in place (72%).

For the majority of programmes, the retinal screener or technician was responsible

for primary grading of images (Figure 15).

Figure 15 Healthcare professional responsible for grading images
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Retinal screening nurses.
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There was a diverse range of professionals involved in grading images and despite

training and competency, some images were ungradeable. Nearly half of

programmes (46%) had a mechanism whereby patients were automatically seen at

the ophthalmology department if needed, some were referred to an optometrist
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(18%), a minority were reviewed by the consultant diabetologist (10%) and 3% had
no mechanism in place to refer patients. 33% of programmes used other methods to
assess images and these patients including: dedicated Biomicroscopy clinics,
Intermediate clinics, review by secondary grader and re-screen and camera clinics of
ungradeable maculopathy. In one instance, the programme stated there was
insufficient funding to allow all patients with ungradeable images to be seen in
ophthalmology.

4.3.6.2 Wales

In Wales, the service had recruited new retinal screening personnel in the last two
years and retinal screeners were enrolled in training programmes for accreditation.
Retinal screeners and technicians, ophthalmologists and diabetologists were
responsible for grading images. Patients with ungradeable images were automatically

seen at the ophthalmology department.

4.3.6.3 Scotland
The four Boards in Scotland had recruited new screening personnel within the last
two years and all had retinal screeners enrolled in training schemes; however, only

two of the four Boards had an accreditation process in place for screeners.

The person most frequently responsible for grading images was the retinal screener
or technician (four out of five), Ophthalmologist (three Boards) and Optometrist (two
Boards).

When images were ungradeable, Boards either referred patients to the optometrist or

sent patients for slit lamp examination as part of the programme.

4.3.7 Dealing with screen positive images

4.3.7.1 England

In England, 48% had a waiting list for patients identified as needing treatment for
retinopathy. Waiting times varied; 7% of programmes stated that it was under a
week, 50% between one to four weeks, 20% between five and eight weeks and 23%
of programmes stated that patients can wait longer than eight weeks before receiving

further assessment and treatment.
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69% of programmes reported that patients diagnosed with proliferative retinopathy
(the development of new vessels) were seen by an ophthalmologist within the
specified two week National Screening Committee target (Table 4-2).

Table 4-2

Waiting times for treatment

Waiting time for Wait time Waiting Patients with
patients with for patients | timesfor | unobtainable
neovascularisation with patients images
[Proliferative maculopathy with Percentage
retinopathy Percentage reduced (n=55)
Percentage (n=62) (n=62) acuity
Percentage
(n=61)

Immediate/ 44 7 3 0
within 1 week
Within 2 26 16 10 0
weeks
Within 1 15 26 18 15
month
Within 2 3 21 26 29
months
Within 4 0 13 5 11
months
According to 13 18 38 46
clinical needs

The National Screening Committee target was to see patients within 13 weeks, two
thirds (70%) saw patients with maculopathy within an eight week period and up to
82% within a 16 week period. 57% of patients with reduced acuity were seen within
eight weeks and 38% were seen at time scales varying according to their clinical
needs. 44% of patients with unobtainable images, i.e. those who were not able to be
photographed at the appointment, were seen within two months and 46% were seen

at time scales varying according to their clinical need. No standard at the time was
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present, however, for identifying when patients should be seen due to a technical

failure.

Some services cited repeated cancellation of ophthalmology clinics with high
demand overloading ophthalmology services and long delays before

ophthalmologists could review positive images requiring treatment.

4.3.7.2 Wales

In Wales, there was a waiting list for patients identified as needing treatment for
retinopathy, although data about the waiting times were not supplied. Patients with
proliferative retinopathy or maculopathy were seen immediately or within one week.
Patients with reduced acuity were seen within one month and patients with

unobtainable images were seen within one month.

4.3.7.3 Scotland

Two of the four Boards that responded had a waiting list for patients identified as

needing treatment for retinopathy of between one to four weeks (Table 4-3).
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Table 4-3

Waiting times for treatment

Waiting time for Wait time Waiting | Patients with
patients with for patients | times for | unobtainable
neovascularisation with patients images
[Proliferative maculopathy with
retinopathy reduced Count of
Count of acuity | Boards (n=4)
Count of Boards | Boards (n=5)
(n=4) Count of
Boards
(n=5)
Immediate/within 2 1
1 week
Within 2 weeks 2
Within 1 month 2 1
Within 2 months 2 3 3
Within 4 months
According to 1 1

clinical needs

4.3.8 IT and software

4.3.8.1 England

The National Screening Committee had recommended that programmes should

acquire the Purchasing and Supply Agency (PaSA; NHS Procurement Agency) listed

retinopathy management software for running the screening service and for annual

reporting of data. 61% of programmes used one of the two recommended software

systems (Digital Healthcare or Orion), while other systems are being used, including

some that have been developed locally developed (Table 4-4). Nearly half of services

(49%) identified poor IT support as being a problem for service delivery.
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Table 4-4

Computer systems England Wales Scotland
Percentage Count Count
(n=1) (n=5)
Other* 39 0 1
Digital healthcare Itd 34 0 1
Orion Imaging 27 1 0
Siemens plc 0 0 3

* Other included: Clinisys Systems (Sysmed Solutions Ltd), Which, CDRIntell DRS

Module, Diabeta 3, Eyecap now, local systems, no central computer, Protos,

Prowellness, Spectra, Topcon, TPP SystmOne and Haag Streit Eyecap.

4.3.8.2 Wales

The recommended Orion imaging system was used.

4.3.8.3 Scotland

In Scotland, one Board was using E-store but hoped to transfer to Siemens soon.

4.3.9 Quality assurance

4.3.9.1 England

Quality assurance is vital to ensure all programmes are delivering the required

standards. Programmes varied in how they were undertaking quality assurance; some

programmes followed National Screening Committee guidance or had an internal

audit mechanism in place and others identified the personnel involved or responsible,

for example, the ophthalmologist. Based on the qualitative information received from

the programmes, there seemed to be some confusion about the meanings and

differences of quality assurance, processes and annual reporting.

Programmes described following National Screening Committee guidelines for

internal quality assurance and inviting external quality assurance visits. Internal audit

mechanisms, including peer review programmes by the clinical lead, were used to

benchmark services and the NHS Knowledge and the Skills Framework was utilised.
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Generally those involved in the quality assurance process included consultant
ophthalmologists, clinical directors, camera screener graders, multidisciplinary

screening team and the ophthalmic clinic staff.

Methods of quality assurance varied; in some instances, ophthalmology departments
reviewed a percentage of images (for example, 5% or 10%, or a random selection),
with senior graders sampling a proportion of images graded by junior staff and
consultants undertaking the same process for senior graders. Some processes double-
graded all abnormal images and a percentage of normal images were re-graded.
Third parties, for example, Moorfields Eye Hospital, were used to review a selection

of negative and positive images.

Automated quality assurance processes were being developed in some areas while
others were awaiting new management software. Where the software was in-built
into the quality assurance process, programmes were able to analyse their yearly

results, although there were some problems with the Orion software.

4.3.9.2 Wales

Each month graders within the departments reviewed a percentage of images with
senior graders sampling a proportion of images graded by junior staff and consultants
undertaking the same process for senior graders.

4.3.9.3 Scotland

Programmes varied in how the schemes were quality assured; 500 images were
double graded per grader (one Board), a level 3 grader looked at 10% of all images
assessed by others (one Board), the schemes such as the HTBS quality assurance
scheme and the NHS Quality Improvement Scotland Clinical Standards for diabetic

retinopathy screening were followed in another Board.

4.3.10 Issues and concerns with the service

4.3.10.1 England

Two thirds (66%) of programmes reported that there was insufficient resource
allocation to sustain a high quality service. A quarter (26%) felt there was inadequate
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infrastructure and half (49%) identified poor IT support as a current problem to

service delivery.

Other issues and concerns included: data access, changeover to new schemes, service
expansion, lack of funding, staff, quality assurance, cancellation of clinics and lack

of service.

Where access to data was an issue, this occurred because of geographical and
professional boundaries, making it difficult to link hospital events to community
services. Reliability of data was also a concern, particularly where schemes had only

been running for a short duration.

The changeover from the current service to a new or merged service, caused concern
because of duplication of services during the changeover. In some cases, private
contractors had taken over some NHS services and poor communication was
reported. There had been delays in implementing new IT systems and not all parties,
for example consultants, were informed of screening dates or results. Staff
competency issues existed within programmes with new appointments of staff with

inadequate expertise in grading retinopathy.

Many programmes identified a lack or withdrawal of funding for programme
development as a reason why programmes were unable to meet the screening or

quality assurance targets of the National Screening Committee.

In some cases there was no screening programme in place, with a lack of clinical

input to primary care trust commissioning delaying the implementation of National
Screening Committee guidance. In some areas, the quality assurance system did not
comply with national standards even though the service was deemed to be effective,

cost efficient and well established.

4.3.10.2 Wales

Whilst it was reported that there were current issues with retinopathy screening

locally in Wales, the nature of these issues were not identified.
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4.3.10.3 Scotland

Funding and IT support were identified as issues by some of the Boards.

4.4 Discussion

Diabetic retinopathy was the commonest cause of blindness in people of working age
in the UK in 2006 and, as it is frequently asymptomatic until advanced, the only
means of reducing the burden of visual loss in people with diabetes is through
regular screening (66). It was estimated that there were 2.5 million people with
diabetes in the UK (93) at the time of the survey and approximately 20% of those
newly diagnosed with type 2 diabetes had retinopathy at diagnosis (94). If identified
early through retinal screening and treated appropriately, blindness can be prevented
in 90% of those at risk (95). This principle was firmly established by the NSF for
Diabetes and was endorsed by the National Institute for Health and Clinical

Excellence.

Following the publication of the NSF for Diabetes, a national programme for
reducing visual loss secondary to diabetic retinopathy was launched in 2003 and
provided the impetus to facilitate screening for retinopathy. The previous ABCD
survey of specialist services was undertaken before the launch of the national
programme. Therefore, given the lack of questions asked in the 2000 survey, direct
comparison with retinal screening services was not possible, had they been this
would have been a good opportunity to assess the effects of the programmes. In
2000, 74% of respondent specialist services were providing co-ordinated retinal
screening but there were no data on population coverage, suggesting that the

provision of eye screening was not comprehensive at that time (41).

In England the National Screening Committee produced guidance and standards (92)
on how to screen effectively and the results of the 2006 survey showed that there had
been progress towards establishing a national service with 105 units providing retinal
screening services, albeit at different levels of development. 96 programmes were
fully operational and offered systematic screening to people with diabetes with or

without diagnosed retinopathy.

However, the survey has highlighted a number of key concerns. Many programmes
commented on the inappropriate level of funding, including withdrawal of funding
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that prevented necessary service expansion to meet the national screening and quality

assurance targets.

Many programmes seemed to be struggling to work effectively with ophthalmology
services to manage patients who had referable diabetic retinopathy in a timely
manner. There remained several difficulties in achieving the targets set by the
National Screening Committee in relation to ‘screen-positive’ patients. National
Screening Committee standards stated that those patients who were referred for non-
proliferative retinopathy or maculopathy should be seen within a period of 13 weeks,
with proliferative retinopathy being seen within two weeks. Many units were unable
to arrange ophthalmology appointments for ‘screen-positive’ patients within four
months. In order to improve the situation the working relationship between
ophthalmology and screening units needs to be strengthened and supported by
appropriate commissioning arrangements. Local commissioners needed to
commission appropriate services from ophthalmology services that should include

responsibility for data feedback to the screening programme (96).

Many screening programmes experienced difficulties in receiving feedback on the
outcome of an ophthalmology assessment of a screen-positive patient. There may be
several reasons for this, but in the main, the lack of electronic links between the
software for retinal screening programmes and ophthalmology appeared to be the
cause and this needs to be addressed urgently. Those programmes striving hard to
work effectively with ophthalmic services to manage patients who screen positive
would be supported through a strengthening of the relationship between screening

units and ophthalmology services via commissioning arrangements.

In England, much progress had been made towards establishing a national screening
programme for diabetic retinopathy by individual screening units; however, lack of
sufficient resource allocation has prevented compliance with population coverage for
screening, quality assurance standards and provision of IT and software. There was
wide variance amongst programmes offering population screening and this disparity
continued with those actually attending. This situation has improved the UK National
Screening Committee Annual Report found that by 2010-2011, 79% of people with

diabetes who had been offered screening had received screening, this report has also
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raised concerns about the considerable regional variation in the proportion of people

excluded from screening (97) (from 1% to 23% by primary care trust) (98).

At the time of the survey, quality assurance was in its infancy and there were no
well-developed IT systems to support this activity. Since then the National Screening
Committee has recognised some of the difficulties identified by the programmes and
has addressed this important issue to ensure the safety and effectiveness of
programmes. It has linked standards to programme objectives and ensured they can
be evidence based and provide data which can be gathered over time and compared
longitudinally and across programmes. This led in 2010 to the establishment of an
Expert Reference Group to review quality assurance standards which included key
healthcare professionals. It was anticipated that this would involve substantial
software changes and would take some time to implement. The process would cover
areas including data collection, using data to drive up performance, positioning
service objectives to relate directly to the quality of care for patients and that

standards were set at the right level.

The National Screening Committee has commenced a programme of external quality
assurance visits to programmes beginning with those who were having significant
difficulties meeting targets. These visits have addressed some of the critical issues
such as feedback of screening results, with programmes who have received external
quality assurance visits reporting that these visits have helped to resolve a number of
important delivery issues. Structured feedback to the commissioners from the
external quality assurance should drive further improvements in the way programmes
are funded and supported (99). As part of the process, revised standards were signed
off in April 2011 and the next step was started in July 2011 with an aim to implement
new systems to collect these data by April 2012. Local programmes are now required
to submit annual reports to assess their progress towards achieving service objectives

and quality assurance standards.

In Wales, the service had been established for some time and largely complied with
National Screening Committee standards. However, two areas for further
development were identified; reports from people with diabetes and from the
Diabetic Retinopathy Screening Service for Wales to Diabetes UK Cymru stated that

the screening interval, in practice, can extend up to 15 months and that the target of
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universal screening by the end of 2006 had not been achieved. Data from the
Diabetic Retinopathy Screening Service for Wales in 2007 recorded that 82% of
patients had been offered screening and 57% had received screening (100).

The Diabetic Retinopathy Screening Service for Wales had made significant progress
in addressing key issues still outstanding in some parts of Wales, but screening
capacity remained an issue. There were no data on the proportion of people who have
received screening and so it has not been possible to see if this has increased.
However, particularly given the increasing prevalence of diabetes (4.1% in 2006 to
4.4% in 2008 and 5% in 2011) (75; 101; 102) in Wales the Welsh Assembly
Government will need to ensure the service has sufficient resources to offer

screening to all people with diabetes in Wales.

There were only five respondents in Scotland and so it was not possible to generalise
these findings to the rest of the Boards. Since the survey, the Scottish Diabetic
Retinopathy Screening Programme Annual Report stated that 2010-2011, 85% of the
total number of the currently eligible population was successfully screened which
may well verify the success of the programmes and was an increase of 4% from the
previous year (103). Similar issues existed for these Boards when compared to the
other nations such as IT support and funding. External quality assurance has been
imbedded into a biannual cycle and has been used as a tool for continual service
improvement. A national survey of users was carried out in Scotland for the
programme 2011 annual report and users gave their feedback of the service. Users
found the service to be efficient and prompt and flexible, however, they were not
always given enough information and waited too long for results. Having someone
there to answer questions and being given their results at the time of the appointment
would improve the service as a letter was seen as too impersonal, also eye screening
at the same time as other diabetic appointments would improve the experience for
users (103).

Since the time of the survey in Northern Ireland, the Diabetic Retinopathy Screening
Programme has been developed to offer screening to eligible people with diabetes
aged 12 years and over. Screening is carried out at GP practices and static sites and
of the 60,000 people in Northern Ireland diagnosed with diabetes, 45,000 were

offered screening in 2009. Primary care practices hold registers of people with
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diabetes and the information in the registers are used to identify those needing to be

screening (104).

The aim of all diabetic eye screening programmes is to reduce the risk of sight loss
among people with diabetes. Early detection and treatment of retinopathy can
improve and sustain quality of life for the individual, which has benefits to family
members, carers and the wider community. Evidence from the survey has provided a
clear picture of the level at which programmes were performing, and their variations,
at a crucial time of change. The merging of commissioning bodies and programmes
presented huge challenges for programmes faced with delivering a service to an
increasing number of diabetes patients and this was reflected in the survey findings.
The lack of clarity concerning programme leads and named commissioners at this
time could also be one possible reason why some programmes did not respond to the

survey.

The National Screening Committee has addressed some of the issues highlighted by
the survey by improving quality assurance as an ongoing annual process and
assessing IT software issues. A recent study by Liew has since shown that for the
first time in five decades, diabetic retinopathy/maculopathy is no longer the leading
cause of blindness in adults of working age (105). This may be related to the
combined efforts of the National Screening Committee, the impetus provided by the
NSF for diabetes and the introduction of the QOF payments to GPs. However,
without adequate funding to support these improvements, people with diabetes

remain at risk of developing retinopathy.
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Diabetes nursing survey

5.1 Introduction

The role of the Diabetes Specialist Nurse (DSN) was first introduced over 60 years
ago to help educate people with diabetes in the use of different types of insulin and
self-monitoring of blood glucose. The number of DSNs has increased, particularly
since the 1980’s and the role of the DSN in the multidisciplinary team has evolved
not only as diabetes care has changed but also in response to government policies
and strategies. The aims and objectives of this survey were to explore the specific
clinical roles, provision of education and the infra-structure of diabetes services.

5.2 Method

5.2.1 Role of the working group

The working group participants were the same as for the consultant survey.

5.2.2 My role in the research process in this study

e Develop research questions, questionnaires, respondent lists, data analysis
protocols, reporting mechanisms.

e Manage the process of creating, formatting, writing questions and designing
forms.

e Distribute questionnaires, data collection, data analysis, report writing and
assisting and writing journal articles.

e Hold and manage contact database and overall timeline.

e Manage outputs including reports, articles, website updates, presentations and
conference presentations.

e Co-ordinate meetings with the working groups, take minutes, distribute
minutes, organise meeting rooms and follow up on actions raised during
meetings.

e Present findings at national conferences.

e Distribute results through Diabetes UK and partner agencies to support policy
work and provide detailed information to support the lobbying function at
Diabetes UK. Act as the representative and information expert for Diabetes
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UK to partners working groups such as NHS Diabetes, Department of Health,
Royal Colleges and Kings Fund to disseminate findings.

e Inform the results of the research to Diabetes UK membership via
newsletters, website and magazines, to other teams for press releases,

parliamentary questions and lobbying.

5.2.3 Setting
All diabetes specialist services across the UK, including both acute and primary care

locations.

5.2.4 Study participants

For the DSN questionnaire, I identified 361 diabetes services across the UK,
including both primary and acute trusts. The sources for this information were
databases supplied by Diabetes UK and ABCD, the Directory of Diabetes Care (84),
Binleys Directory of NHS Management 2006 (83) and the membership of Diabetes
Inpatient Specialist Nurse (DISN) group.

The diabetes lead from each service was asked to complete the questionnaire on
behalf of the service. The first question was designed to examine whether the local
service operated across primary care and specialist services. Where services were not
integrated, the recipient was asked to copy the questionnaire to obtain responses from

both primary care services and specialist services.

5.2.5 Survey development

5.2.5.1 Aim of the survey
This survey aimed to:

e Establish the employment localities and management of hospital DSNs, nurse
consultants in diabetes, community DSNs and diabetes healthcare assistants
across acute hospital trusts, primary care organisation and general practices.

e Establish where both acute trust employed nurses and primary care employed
nurses worked across hospital and primary care localities.

e Determine if service level agreements existed between primary and hospital care

providers and named nurse contacts for patients.

154



o ldentify the specific clinical role components of nurses, pharmacy assistants and
educator facilitators, their role in research and prescribing.

e Explore the general nature of in-patient diabetes care, clinic facilities and data
collection.

e Clarify the scope of education sessions available to patients and carers and

provision of continuing professional development for nurses.

5.2.5.2 Special issues: brief background

As the role of the DSN has evolved considerably over the last ten years, the year
2000 ABCD questionnaire no longer reflected the current role played by DSNs and
so considerable modification to this questionnaire was necessary. We added
questions relating to the role of DSNs in implementing guidelines, qualifications,
education provision (for groups, staff, patients on pump training and both structured
or unstructured education in delivery), on insulin implementation (within a group of
people with diabetes) and complications. Open questions were used to elicit the

views of DSNs.

5.2.5.3 Topics
These included:
e Employment and management of nurses.
e Work settings (role in research, specific clinical roles, prescribing behaviour,
grades and bands).
e Access to clinic facilities (interpreting services, helpline and nurse-led
clinics).
o Data collected by nurses on extra activities carried out such as patient drop-in
activity education for people with diabetes and staff.

e Continuing professional development.

5.2.5.4 Structure of the survey

The survey consisted of 80 questions, both open and closed, to collect qualitative and
quantitative information regarding the organisation and provision of diabetes services
relating to DSNs (Appendix D).
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5.2.6 Pilots
The questionnaire was piloted with 14 inpatient DSNs, Hospital DSNs and primary

care based nurses in a similar way to the consultant survey.

5.2.7 Timeline

| posted the DSN questionnaire in February 2007 and replies were collected until
December 2007. | sent a second questionnaire to all non-responders after one month
followed by telephone calls to the centre concerned to try and increase the final
response rate. | contacted all non-responding centres by phone and if new contacts
were identified | sent new questionnaires. Some centres were removed from the
database if there was no diabetes nurse present. The final reminder was sent on the
12" July with 218 reminders sent in the post. | approached the Diabetes Inpatient
Specialist Nurse group and National Diabetes Support Team (NDST) to circulate the
questionnaire to their members. To promote participation, | advertised the survey in
the websites of NHS Diabetes, Diabetes UK and leaders in the Journal of Diabetes
Nursing.

5.2.8 Data management and data cleaning

5.2.8.1 Data analysis

The data were analysed using Excel and SPSS (version 16) using both parametric
and non-parametric tests according to the distribution of the data in a similar method

as described more fully in the consultant survey.

5.2.8.2 Pre-specified sub-group analysis

I identified localities providing responses to both the years 2000 and 2007 surveys to
compare trends in service provision between this sub-group and the complete sample

of respondents in both surveys.

5.3 Results

5.3.1 Response rate
44% of services responded to the survey (159 out of 361); responses by nation varied
(Table 5-1) but there was a fairly even split between acute trust (45%) and primary

care providers (38%). The response rate was similar to that achieved by the

156



consultant survey, a sub-analysis of hospitals who responded in both 2000 and the
2007 was undertaken to strengthen the validity of the findings. These hospitals are
referred to as the comparable hospitals.

Table 5-1

Proportional response achieved by each nation

Percentage
England (n=283) 42
Scotland (n=17) 71
Wales (n=39) 26
Northern Ireland (n=17) 88
Isle of Man (n=1) 100
Guernsey (n=1) 100
Jersey (n=1) 100

5.4 Role of diabetes nurses

5.4.1 Clinical roles

The role of the DSN is diverse and includes clinical, educational and other aspects of
nursing care (Table 5-2). Most DSNs undertake patient management and the role also
includes specialist clinic work such as insulin pump training, foot clinics and pre-
assessments for surgery. Hospital DSNs have become the main provider of education
to healthcare professionals (compared to community DSNs and nurse consultants)

and two thirds of nurse consultants prescribe diabetes drugs.
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Table 5-2

Roles undertaken by DSNs

Hospital | Community | Paediatric Nurse P
DSN DSN DSN Consultant | value
N=132 N=104 N=67 in diabetes
N=29
Percentage | Percentage | Percentage | Percentage
Patient 99 96 93 76
management
Prescribing 49 56 27 66
Non-medical 47 46 9 55
prescribing
Dose adjustment 68 62 63 17
only
Pump training * 55 36 43 21| 0.003
Hypertension 22 11 5 21| 0.019
clinic *
Cardiovascular 30 20 3 28
risk factor
management
Foot clinics * 34 14 2 10 | <0.000
Renal clinics * 27 9 2 14 | <0.000
In-patient work * 98 36 54 24 | <0.000
Ante-natal * 72 40 12 35 | <0.000
Pre-assessment 23 5 0 7 | <0.000
clinics prior to
surgery *
Education for 98 89 88 90 | 0.007
nursing staff *
Education for 92 81 73 76 | 0.008
medical staff *
Education for 91 91 70 79
other allied
healthcare
professionals
Education for 94 95 75 76

patients

* significant differences between hospital DSN and community DSN

To qualify as a DSN, clinical practice must be wholly within diabetes care, with

adults or children or both. However, 11% of nurses covered clinical, educational or

research roles not solely within diabetes, which was a slight increase since 2000

(8%). The analysis of comparable hospitals (i.e. those who responded in both 2000
and 2007) presented similar findings (11% in 2007 and 10% in 2000), suggesting

that this practice has not changed.
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The survey in 2000 predicted that nurses would take on more responsibility for

prescribing and this was confirmed by the current survey (Table 5-3). Nearly all

nurses were involved in the education of nursing staff in both 2000 and 2007. The

extent of nurse involvement in the education of medical staff, allied healthcare

professionals and patient education was not identified in 2000 and so cannot be

compared.

Table 5-3

Role of all nurses compared to 2000

All hospitals Comparable hospitals
2007 2000 P 2007 2000 P
value value
Percentage | Percentage Percentage | Percentage
Patient 99 97 99 100
management
Prescribing * 49 31 | 0.002 54 31| 0.02
Dose 68 77 61 76 | 0.03
adjustment
only *
Education 98 98 99 98
for nursing
staff
Education 92 93
for medical
staff
Education 91 91
for other
allied
healthcare
professionals
Patient 94 93
education

* indicates where there are significant differences
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Nurse-led clinics have been increasing in number in recent years to help to meet
healthcare capacity and resource needs of the NHS, increase the scope for nurses to
operate more autonomously, offer opportunities for nurse development and provide
appropriate care to people with diabetes. 90% of services had independent diabetes
nurse-led clinics; in 2000 this question was not asked owing to uncertainty at the
time about whether this role was being undertaken. Nearly two thirds of service

(64%) now operate four or more nurse-led clinics a week (mean=3).

5.4.2 New roles

Two new roles had emerged since 2000; the first were nurse consultants who
combine expert practice, leadership and consultancy, education and training, as well
as research and service development. The second was the role of diabetes health care
assistant who undertake activities that often form key elements of the annual diabetes
health check (Table 5-4).

Table 5-4

Activities carried out by the diabetes care assistant

Activities Percentage
(n=105)
Weight, height, body mass index 95
Urine check for microalbuminuria 91
Blood pressure 83
Waist circumference 47
Exercise advice 31
Check injection sites 28
Smoking cessation advice 27
Foot screening 27
Pre-conception discussion 18
Medication review 16
Other 10

Other activities included: blood glucose monitoring, dietary advice and arranging

clinic appointments.
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5.4.3 Nurse prescribing

As roles have extended and become more specialised with increased autonomy,
nurses were involved in advising, prescribing and adjustment of diabetes medication;
this was more recently had been accompanied by formal qualifications. 77% (n=56)

of services have had a nurse attend a course for prescribing (mean=1, range 0 to 3).

Only 53% (n=111) of services had one or two nurses qualified in prescribing, 13%
had none (mean=2, range 0 to 9), 34% had more than three or more. 48% (n=48) of
services had more than one nurse putting prescribing into practice while 20% had
none (mean=2, range 0 to 9). Where services had trained nurses who were not
putting their prescribing knowledge into practice, many reasons were cited including:

e trust policy preventing or delaying implementation

e awaiting protocols to be developed

e formularies in development

e lack of study leave

e lack of funding

e new in post

e newly qualified

e maternity leave

5.5 Continuing professional development of staff

To further the professionalization and career development of specialist nurses, it is
essential to have access to continuing professional development. 48% of respondents
had protected time for continuing professional development but only 15% had a
protected budget. This varied regionally within England with those in the South
being more likely to have protected funding for training compared to other regions
(South=27%, North=9%, Midlands=5%, p=0.013).

5.6 Research role

Despite research being a feature of the DSN role (30), disappointingly only one in
five (22%) of either DSNs or nurse consultants had a formal role in diabetes research
compared to 48% in 2000 (p<0.000). The commitment to research demonstrated by
the 2000 findings had reduced, despite the recommendation in 2000 that this should

become an integral part of the training of DSNs as it is for medical staff. Comparable
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hospitals experienced a similar decline in research commitment (23% in 2007 and
58% in 2000).

5.7 Paediatric DSNs

5.7.1 Number of Paediatric DSNs per service

The Royal College of Nursing had recommended that there should be one qualified
paediatric DSN for every 70 children with diabetes (106). 7% of services reported
having no separate paediatric DSN, 58% had one and 38% had two or more
paediatric DSNs. In 2000, 41% had no separate paediatric DSN which shows that
services had become better staffed between the surveys. Despite this apparent
increase, the mean WTE of paediatric DSNs per service was only 1.3 (range 0.4 to
3). The mean number of children to paediatric DSNs was 109 (range 15 to 300) and
this varied widely between services; for example, one service at the lower end
reported only 0.4 WTE paediatric DSN who held no formal paediatric qualification

despite a caseload of 270 children.

5.7.2 Paediatric qualification

Encouragingly 97% of paediatric DSNs had a paediatric qualification in 2007.

5.8 Presence of a named DSN nurse contact for each patient
The NSF for diabetes delivery strategy (71) recommended that each service offered a
named contact to act as an initial point of contact to help people with diabetes
navigate the service and access other members of the multidisciplinary team as
needed. Only 63% of hospitals and 69% of community services fulfilled this
recommendation. This named contact is particularly important at those times when
care is most difficult, such as at diagnosis, when changing treatment and during

adolescence and transition.

5.9 Education and structured education

5.9.1 Education sessions
NICE guidance in 2003 on structured education recommended this be available to all

people with diabetes at diagnosis and then as required based on regular assessment of
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need. 97% of services had education sessions available for patients and carers.

Services held these in both primary (76%) and acute (73%) settings.

5.9.2 Topics covered in education sessions

Educational sessions covered a broad range of topics (Table 5-5). Some had not
changed since 2000, such as the nature of diabetes and why metabolic control is
important, but there were new topics, for example, carbohydrate counting with
insulin dose adjustment. A cause for concern in 2000 was the lack of education about
footwear (76%) but this has improved to 87%.
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Table 5-5

Topics covered in education sessions

Topics Percentage | Percentage P
2007 2000 value
(n=151) (n=183)
Nature of diabetes 99 99
Why metabolic control is important 95 97
Impact of diet and exercise 95 97
Coping with diabetes during illness 94 98
Hypoglycaemia 94
Driving 93 94
Home blood monitoring* 90 98 | 0.002
Travel 89 91
Insurance 89 92
Employment 89 86
Smoking 88
Footwear* 87 76 | 0.008
Injection technique* 86 97 | <0.000
Carbohydrate counting with insulin dose 83
adjustment
Prescription charges 81 83
Contraception 76 81
Pre-conception counselling 74
Erectile dysfunction 71
Home urine monitoring™ 44 73 | <0.000
Group initiation of insulin 41
Alternative intensive management scheme 22
Other (empowerment, setting personal goals, 15

psychological support; pump education)

* indicates where the percentages are significantly different

The same trends were observed when the comparable hospitals were analysed.

In 2000, 73% offered training in home urine monitoring compared to 44% in 2007,

reflecting a shift towards blood glucose monitoring for both type 1 and type 2
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diabetes. However, by 2006, just over half of services (56%) reported that despite
services offering education on self-blood glucose monitoring, there had been recent
guidance for patients to be restricted in the number of tests they could perform within
a time period, if at all. This guidance was received mostly from primary care
organisations (79%), as well as from the GP (50%), acute trust (25%) and informally
(16%), partly for economic reasons and partly, where appropriate, in favour of HbA;¢

monitoring only.

5.9.3 How education is delivered
NICE guidance recommends that education should be delivered to groups of people

with diabetes, unless group work is deemed unsuitable for the individual. The

majority of education sessions were delivered one-to-one for those newly diagnosed

with type 1 and in a group for those with type 2 diabetes (Table 5-6).

Table 5-6

Delivery of education

Delivery New type 1 New type 2 Ongoing Ongoing
diabetes diabetes type 1 type 2
Percentage Percentage diabetes diabetes
(n=143) (n=139) Percentage Percentage
(n=138) (n=134)
One to one 99 61 80 78
In a group 27 74 56 56
Information 47 44 54 55
provision
E-learning 4 4 6 5

In 2000, 64% of services offered group and one-to-one education sessions, 34%

offered one-to-one and only 1% offered group only education. It was not possible to

compare these results directly as type of diabetes and if newly developed or ongoing

was not asked in relation to education.
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5.9.4 Timing of education sessions
Most services offered education sessions during the week within office hours (97%)

only 19% offered evening courses with few (4%) offering weekend courses.

5.9.5 Frequency of education sessions

Nearly one third of services held sessions either once a week or once a month. In
2000, education services seemed to be held more frequently with nearly two thirds
being held at least as often as fortnightly (Table 5-7).

Table 5-7

Frequency of education sessions

2007 Percentage 2000 Percentage
(n=138) (n=156)

Daily 8

Twice a week 14 | Twice weekly 13
Once a week 31 | Weekly 34
Every two weeks 15 | Fortnightly 13
Once a month* 30 | Monthly* 16
Less frequently 14 | Less frequently 9
As required for the individual 3

Ad hoc 3

* indicates where percentages are significantly different. The same trends were
observed in the comparable hospitals between 2000 and 2007.

5.9.6 Staff involved in the planning and delivery of education
sessions

NICE guidance recommends that education should be provided by an appropriately

trained multidisciplinary team. In most services hospital DSNs were involved in

planning and delivering education sessions (Table 5-8), but medical staff were less

likely to be involved than in 2000.
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Table 5-8

Hospital DSN involvement in planning and delivery of education sessions

Staff members Plans Delivers 2000
education education Who carried out
Sessions sessions education? input
Percentage Percentage was received from
(n=153) these personnel
Percentage
Hospital DSN 78 76 13
(DSN, ward and
district nurses)
Medical Staff 14 23 66
Podiatrists 32 44 84
Dietitians 64 72 88
Pharmacists 5 6 8
Diabetes nurse educator 15 15
Other 23 24 3
company reps,
Psychology, team
effort

A similar pattern was found when the comparable hospitals between 2000 and 2007

were analysed.

5.9.7 Is structured education offered?

85% of respondents in England provided structured education as per NICE guidance.

115 services named the structured education programme provided of which 57%

were type 2 courses (31% were Diabetes Education and Self Management for
Ongoing and Newly Diagnosed (DESMOND), and 26% were X-pert) and 28% were
type 1 Dose Adjustment For Normal Eating (DAFNE). 56% had developed their own

course in line with the principles of structured education leading to 115 separate

courses being named in the survey which could lead to confusion amongst patients,

clinicians, commissioners and national bodies such as the Department of Health and

Diabetes UK.
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5.9.8 How programmes were quality assured or peer reviewed
Just over a third of services (39%, n=96) quality assured their education programme
either by course guidance, 21% by audit and 21% by peers or colleagues. Other
methods included external assessment, evaluation or pro-forma. 39% (n=109) used
the National Diabetes Support Team (NDST), and Diabetes UK self assessment tool.

Of the 75 services who peer-reviewed programmes, services described using either
external reviewers or peers and colleagues to carry out the review. Some reviewed

their courses as per type guidelines and others by observation.

5.9.9 Education courses provided for people with diabetes from
hard to reach groups
NICE guidance recommends that sessions should be accessible to the broadest range
of people, taking into account culture, ethnicity, disability and geographical issues
and should be held either in the community or at a diabetes centre. Educational
programmes should use a variety of techniques to promote active learning and be
adapted to suit the individuals’ needs and preferences. Whilst most services were
able to offer education to those newly diagnosed with type 2 diabetes, few could
offer courses to those with disabilities, homeless or with severe mental illness (Table
5-9).
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Table 5-9

Education sessions offered to hard to reach groups

Percentage
(n=143)
Type 2 newly diagnosed 81
Type 1 Ongoing 66
Type 2 Ongoing 61
Type 1 newly diagnosed 48
Young adults/ teenagers 27
Children and parents 24
Older people 15
Black and minority ethnic groups 11
People with language barriers 11
Disability 6
Prisoners with diabetes 5
Travelling community 4
People with severe mental illness 3
Refugees and asylum seekers 2
Homeless 2
None of these 1
Other 0.7

5.10 Infra-structure of diabetes services

5.10.1 Service integration

Since the introduction of the NSF, there has been a shift in policy guidance

advocating that people with diabetes should experience a seamless integration of

primary and specialist services so that they can move throughout the health service

and receive all the care they require from the most appropriate healthcare

professional at a time it is required, while avoiding gaps and duplication which could

result in poor treatment and outcomes.

65% of services reported to be integrated across primary and specialist settings, but

this varied nationally with Wales being less likely to have integrated services
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(Wales=40%, England=62%, Northern Ireland=79% and Scotland=91%; p=0.06).
Within England, there were significant regional differences, with services in the
South being more likely to be integrated (North=29%, Midlands=29%, South=42%;
p=0.02). Where services were not integrated, most respondents were based in
specialist services (76%). Just over half of respondents had only one commissioning

body associated with their service (56%) but this ranged from one to eight.

Comments from DSNs on integrated working:
‘We used to all work together as a team now very separate and less communication if

’

any’.

‘We are aiming to shift from acute base to integrated locality base service covering

acute trust and primary care’.

‘Working covers primary and secondary care and work closely with practice nurses,
community nurses and care staff in nursing and care homes, plus liaison with

schools’.

5.10.1.1 Presence of a liaison role between hospital DSNs and
primary care practice nurses
The DSN role has traditionally involved the education and support of other

healthcare professionals. This is particularly important when much of the patient care
has been shifted into the community. However, fewer hospital DSNs in 2007 (83%)
had a liaison role with primary care practice nurses than in 2000 (96%; p<0.000),
which may reflect the increasing fragmentation of the service (this trend was
reflected in the comparable hospital findings, 85% in 2007 compared to 96% in
2000).

Following are some comments from respondents on how this liaison role took place:

‘Practice nurse interest group for diabetes started by DSN in specialist care .

‘Practice nurse forums, pilot structured education undertaken by practice nurses,

nurses observing DSNs .

‘Practice nurses seek advice from specialist team .
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‘Communication with practice nurses is difficult because of surgery closing times’.

‘DSNs based in primary care have close contact with practice nurses and district

nurses and GPs .

‘Hospital DSN arrange/organise evening meetings for practice nurses and provide

on going education in diet, weight management, podiatry, obesity and compliance .

‘Lots of work carried out in GP surgeries and education provided for
practice/district nursing staff .

‘Hospital DSNs refer patients to community based DSNs who liaise more closely

with practice nurses and allied HCP .

5.10.1.2 Presence or absence of service level agreements between
the hospital or primary care provider to provide services in
the community or hospital

Service level agreements are contracts agreed on a time limited basis to provide a

diabetes service to a specified standard and performance level. 56% (n=146) of
services had a service level agreement in place between the hospital and primary care

provider to provide services in the community or hospital.

5.10.1.3 Presence of other hospital based nurses engaged in
diabetes specialist service provision.
39% of services engaged diabetes nurse facilitators in diabetes specialist service

provision and other hospital nurses involved included midwives, general medical

nurses and facilitators.

5.10.2 DSN employment, management and locality of work
In virtually all services, diabetes nurses were managed by the employing body (i.e.

primary care or acute trust).
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5.10.2.1 Hospital DSNs
Most services employed hospital DSNs (83%, n=159). Of these, 95% (n=132) were

employed by the acute trust but 89% were managed by the acute trust. Most acute

trust employed DSNs worked in the hospital setting (Figure 16).

Figure 16 Locality of workplace of acute trust employed DSNs
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Only half (46%, n=66) of hospital DSNs employed by the primary care provider

worked in primary care.

5.10.2.2 Community DSNs
68% (n=159) of services employed community DSNs. 87% of these (n=108) were

employed and managed by the primary care provider and most community DSNs

worked in primary care settings (Figure 17).
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Figure 17 Locality of workplace of community DSNs employed by a primary care provider

Locality of workplace of Community DSNs employed by primary care
provider

100
121
% 81
- 80
c
o
o
2 60
- 45 44
o
o 40
g 21
5 20 16
(8]
[
o

0 T T T T
Primary care Nurse led clinics in Hospital and Hospital outpatients Hospital ward
general practice primary care
settings

Comments from Community DSNs on locality of working:
‘All DSNs are based in the diabetes centre and are led and managed by nurse

consultant in diabetes .

‘DSNs community work very closely. As we are managed in primary care trust,
there are close relationships between all DSNs and nurse leaders with GP and

practice nurses’.

5.10.2.3 Nurse consultants
18% (n=159) of services employed nurse consultants. 48% were employed by the

primary care provider, 38% by the acute trust, 3% by both and 10% by ‘other’
employers. 92% of those employed by primary care were managed by primary care;
similarly 89% of those employed by the acute trust were managed by the acute trust.

60% (n=15) of acute trust employed nurse consultants worked in either the hospital
ward or outpatients and 73% worked across both hospital and primary care. 27%
worked solely within a hospital setting. Primary care employed nurse consultants
tended to work in primary care (73%) and 53% worked solely in primary care. Only
20% worked in both hospital and primary care. Acute trust nurse consultants were
significantly more likely to work across both the hospital and community than

primary care employed nurse consultants (p=0.003).
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5.10.2.4 Diabetes healthcare assistants
20% (n=159) of services employed diabetes healthcare assistants of whom 61% were

employed by the acute trust and 40% by the primary care provider.

5.10.3 Locality of working
The locality in which nurses worked dramatically changed from 2000 to 2007. In

2000, 85% of nurses worked across both hospital and community settings. By 2007,
this had reduced to only 35% of hospital DSNs employed by the acute trust and 44%
of community DSNs employed by the primary care provider. These findings were
also seen in the comparable hospitals where 91% of nurses in 2000 comparable
services worked across the hospital and community in 2000 compared to just 30% in
2007 (p<0.000).

5.10.4 Contracts and bands
It was concerning for service continuity that approximately one third of services

employed DSNs on short term contracts (38% of hospital DSNs and 38% of
community DSNs).

5.10.4.1 Process of Agenda for Change
Agenda for Change was a pay system introduced in 2004 designed to provide equal

pay for work of equal value amongst nurses. 94% (n=150) of diabetes specialist
nurses had undergone Agenda for Change banding across all four nations (England
98%); Scotland 82%; Wales 100% and Northern Ireland 75%).

5.10.4.2 Provision of a written job description for the role of
hospital DSN

Despite having been through the Agenda for Change process, only 78% of diabetes
specialist nurses had a specific personalised job description (86% in 2000) despite
the Agenda for Change banding being dependent on this. This suggests that banding
may have been undertaken as a group. Of the comparable hospitals, fewer DSNSs in
2007 (80%) had a job description in 2007 than in 2000 (93%; p=0.03).
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5.11 Hospital Diabetes Services

5.11.1 Clinic accessibility
To be accessible to people with diabetes from different nationalities, interpreting

services are essential. Most services (91%, n=148) had access to interpreting
services. For those who work or have childcare responsibilities, flexible appointment
hours are of great help, but only 32% of services provided out-of-hours clinics
(n=149), of these 26% (n=47) held weekend clinics and 90% (n=47) held evening

clinics.

5.11.2 Availability of an in-house telephone helpline service
The majority of diabetes care is self-care by the person with diabetes at home with

relatively infrequent contacts with healthcare professionals. A helpline service can
provide an invaluable bridge between appointments. Most services provided a
telephone service (Figure 18) which was mostly available during weekday office
hours (Figure 19) and operated by the hospital DSN (Figure 20).

Figure 18 Availability of an in-house telephone helpline service by diabetes speciality
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Figure 19 Opening hours of helpline
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Figure 20 Staff members who operate the helpline
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5.11.3 General diabetes clinics
95% of services (n=151) operated general diabetes clinics (i.e. not sub-speciality

clinics), a consultant, hospital DSN and Specialist Registrar (SpR), were generally
available for diabetes support in the diabetes clinic (Table 5-10). Of these, 72% had
an independent nurse-run clinic list and in only 63% (n=90) of services this was a

costed activity.
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Table 5-10

Staff who are generally available for diabetes support in diabetes clinics

Percentage
(n=152)

Consultants 98
Hospital DSNs 80
SpRs or equivalent 80
Dietitians 79
Podiatrist 69
Community DSNs 40
Hospital practitioner/ GP with Special Interests (GpwSI)/ Clinical 38
assistant

Diabetes health care assistant 26
Senior house officer (SHO) 24
Psychologists 15
Orthotists (provide care for anyone requiring an artificial limb) 13
Associate specialist 12
Men’s health nurse 4
Other 2

5.11.4 Patient held record

The Diabetes NSF delivery strategy stated that primary care trusts by 2006 should

ensure systematic treatment regimens were in place with regular reviews, based on a

diabetes record and a care plan developed and agreed jointly between the person with

diabetes and a member of the diabetes team. 28% (n=151) of services used a patient

held record card (20% in 2000). In most services this was completed by the hospital

DSN (Figure 21). Services were significantly more likely to provide care plans by

2007 (59% compared to 21% in 2000, p<0.000).
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Figure 21 Participants involved in completing patient held record cards
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5.12 In-patient Diabetes Care
Recommendations in the 2008 National Diabetes Support Team ‘Improving

emergency and inpatient care for people with diabetes’ (107) stated that all clinical
areas should have access to the specialist medical, nursing, podiatric, dietetic and
psychological competencies required by people with diabetes when in hospital. 84%
(n=154) of services provided ready access to the diabetes specialist team to support
people with diabetes when admitted to hospital. 68% (n=152) had a designated ward
for specific diabetes-related hospital admissions.

The NDST review of admission and patient experiences report (107) recommended
that a written discharge summary should be sent to the GP, diabetes team and
relevant others, for example, social care, and ensure that all people with diabetes in
hospital have comprehensive and routine admission and discharge diabetes care
plans. 39% (n=135) of services had bed managers that routinely transferred diabetes-
related hospital admissions to the designated diabetes ward. 55% (n=145) had a
discharge follow-up pathway to primary care for ward discharges and 63% from

wards to diabetes out-patient specialist care.

5.12.1 Activity recording
Most services recorded telephone advice when given, although fewer measured these

activities on a monthly basis (Figure 22).
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Figure 22 Recording of clinical discussions and frequency of contacts
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5.13 Discussion

5.13.1 Role of Diabetes Specialist Nurses
This survey of diabetes nurses has demonstrated the diverse and expanding role of

the DSN in the seven years since the previous ABCD survey. It has shown the
integral role played by DSNs in the clinical care of people with diabetes and within
the multidisciplinary diabetes team. DSNs are taking on more complex aspects of

clinical care and education previously carried out by doctors.

As the work of DSNs has become more complex to meet the challenge of new
therapies and technologies and the move to integrated diabetes care, two new roles
have emerged, that of nurse consultant and diabetes health care assistant. Nurse
consultants have strong leadership and clinical skills, and were expected to arise
from senior hospital DSNs; in practice nurse consultants have been adopted by both

primary care and acute trusts, with more nurse consultants working in primary care.

While the role of nurse consultant was predicted in the 2000 survey, the creation of
the diabetes health care assistant or diabetes care technician role was not. This role
has developed in response to the need for a wider skill mix in diabetes care and
incorporated competencies aligned to the diabetes annual review. The majority of
these posts were found within the acute trust and not within primary care where
many of the annual reviews are now undertaken. This diversification should be seen
as a positive step forward as these new roles have led to the development of a new

career structure for diabetes nursing and have supported the shift of DSNs towards
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increasing specialisation in diabetes management. An evaluation in 2012 of nurse
consultant and diabetes specialist nurse-led intermediate care clinics has helped to
demonstrate their value showing that people with diabetes achieved significant
positive clinical outcomes in HbA;. and cholesterol reduction in the direction of
NICE targets and feedback from people with diabetes demonstrated high satisfaction

that their concerns were being met (108).

The number of paediatric DSNs working entirely with children with diabetes has
greatly increased, with only six services (7%) in 2007 reporting no separate
paediatric DSN compared with 41% in 2000. Although there has been clear
expansion of this role, it still falls short of the levels recommended by the Royal
College of Nursing. There is marked variation in provision between hospitals, and

some services appear particularly stretched with large case loads per nurse.

Other survey findings corresponded to these results; the Diabetes UK Primary Care
Trust progress survey 2006 (109) found that three quarters of PCTs did not meet the
Royal College of Nursing target and that the mean case load was 109 children per
paediatric DSN, identical to these survey findings.

There have been many changes in the role of DSNSs since their inception 60 years ago
and it is likely that these changes will continue. There has been a widening of the
clinical role, which now includes responsibilities for nurse prescribing, pre-
assessment clinics, ante-natal, renal, foot clinics and pump training. More nurses are
working independently, as shown by the frequency of nurse-led clinics. DSNs have
also adopted new working practices to meet the changing demands of people with
diabetes. Most services offer telephone help-lines that are staffed by DSNs.

However, the innovation in nurse prescribing has been impeded by trusts failing to

provide pathways to implement this new skill.

As nurses become more autonomous and run independent clinic and make decisions
about clinical care and medication, funding becomes an issue as traditional hospital
payment mechanisms are insufficiently developed to track this activity. It was
concerning that the survey demonstrated that only two thirds of trusts were able to
cost this activity. This reflects a similar issue to that of nurse prescribing, where
payments have traditionally followed doctors and nurses described lack of funding to
support this activity. In the future it will be necessary to redesign and renegotiate
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funding streams to allow for this change in delivery models. This work has since
been commenced within paediatric diabetes with a shift from medical activities such
as appointments being costed towards an annual payment for the treatment of every

child and young person (110).

5.13.2 Education
DSNs are playing an increasingly crucial role in patient and healthcare professional

education. Although there is still a multidisciplinary approach to course planning, it
is the DSNs who lead the planning and delivery of education programmes. The
programmes have also become more sophisticated mostly following the NICE
guidance to introduce approved structured education. Given this additional

complexity, it is reassuring that so many services now offer these programmes.

Despite the apparent success in development and delivery of structured education,
115 separate courses were named by respondents as being delivered locally. This
many courses could lead to confusion for people with diabetes, carers and health
professionals as to which course would be most appropriate for the person with
diabetes. At this point in time, many areas had only just merged primary care
organisations, meaning even relatively small areas may have been offering several
courses, post restructure changes were still being made to the commissioning of
patient education. Many different education courses were being undertaken but not
controlled as part of a central commissioning function. Even within network areas, as
diabetes services expand, can so many education courses be sustained and resourced
whilst ensuring quality and content? It also made it difficult for organisations such as
Diabetes UK to be able to advise members as to what courses were on offer in their
locality and the content of such courses and for central bodies such as Care Quality

Commission to monitor quality.

Over half of respondents have restrictions on self-monitoring of blood glucose, put in
place by the primary care organisation. This was despite guidance from Diabetes UK
at the time which advocated that decisions about blood glucose monitoring should be
made on a case-by-case basis and not by blanket removal of strips from prescriptions

by local policies (111).
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5.13.3 Hospital diabetes services
At the same time as these new developments and initiatives, Agenda for Change was

being implemented to assess pay and conditions. After this survey, Diabetes UK
carried out a survey in 2007 on specialist staffing cuts which revealed considerable
variation in grading and responsibilities of DSNs (77). Although the Agenda for
Change process appears to have reduced geographical differences in pay as
highlighted in the 2000 survey, almost one-fifth of nurses banded by 2007 had no job
description on which to base pay bands. This suggests that some DSNs may have
been banded accorded to generic group job descriptions. It is therefore unlikely that
the new expert clinical roles being taken on by DSNs are being recognised in terms
of pay progression. This, together with a number of barriers to role progression, may

lead to frustration among DSNs.

Furthermore, specialist knowledge and skills need to be underpinned by continual
professional development. The lack of time and resources dedicated to continuing
professional development and research is worrying at a time when many new and

more complex treatments are becoming available.

This was further corroborated in the Diabetes UK survey of specialist staffing in
which 40% of DSNs reported that time for study leave had been reduced, 45% that
funding was reduced and 40% that requests for study leave had been denied (70).
Since then the joint position statement issued by Diabetes UK and TREND-UK has
shown this has not improved, in 2013 a survey by TREND-UK of nurses attending
their conference found that 50% of nurses reported problems getting time to attend
training and 55% reported problems securing funding for training (112).

The successful integration of DSNs into advanced clinical care is in danger of being
undermined further by lack of commitment to support nurse engagement in research.
One-third of hospital DSNs and community DSNs are employed on short-term
contracts, funded by external sources. This lack of long-term job security may further
affect recruitment and retention of highly skilled specialist nurses. It may also

hamper the retention of skills in diabetes services when these contracts expire.

Access to high-quality integrated care at the right time by the right person for people
with diabetes is a central tenet of both ABCD and Diabetes UK and in the current
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economic climate (2011) it is essential that services are able to deliver high quality
care with fewer resources. DSNs have demonstrated their ability to deliver cost
effective care, as evidenced through a randomised controlled trial by Davies et al in

which DSNs reduced lengths of stays in hospitals potentially saving costs (31).

There is evidence that since 2000 there has been a fragmentation of services which
threatens the ability of the health service to provide high-quality integrated services.
In 2000, diabetes specialist services were characterised by cross-boundary working
of diabetes nurses. Since then, there has been significant splitting of services between
primary and secondary care settings. This is contrary to the concept of integrated
care, and the long-term effect it will have on the diabetes nursing profession and care

of people living with diabetes remains to be seen.

5.13.4 Limitations to the survey
There are a number of limitations to the survey. Overall the response rate was only

44% and therefore there is a possibility of responder bias. There are important
differences between this survey and the previous ABCD survey in 2000. In 2000, the
answers were completed by consultants answering on the nurses’ behalf and
therefore may not be directly comparable. Nevertheless, when the results of those
trusts that took part in both surveys were analysed separately (the comparable
hospitals), there was no change in the findings, suggesting that the results are
representative of services at both time points. A further limitation of the survey is
that questions were not asked about the competencies and qualifications required to
be a DSN.

In summary, the diabetes specialist role has expanded and developed to meet the
needs of the ever-growing diabetes population and government directives. There has
been considerable progress between 2000 and 2007. The lack of opportunity for
study leave and research opportunities is concerning. This, coupled with lack of
long-term job security, may affect the retention and recruitment of DSNs in future
years. It may also be that DSN training and education needs to be underpinned by a
formal training curriculum, as suggested in the 2000 survey. Fundamental changes
that have led to services developing separately in primary and secondary settings

may affect the continuity of care for people with diabetes.
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A number of recommendations follow the findings of the survey:

e In order to facilitate best practice in the care of people with diabetes, it is
essential that DSNs have protected access and funding to continual
professional development in the form of study leave and through participation
in research activities.

e The case-load of existing paediatric DSNs should be reduced to the levels
recommended by the Royal College of Nursing to improve care of children
and young people with diabetes.

e Inorder to promote and facilitate the ethos of integrated diabetes care, DSNs
should have the opportunity to meet regularly with their peers, whether
working in primary or secondary care.

e Lastly having developed a career structure for DSNS, it is vital this is enabled
through accurate job descriptions on which to base pay and that job security

is supported through permanent contracts.

To achieve this, a database for DSNs was proposed and developed by Diabetes UK
and this is explored in Chapter 6.
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DSN workforce survey 2009

6.1 Introduction

The aim of this study was to establish a database of DSNs working in the UK. It
sought to find out how many DSNs and nurse consultants were in post, their job
titles, where DSNs and nurse consultants worked, roles they carried out, their

qualifications, banding and whether they planned to retire in the next ten years.

These data when used in conjunction with the findings from the previous chapters,
and the Diabetes UK Commissioning Specialist Diabetes Services for Adults with
Diabetes, which recommends a minimum staffing level for diabetes population (79),
would help to predict service needs over the coming years and assist with workforce
planning. Whilst this survey covered similar areas to the previous survey, such as
locality of working and role, the aim of the survey was different. The previous
survey sought to describe in depth how the role of the DSN has evolved and how
locality of working has highlighted changes in service integration. This survey aimed
to build a national profile of the workforce and highlight potential areas of concern

such as retirement dates for succession planning.

6.2 Method

6.2.1 Role of the working group
e June James — Nurse Consultant, Leicester University Hospitals and Vice-
Chair Professional Advisory Council Diabetes UK.
e Ursula Anderson — Regional Programme Manager NHS Diabetes.

e Charlotte Gosden — Information Analyst, Policy Care & Improvement Team.

6.2.2 My role in the research process of this study
e Develop research questions, questionnaires, respondent lists, data analysis
protocols, reporting mechanisms.
e Manage the process of creating, formatting, writing questions and designing

forms.
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e Distribute questionnaires, data collection, data analysis, report writing and
assisting and writing journal articles.

e Hold and manage contact database and overall timeline.

e Manage outputs including reports, articles, website updates, presentations and
conference presentations.

e Co-ordinate meetings with the working groups, take minutes, distribute
minutes, organise meeting rooms and follow up on actions raised during
meetings.

e Present findings at national and international conferences.

e Distribute results through Diabetes UK and partner agencies to support policy
work and provide detailed information to support the lobbying function at
Diabetes UK. Act as the representative and information expert for Diabetes
UK to partners working groups such as NHS Diabetes, Department of Health,
Royal Colleges and Kings Fund to disseminate findings.

e Inform the results of the research to Diabetes UK membership via
newsletters, website and magazines, to other teams for press releases,

parliamentary questions and lobbying.

6.2.3 Setting
All diabetes specialist services across the UK including; adult, paediatric, acute and

primary care locations.

6.2.4 Study participants
The aim of this survey was to reach as many individual DSNs and Nurse
Consultants, whether employed within a hospital or by a community primary care

trust, general practitioner or the pharmaceutical industry as possible.

| identified participants from the mailing list of the 2007 ABCD and Diabetes UK
DSN survey, the membership databases of Diabetes UK, the DISN Group and the
Directory of Diabetes Care 2009 (32). June James and | also approached other
sources where lists of nurses operating as DSNs could be readily obtained. These
included pharmaceutical companies, primary care trusts, newly formed GP
commissioning groups and privately employed DSNs within the Ashfield group (a
contract services organisation). The Royal College of Paediatric and Child Health

database of paediatric units was also used, as this survey aimed to include paediatric
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DSNs unlike the main DSN survey which was aimed at adult services only. The
questionnaire was also advertised on the Diabetes UK and NHS Diabetes websites
and promoted in the Journal of Diabetes Nursing.

6.2.5 Survey development

6.2.5.1 Aim of the survey

Following issues raised from the DSN survey, Diabetes UK collaborated with NHS
Diabetes to carry out an additional questionnaire to elicit further information relating
to the DSN workforce. The aim was to establish a database of DSNs working in the
UK to help predict manpower needs over time. This would assist in the role of the
DSN workforce planning by identifying how many DSNs were working in the UK,
their work setting, roles being carried out, qualifications gained and band level

awarded.

6.2.5.2 Special issues: brief background

Previous surveys carried out by Diabetes UK and ABCD had identified a wide
variation in nurse qualifications required and grading of DSNs with regional
variation. DSNs were shown to have taken on more complex aspects of clinical care
and education previously carried out by doctors. However, the fragmentation of
services was also notable with fewer nurses working across both primary and

specialist settings.

There were a large number of DSNs who were on short-term externally funded
contracts and there was a lack of protected time and funding for continuing
professional development. Many trusts have one or more nurses who had attended a
nurse prescribing course, although prescribing was only carried out in less than half
of trusts. Few nurses had a formal role in research and some did not have a written
job description for the role of hospital DSN despite most nurses having been banded
for Agenda for Change (which requires a written job description on which to base a
decision for a band to be awarded). New roles were also identified, the nurse
consultant role providing nurses with opportunities for promotion into leadership and
research roles. The purpose behind establishing the database was to:

e Track employment trends, identify employments gaps and enable workforce

planning to be used to influence care.
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e To provide a picture of the nature of diabetes specialist nursing in the UK to
gain information to assess and plan services and to guide manpower planning
in the future through repetition of the survey.

e To identify workforce requirements, qualifications, vacancies and

frozen posts.

6.2.5.3 Topics

These included:
e number of DSNs and nurse consultants working in the UK
e job title
e post basic qualifications gained
e work setting
e years of experience
e band level awarded
e diabetes role (for example, adults, research, paediatric)
e expected retirement date
e hours worked in diabetes
e appointment type

e presence of a clinical lead

6.2.5.4 Structure of the survey
This questionnaire consisted of 12 closed questions to collect quantitative

information (Appendix E).

6.2.6 Pilots

The questionnaire was piloted with eight participants. These included consultant
nurses for diabetes, DSNs and Community DSNs from specialist and primary care
settings identified from Diabetes UK membership, TREND-UK® membership and
2009 Directory of Diabetes Care.

6.2.7 Distribution of the questionnaires

| posted paper copies but where requested, | emailed the questionnaire as an attached

word document.

! TREND UK ( Training, Research and Education for Nurses in Diabetes)
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6.2.8 Timeline

| posted paper copies of the DSN workforce survey to 2216 DSNs on 1°* September
2009, with a reminder in November. Data collection was continued until December
2009 with questionnaire being either emailed or sent as hard copies in the post. DSNs
were encouraged to share copies of the questionnaire with as many colleagues as

possible.

6.2.9 Data management and data cleaning

6.2.9.1 Data analysis
The data were analysed using Excel and SPSS (version 16) using both parametric
and non-parametric tests according to the distribution of the data in a similar method

as described more fully in the consultant survey.

6.3 Results

Of the 1363 questionnaires sent out, 838 responses were received giving a response
rate of 61% across the UK. 700 were received from England, 28 from Northern
Ireland, 60 from Scotland and 45 from Wales, there were five responses with no

information about nationality.

6.3.1 Job titles
The proliferation of job titles in diabetes nursing which has been identified in the last

ten years (113) was also apparent in these findings. 238 separate job titles were given
from 788 respondents representing the role of DSN. To simplify this, the titles were
grouped into the categories shown in Table 6-1. This diversity may reflect the fact
that there has been no national guidance to provide consistent role description to

support the development of the role of the DSN.
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Table 6-1

Diversity of job titles

Count Percentage

(n=788)
Nurse Consultant 18 2
DSN 600 76
Dual role 22 3
Education 2 0.3
Facilitator 5 0.6
Paediatric DSN 128 16
Research nurse 13 2

6.3.2 Qualifications

All new in-post specialist nurses are now required to have, or be working towards, a

degree-level qualification to fulfil the national job profile for band 6 specialist

nursing, and senior DSNs should be working towards a masters degree level

qualification for the advanced nurse job profile (114). Most respondents (793) had

gained a diabetes diploma or certificate and just over half had studied for ad hoc

degree modules (Table 6-2). However, 5% respondents either missed the question

out entirely or did not have any post-basic qualifications. As respondents could tick

more than one option, the total exceeds 100%.
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Table 6-2

Post-basic qualifications gained

Count Percentage

(n=793)
Diabetes diploma/ certificate 587 74
Diabetes related degree 138 17
Diabetes related masters 65 8
Ad hoc modules degree 424 54
Ad hoc modules masters 145 18
Diabetes counselling course 126 16
Non medical prescribing 320 40
PhD completed or undertaking 11 1
General degree 80 10
Teaching 34 4
Other 51 6
None 5

6.3.3 Work settings

Since the ABCD survey in 2000, there has been a shift in the delivery of diabetes

care closer to home, which has affected the settings in which DSNs operate. Nearly

half of respondents worked in a hospital setting (Table 6-3) but less than a third

worked across both hospital and community settings.
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Table 6-3

Work setting

Count Percentage

(n=830)
Hospital 388 47
Hospital and community 233 28
Hospital, community and other 8 1
Hospital and other 7 0.8
Community 182 22
Community and other 7 0.8
Other 5 0.6

6.3.4 Diabetes experience and employment
In order to meet the definition of a DSN, DSNs must work entirely in diabetes care

with adults, children or both. Almost two thirds (57%, n=836) of DSNs worked
solely in diabetes (37.5 hours per week) with hours worked ranging from 5.25 to 37.5

hours.

Figure 23 identified that their roles encompassed a variety of patient groups and

functions. In their DSN role, three quarters had a general adult component (76%,

n=810) and nearly half had a diabetes inpatient function (41%) as part of their remit.

It was disappointing that so few nurses were involved in research activities when it
had been stated by Castledine (30) in his definition of a DSN that this should be

encompassed in the DSN role.
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Figure 23 Roles undertaken by DSNs
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Other roles undertaken included specialist midwives, education, management,

endocrinology, maturity onset diabetes of the young (Figure 23).

DSNs may be employed by a range of employers, on different contracts and with
different expectations by the employer. 96% (n=810) were employed by the NHS,
0.7% by universities, 0.7% by pharmaceutical companies and 1% by ‘other’

organisations.
DSNs should be registered nurses and have a minimum of three years’ practice. On
average, nurses had 10 years’ experience working as a DSN (n=813) and most had

11 years or more experience (Figure 24).

Figure 24 Years of experience as a DSN
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The previous chapter identified that one in five trusts did not have written job

descriptions for the role of DSNs, despite most nurses having been banded according

to the new pay structure set out by Agenda for Change (115). Nearly all DSNs were

banded (89%) either 6 or 7 (n=811), the median was band 7 (Figure 25), which is a

senior specialist nurse.

Figure 25 Bands awarded to DSNs
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49% (n=799) of DSNs were top of their band, and 445 (n=693) were expecting to
retire within the next ten years (Table 6-4) which has serious implications for
succession planning to maintain these specialist skills and input into the

multidisciplinary team.

Table 6-4

Retirement dates

Count Percentage
2009 to 2014 97 14
2015 to 2020 207 30
2021 to 2025 146 21
2026 to 2030 131 19

DSNs should work within multidisciplinary teams with a consultant physician or a

paediatrician as clinical lead. In most services this was the case with 89% (n=819) of

DSNs reporting that they had a clinical lead for their service. Of those, 85% said th

1
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was a consultant (Figure 26, n=715) and in a small number by a nurse, or a GPwSI,

‘other” included a co-ordinator, dietitian, doctor, education lead or services manager.

Figure 26 Clinical lead for the service
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6.4 Discussion

The aim of this study was to establish a register of DSNs working in the UK to help
predict manpower, services needs over time and assist with workforce planning. The
study was designed to be repeated annually to build up an increasingly accurate
national and local picture of the DSN workforce. This was to ensure that over time
there will be appropriately trained individuals to deliver the increasingly complex
care needed for the rising population of people with diabetes in a rapidly changing
healthcare environment. It was hoped it would provide evidence to allow clear
recommendations for the level of provision to guide providers and commissioners
designing diabetes services. In 2010 the study was repeated by Diabetes UK and
NHS Diabetes, with a focus on changes in skills and experience of DSNs, vacant
posts, where DSNs work and a more detailed focus on what they undertook in their
role (116). These findings are not presented here as the | was not involved in the

SUrvey process.

In 2010 the issue of numerous job titles continued as the latest workforce survey
identified 167 different job titles from 587 respondents, 80% of which were DSN or
a variant and 1.5% Nurse Consultant. This showed there had been no reduction in the
proportional number of differing job titles provided by respondents from 2009. This

could lead to confusion as to role function as described by Da Costa (113) which
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may ultimately negatively affect the role progression of DSNs. Standardised job
descriptions and job titles should help to resolve this lack of clarity. Yet despite a
wealth of guidance from sources such as Skills for Health Competency Frameworks
and the NHS Diabetes Commissioning guides which aimed to provide toolkits to
standardise commissioning processes and practice for delivery of diabetes specialist
services, this does not appear to have improved. Also people with diabetes receive
support and care for their condition by nurses in healthcare settings outside of
general hospital settings and community clinics, such as hospices, prisons, residential
homes and other health care settings. Therefore with such a variety of different
employers, a clear definition of the DSN role with standard job titles could reduce
the risk of confusion as to who is competent to deliver different aspects and levels of
complexity of care to people with diabetes. This would help to ensure that all people

with diabetes are seen by the right person at the right time.

The findings presented here show that DSNs are involved in a number of different
roles, including general adults or paediatrics, although involvement in research is still
disappointingly low despite this being a key feature of the specialist role and function
of the nurse consultant role in particular. This demonstrates the multi-faceted nature
of the DSN role. It is important that role diversity is recognised by those who have an
influence on service design so that all aspects are taken into account when reviewing

services.

These changes in the work setting and role of DSNs have been in response to the
increasing prevalence of diabetes and government directives, such as moving the
focus of care from specialist into primary care settings. The survey identified that
nurses were less likely to work across both primary and specialist settings, and that
the trend towards the fragmentation of work settings, has continued. In 2000, ABCD
reported that 89% of DSNs carried out work in both hospital and in the community
(35); however, by 2007, this had reduced by nearly half by 2007, when only 35% of
hospital DSNs employed by acute trusts and 44% of community DSNs employed by
the primary care provider worked in both hospital and community settings. This was
consistent with this survey where only 30% of DSNs worked across both hospital
and community or ‘other’ settings and the trend had continued in 2010 as only 22%
covered both community and hospital settings (116). This is concerning as it is

unknown what effect this will have on the care for people with diabetes. It also
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jeopardises opportunities for joint working, clinical support and sharing of

knowledge and skills, such as prescribing for DSNs, which are unique to the UK.

The 2000 ABCD survey found that there was a wide variation in nurse qualifications
achieved, grading of DSNs, and day-to-day roles performed (35). A suggestion was
put forward for a nationally coordinated approach to training involving a
standardised evaluated course for new entrants to the speciality with formal
opportunities for regular training updates and the establishment of a degree course
for DSNs with greater clarity in the grading structure of competency relating to tasks.
This has been taken up by the Agenda for Change (117) and Knowledge and Skills
Framework (118) in recent years, and the first edition of ‘An Integrated Career and
Competency Framework for Diabetes Nursing’, was published in 2005, which was a
competency framework developed by nurses for nurses (119). This has since been
updated by TREND UK who published a second edition in 2010 (38). It was
encouraging therefore to find that most DSNs were qualified to the minimum level
required of DSNs, and that only 5% did not have further qualifications, or did not
respond to the question which was an improvement since 2000 (35). This can be seen
as a success of these new directives which state that DSNs should either have or be
working towards a degree or masters degree. Nearly half of the DSNs surveyed also
had a qualification in prescribing, however, there was not enough information
available in this survey to explore further the issue identified in the previous chapter,

whereby many were not able to implement their prescribing skills (120).

Alarmingly, these data show that nearly half of respondents are expecting to retire in
the next ten years. This has important implications for succession planning to ensure
there are sufficient numbers of DSNs to meet the needs of an increasing diabetes
population and ensure they receive high quality care. This finding was supported by
the survey in 2010 and later by the Joint Position of Diabetes UK and TREND-UK in
2014 in which it was reported that 48% were due to retire in the next 10 years (112).
In addition, as nearly half of respondents reported that they are at the top of their
band, and over half in 2010 (54% of all respondents), there is a need to ensure that a

career pathway exists to support progression.

Of further concern was that nearly one in ten DSNs did not have the appropriate

clinical leadership for their service, which suggests they are working without access
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to specialist clinical support. This may lead to inconsistencies in knowledge and
skills and eventually to unacceptable variation in the competencies of DSNs which
could impact adversely on the care of people with diabetes. This trend had not
improved in the subsequent survey as 11% reported that there was no clinical lead
for the service and there was a significant decrease in consultant leadership and a
considerable increase in nurse leadership. This may be a result of cuts in resources in
the acute setting and may also be a possible direct result of a shift of diabetes care

into the community.

The joint Diabetes UK and TREND-UK position statement in 2014 has demonstrated
that levels of diabetes specialist nurses have been allowed to stagnate at a time of
increasing prevalence, that DSNs have less contact with people with diabetes and
their skill levels are under threat due to lack of training time and resources. These
organisations are calling on commissioners to recognise the importance of DSNs
when designing a cost effective diabetes service and to support adequate workforce
planning to ensure that in 2025 when it is estimated five million people will be living

with diabetes, will have access to appropriately skilled and qualified nurses.

There were a number of limitations to the study. It was difficult to determine an
accurate number of DSNs to whom to send the questionnaire as there were no readily
available lists of DSNs employed by pharmaceutical companies, GPs or primary care
commissioning groups. To reach as many DSNs as possible, the survey was
promoted via the Journal of Diabetes Nursing, NHS Diabetes and Diabetes UK
websites and other appropriate organizations. However, it cannot be certain that all
DSNs in the four UK nations were given the opportunity to take part. Also, given
that people change jobs and change names through marriage, some questionnaires
may not have reached the intended person.

This study has provided useful information on DSN and nurse consultant roles,
qualifications and banding. The establishment of an accurate database of DSNs will
help to ensure that the workforce is appropriate for the needs of people with diabetes
and that plans can be made to ensure that it remains or becomes so. As has been
discussed, the survey was repeated in 2010 and can also be extended in future years
to highlight the level of provision, time available and funding for study leave and

opportunities to take part in research. It has also provided a starting point for
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mapping the progression and development of a key part of the workforce available to
diabetes services. Additional research is required to gather information to map
available competencies to the qualifications and role of DSNs if required.
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Paediatric diabetes services

7.1 Introduction

At the time of the survey (2007), the incidence of type 1 diabetes had doubled in the
previous ten years with the most marked increase in younger children (121). The
management of children and young people had become more complex to avoid the
long-term complications of diabetes and maintain a good quality of life. Findings
from National Diabetes Audit data (2007 to 2008) suggested that diabetes control
was consistently poor throughout the UK (122). Since 1988, there have been four
surveys of UK paediatric and adolescent diabetes services (62; 123-125) ; while
these have shown improvements in service provision, gaps still remained in
psychological services, numbers of paediatric staff and transition to adult services
(62). Since then, the National Institute for Health and Clinical Excellence (NICE) (4)
and the Scottish Intercollegiate Guidelines Network (SIGN) (126) guidelines for
standards of diabetes care for children have been published. This fifth national

survey was carried out to assess services against these criteria.

7.2 Methods

7.2.1 Role of the working group
e Julie Edge, Consultant in Paediatric Diabetes and Head of Oxford
Postgraduate School of Paediatrics, Oxford, UK

e Krystna Matyka — Senior Lecturer in Paediatrics, Warwick Medical School
e Charlotte Gosden — Information Analyst, Policy Care & Improvement Team

7.2.2 My role in the research process in this study

e Develop research questions, questionnaires, respondent lists, data analysis
protocols, reporting mechanisms.

e Manage the process of creating, formatting, writing questions and designing
forms.

¢ Distribute questionnaires, data collection, data analysis, report writing and
assisting and writing journal articles.

¢ Hold and manage contact database and overall timeline.

e Manage outputs including reports, articles, website updates, presentations and

conference presentations.
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e Co-ordinate meetings with the working groups, take minutes, distribute
minutes, organise meeting rooms and follow up on actions raised during
meetings.

e Present findings at national conferences.

e Distribute results through Diabetes UK and partner agencies to support policy
work and provide detailed information to support the lobbying function at
Diabetes UK. Act as the representative and information expert for Diabetes
UK to partners working groups such as NHS Diabetes, Department of Health,
Royal Colleges and Kings Fund to disseminate findings.

e Inform the results of the research to Diabetes UK membership via
newsletters, website and magazines, to other teams for press releases,

parliamentary questions and lobbying.

7.2.3 Setting

All UK diabetes paediatric and adolescent services.

7.2.4 Study participants

| identified services through the ABCD membership, the British Society of Paediatric
Endocrinologists and Diabetologists, National Diabetes Paediatric Audit, Diabetes
UK and the Directory of Diabetes Care 2008. The lead consultant from all UK
paediatric and adolescent services (n=205) was invited by email to complete the

survey.

7.2.5 Survey development

7.2.5.1 Aim of the survey

The aim of this survey was to review the provision of paediatric and adolescent
diabetes services and to find out if services had improved since the previous survey
in 2002. It also aimed to determine whether services were meeting guidelines and

national service framework standards.
7.2.5.2 Special issues: brief background

Since 1988 there have been four surveys of paediatric and adolescent services in the
UK. The paediatric working group built on the expertise of previous paediatric
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surveys by using the year 2002 questionnaire as a starting point to ensure that there

were some comparable questions.

7.2.5.3 Topics
These included:
e workforce
e diagnosis and initial management
e management from diagnosis
e 0n-going management and education
e insulin regimens
e monitoring glycaemic control
e screening for complications and associated conditions
e psychological support
e continuity of care
e transfer from paediatric
e transitioning to adult services

e management at school

7.2.5.4 Structure of the survey

The structure of the survey was guided by the recent National Institute for Health and
Clinical Excellence guidance (4) in order to measure services performance against
these standards. There were 72 questions including both open and closed questions
(Appendix F).

Where there was more than one geographical location of clinics per service,

respondents were invited to provide separate answers per clinic to certain questions.

7.2.6 Pilots

The questionnaire was piloted with six participants including consultant paediatric
diabetologists and paediatricians with a special interest in diabetes. The pilots were
conducted in a manner comparable to the consultant survey (Table 7-1).
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Table 7-1

Number of participants for each survey and who participated

Survey Number of Who participated?

participants

Paediatric 6 | Consultant paediatric diabetologists
Paediatricians with a special interest in
diabetes

7.2.7 Timeline

| emailed all UK paediatric and adolescent services (n=205) via the Opinion-taker
website, and where emails were undelivered, | sent postal copies instead. | emailed
or posted a second questionnaire after one month followed by a telephone reminder.
Data were collected between April 2008 and December 2008.

7.2.8 Data management and data cleaning

7.2.8.1 Data analysis
The data were analysed using Excel and SPSS (version 16) using both parametric
and non-parametric tests according to the distribution of the data in a similar method

as described more fully in the consultant survey.

7.2.8.2 Pre-specified sub-group analysis

It was recognised that some clinical services would operate from more than one
clinic in different geographical locations. Therefore some questions would relate to
the service as a whole and some would relate to individual clinic provision to capture
all relevant data. In the main the results to the survey were presented by service,

except those where responses by clinic were invited.

A sub-analysis of those respondents who answered all questions relating to all the
recommendations was also included and used to track changes from previous

SUrveys.

7.3 Results

63% of services responded (123 out of 205) involving 220 clinics. Responses were
received on behalf of 196 paediatric consultants caring for a total of 17,071 children
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and young people, 3,350 were aged 16 and over (median=25 children and young
people; range 3 to 201) and 13,721 were aged 15 and under (median=100 children
and young people; range 7 to 519). Slightly more children and young people were
captured in 2002, 18,500 (15,400 under 16 years) when 187 consultants responded.

50% of services operated from more than one location which has implications for

staff and clinic management.

7.3.1 Workforce

Most services were led by consultant paediatricians with an interest in diabetes, 9%
were paediatric diabetologists or endocrinologists, only 2% of services were staffed
by general paediatricians (11%, 2002, p=0.004) (Figure 27).

Figure 27 Clinicians who lead the paediatric service
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58% (n=125) of services were run by one consultant (median=1; range 1 to 4). 68%
of consultants dedicated between one and two programmed activities (4 hour
sessions) to diabetes per week (Figure 28) but 7% spent over half their working week

devoted to diabetes.
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Figure 28 Programmed activities dedicated to paediatric diabetes by consultant per week
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In line with NICE guidance, most clinics (94%, n=208) were attended by a Paediatric
DSN (median=1). This was an improvement from 2002, where most clinics were
attended by a DSN (98%, p=0.03 n=168), albeit that most had receiving training in
paediatrics (132/161 said yes, 2002). 88% of services, who had a paediatric DSN,
these worked solely in paediatrics (53%, 2002). 76% had no support from adult-
trained DSNs. 72% of paediatric DSNs worked across hospital and community
settings (91%, 2002, p<0.000).

Nursing caseloads had decreased from one nurse to 147 patients in 2002 to 1:92
(median) in 2008. 17% of services said they were meeting the Royal College of

Nursing target of 1 paediatric DSN to 70 children and young people.

NICE stipulate that paediatric diabetes clinics should be attended by a paediatric
dietitian with diabetes expertise. 93% of clinics offered children and young people
appropriate dietetic support to help optimise body weight and glycaemic control
(87% of clinics reported that a dietitian regularly attended clinics, 2002) and offered

on average 2.6 hours per year to each child.

In order to ensure a succession of consultants and to encourage junior doctors to
choose diabetes as a sub-speciality, 55% (n=123) of services provided diabetes
training for junior doctors. 4% reported that trainees spent no time attending the
diabetes service (median=10% of trainee time spent in diabetes, range 0 to 100%).
60% had trainees who spent 10% or less of their time in outpatients, where the

majority of children with diabetes are seen (Figure 29).

206



Figure 29 Percentage of time spent by trainee paediatric doctors in the paediatric diabetes
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Respondents were invited to comment on workforce issues within the service,
comments described pressure on staff with increasing numbers of children and young

people, or a lack of dietitian time or psychological support, for example:

Comments from respondents:
‘Have 0.5 dietitian for whole service, diabetes is always the service that seems to
have to make do, when other services are protected despite having the largest

number of patients’.

‘Currently service under pressure because of an increase in the number of patients,

paediatric DSN vacancy not filled and paediatric DSN sickness .

‘We have experienced an explosion in numbers of patients; simultaneously we are
providing more complex insulin regimes. This has resulted in a severe shortfall in
staffing. We need to at least double medical, nursing, psychology and dietetic staffing

levels to provide an adequate service .

‘We need much more diabetes nurse time and dietitian and more clinics. Also like

everyone | suspect dedicated psychological support as integral part of the service .

‘Difficult to get recognition of the need for a psychological member of the team.

Woefully inadequate dietetics, not enough medical or nursing time .
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7.3.2 Guidelines

It is essential that services have protocols in place to ensure timely support and
information is provided to staff and patients as early intervention and awareness is
critical for children and young people. Most services had local protocols in place for
children and young people with diabetes to support diabetic ketoacidosis,
hypoglycaemia, surgery and sick day rules (92%) (Figure30).

Figure 30 presence of guidelines
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7.3.3 Organisation of paediatric diabetes services

NICE guidance recommends that children with diabetes should be seen in a
designated paediatric diabetes clinic. 91% of children and young people were seen in
a paediatric diabetes service, 8% in a general paediatric clinic, that is, not seen in a
designated paediatric diabetes clinic (2%, 2002), and 0.8% in the general adult
diabetes service. Age-banded clinics are desirable to help both children and young
people feel at ease and for staff to structure and deliver appropriate clinical sessions
but these had reduced from 71% in 2002 to 44% in 2007 (p<0.000).

Most services (95%) kept a register of patient data to ensure that all children and
young people were followed up and monitored, as well as for contributions to local
and national data gathering, performance analysis and appropriate care: 66% kept
this electronically, 25% on paper, 4% had both and 6% had none (2002, 95% had a
register of which 75% was electronic). 68% (n=117) of services contributed to the
National Paediatric Diabetes Audit in 2006 (2002 in 75%).
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7.3.4 Initial management of diabetes

Although NICE recommends that children with newly diagnosed diabetes are
managed at home, only 26% of services offered this option and 68% of services
managed all children as inpatients (other, 6%, further detail of what this entailed was
not asked in the survey). 31% of services reported that children and young people
and their families were involved in making decisions about care provided by the
diabetes team through a written care plan, 65% involved children and young people
but not a written plan, in 5% of services children and young people were not
involved. Only 44% of services offered 24 hour access to advice from the diabetes

team.

7.3.5 Ongoing management

7.3.5.1 Education

In keeping with NICE guidance, 95% of services reported that they offered children
and young people timely and ongoing opportunities to access information about the
development and management and effects of type 1 diabetes (in 2002: 71% have a
written education curriculum for children and families). 70% offered a structured
education programme for those newly diagnosed with type 1 diabetes. To young
people who drink alcohol, 50% of services offered an alcohol education programme,
99% advised young people to eat food containing carbohydrate before and after

drinking and 98% advised to monitor blood glucose levels regularly.

98% informed children and young people about general health problems associated
with smoking and 51% offered children and young people smoking cessation
programmes if appropriate. 87% of services advised about driving and 78% give

contraceptive advice.

7.3.5.2 Insulin regimens

There were a plethora of different insulin regimens available which could be tailored
to suit the individual needs of children and young people with diabetes. 94% of
services offered support with intensive insulin regimens and 78% offered continuous
subcutaneous insulin infusion (CSII) (Figure 31). Pump therapy gives children and
young people flexibility to manage their diabetes to suit their lifestyle and reduce the

need for injections. 78% of the services who offered CSII had a trained specialist
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team available to initiate insulin pump therapy. The median number of children and
young people using insulin pump therapy per service was 5 (range, 0 to 69); 6% of
clinics who had pump facilities had no children and young people on pumps.

Figure 31 Insulin regimens supported by the clinic
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7.3.5.3 Monitoring glycaemic control

In type 1 diabetes, monitoring glycaemic control is essential to tailoring the insulin
regimen and lifestyle of the individual and to minimise the long term impact of
diabetes complications. The median annual Haemoglobin Alc (HbA..), reported by
services for children and young people under 16 years was 8.6% (70mmaol/mol)
(range, 7.7 t0 9.7%; 61 to 83 mmol/mol). Most services (97%) inform children and
young people that the target for long term glycaemic control is an HbA;. of less than
7.5% (58 mmol/ mol).

Services take a more flexible approach to younger children and reported aiming for a

mean of 7.8% (62 mmol/mol) for 0 to 5 year olds, 7.6% (60 mmol/mol) for 6 to 11
year olds and 7.5% (58 mmol/mol ) for young people 12 years or older (Table 7-2).
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Table 7-2

Target HbA;. for children and young people

0-5yrs HbA,. target | 6-11 HbA;. target 12 and older HbA;,

(n=115) (n=118) target

(n=117)
Mean 7.8 7.6 7.5
62 mmol/mol 60 mmol/mol 58 mmol/mol
Median 7.5 7.5 7.5
58 mmol/mol 58 mmol/mol 58 mmol/mol
Range 6.5t09 6.5t08.5 6.5t09
48-75 mmol/ mol 48-69 mmol/mol 48-75 mmol/ mol

75% of services always ensured that HbA;; measurements were available at every
outpatient clinic (86% of clinics, 2002, p=0.02) as per NICE guidance. 85% of

children and young people with HbA;. levels consistently above 9.5% (80mmol/mol)

were offered additional support.

Type 1 diabetes relies upon the measurement of blood glucose by the children and

young people with diabetes to monitor to determine insulin injection in relation to

eating. Services vary the recommendations about frequency of glucose testing

according to the insulin regimen (Table 7-3).

Table 7-3

Recommendation by service for the frequency of blood glucose testing by

insulin regimen (n=129)

Testing for twice | Testing for three| Testing for Testing for
a day injections times a day multiple continuous sub
Percentage injections daily insulin infusion
Percentage injections Percentage
Percentage
2-3 times 41 21 5 4
3-4 times 53 66 47 16
>4 times 6 12 48 80
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74% of services followed NICE guidance for optimal targets for short term

glycaemic control (pre-prandial 4.8mmol/L and post-prandial less than 10 mmol/L)

for 0 to 5 year olds, 90% for 6 to 11 year olds and 91% for those 12 years and older.

72% of services reported that children and young people had access to continuous

glucose monitoring systems for persistent hypoglycaemia unawareness, repeated

hypoglycaemia or hyperglycaemia.

7.3.5.4 Complications and associated complications

Services offered screening for diabetes related complications and associated

conditions (Table 7-4) as per NICE guidance, however, this survey did not examine

the patient uptake of this screening as this is recorded within the national audit (122).

Table 7-4

Services offering screening for complications and associated complications

NICE recommended screening Services 2002
offering Percentage
screening
2008
Percentage
(n=129)
Coeliac disease at diagnosis 94
Coeliac disease every 3 yrs until transfer 89 69 annually
Thyroid disease at diagnosis 97
Thyroid annually after diagnosis 88 83 annually
Retinopathy annually from 12 years 100 80
Microalbuminuria annually from 12 years 99 83
Blood pressure annually from 12 years 98 38 at every visit —

annual figure not

reported

66% offered children and young people an annual podiatric examination and 92%

inspected injection sites at each clinic visit. 85% of services had access to the

national retinal screening programme for all young people over 12 years old and the

average uptake for services was 87%. Where the programme was available,

screening was carried out by either retinal photography (n=8), non dilated
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fundoscopy (n=2), dilated fundoscopy by a paediatrician (n=2) or dilated fundoscopy
by an ophthalmologist (n=7). High levels of uptake were achieved due to a number
of different factors, for example, having a service that was easily available, in both
primary care and outpatient clinics or as part of the annual review and also held at
convenient times. Education at the time of diagnosis and regular reminders from
healthcare professionals stressing the importance of screening and on what
complications may arise, giving encouragement to young people to attend from both
healthcare professionals and parents. Screening being supported by good
communication across teams, such as sending details regularly every six months
about the child or young person to the retinopathy service, having an efficient
administration service including good liaison between the diabetic team and
ophthalmologist about those children and young people who have not attended
screening. Finally timely referrals to ophthalmology and regular assessment of the

performance of the screening programme.

7.3.5.5 Psychological support

The previous four surveys had demonstrated that access to psychological services
had historically been poor. The current survey demonstrated that only 21% of clinics
had a professional with specific psychological training working as an integrated
member of the diabetes team. 20% of respondents reported that a psychologist and
2% that a psychiatrist regularly attended the children’s diabetes clinic in 2002. The
median whole time equivalent (WTE) available to these clinics was 0.2 (range, 0.02
to 2). Where there was no dedicated psychological professional, referrals could be
made to clinical psychologists, psychiatrists, counsellors and others (Table 7-5).
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Table 7-5

Healthcare professionals to whom referrals could be made

Referrals Referrals
2008 2002
Percentage Percentage
(n=95)

Clinical psychologist (p=0.005) 73 87
Psychiatrist 40 90
Counsellor 16 18
Social worker 14 18
Nurse therapist 10 49
Family therapist 10
Psychotherapist 6
Health psychologist 1

Appointment waiting times ranged from 0 to 40 weeks with the median being 10

weeks (1 week to 18 months, 2002). Most services would refer children and young

people with issues with eating disorders, depression and suicidal thoughts, for

psychological support (Table 7-6).
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Table 7-6

Issues services would refer for psychological support

Yes No Would do
Percentage | Percentage | if service
available
Percentage

Problems with self-management (n=120) 57 14 29
Recurrent diabetic ketoacidosis (n=118) 61 16 23
Low body mass index (n=112) 39 38 22
Eating disorders (bingeing, bulimia, 87 4 9
anorexia) (n=119)
Disordered eating (e.g. skipping meals) 35 37 28
(n=116)
Morbid obesity (n=113) 38 33 29
Depression (n=121) 86 3 11
Needle phobia (n=117) 67 13 21
Anxiety (n=119) 65 12 24
Drug and alcohol problems (n=118) 56 21 23
Psychotic illnesses (n=118) 79 12 9
Psychosexual problems (n=107) 58 24 18
Domestic violence and sexual abuse 58 26 16
(n=113)
Suicidal patients and self harm (n=119) 88 4 8
Family difficulties (n=119) 69 7 24
Communication problems with the 58 13 29
family/team (n=119)
Access to neuro-psychological assessments 21 39 41

for children and young people with type 1
diabetes who had frequent hypos and/or

recurrent seizures (n=122)

10% of services reported that they had a psycho-educational programme (e.g. one

that is structured, group based, and covers all aspects of diabetes care and

management in relation to the family).
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Respondents were asked for their views and comments regarding the provision of
psychological support and care for children and young people. These ranged from the
support provided by paediatric DSNs, the benefit of national guidance to support
funding requests, the roles played by other professionals such as social workers and

play workers and the impact of lack of funding:

Comments from respondents:
‘Difficulty getting children seen by psychology even though we don't refer all
children who would clearly benefit from their input. Much of paediatric DSN time is

spent on social work duties, limited input from social services.’

‘We would very much appreciate stricter guidance for psychological support to help

our case with funding.’

‘We have had a social worker attached to the clinic who has been very helpful in
dealing with some of the psychological problems etc. We also now have a play

worker who is adept at dealing with problems such as needle phobia.’

‘Integrated psychological support withdrawn due to local funding reallocation.’

‘We have excellent psychology support and time to appointment depends on the
problem. Some of the problems listed would warrant referral to child and adolescent

psychiatrist based on local protocols.’

7.3.6 Continuity of care

To support children and young people living with the condition, 96% of services
gave information and contact details of local diabetes support groups and
organisations and 97% of services advised on how to obtain information about

disability benefits.

Some services ran local ‘fun days’ or arrange holidays for children and young people
with diabetes. 51% provided fun days, 31% organised weekend camps and 10%
arranged a week away. Services in Northern Ireland (50%) were more likely to
arrange weeks away compared to the other nations (England 10%, Wales 0% and
Scotland 0%; p=0.03).
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7.3.7 Transition from paediatric to adult services

Transition was identified as an area requiring improvement by previous surveys and

NICE guidance describes that service users should experience a smooth transition

from paediatric to adult services, organised in partnership with each individual. 76%

of clinics had specific local protocols to transfer young people from paediatric to
adult services (84%, 2002). 80% of clinics felt that young people with type 1 were
given sufficient time to familiarise themselves with the practicalities of transition

from paediatric to adult services. A variety of models of transition were reported

with services often using more than one model (Table 7-7).

Table 7-7

Models of transfer used by clinics

Percentage of clinics

(n=164)

Repeated joint clinic with adult colleague, then gradual

transfer °!
One-off joint clinic with adult colleague, then transfer 20
Adult diabetologist in paediatric clinic, then transfer 9
Paediatrician attends adult clinic with patient for handover 9
Paediatrician runs separate transition clinic in adult diabetes

centre H
Transfer only between consultants by letter 21
Adult nurses meet patient before transfer 27
Transfer to GP care only 0
Clinic Other 1

Transfer started at 16 years (median; range, 11 to 18 years) ending at 18 years (range,

14 to 25 years). In 2002, transfer took place between 11 and 25 (mean 17).

7.3.8 Managing diabetes in schools

As children spend one third of their waking hours within school, it is essential that

they are well supported by school staff to ensure their well-being. All services

reported that the diabetes team liaised regularly with school staff to offer diabetes

education and information.
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Both primary (Figure 32) and secondary schools (Figure 33) experienced difficulties

in arranging for children and young people to do their own blood glucose testing and

administer their own insulin injections. 38% of services found it difficult or very

difficult to arrange for children to do their own injections and 16% to do their own

blood glucose testing in primary school.

Figure 32 Arranging for children to do their own testing and injections whilst at primary school
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Figure 33 Arranging for children to do their own testing and injections whilst at secondary

school
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36% had found it difficult or very difficult to arrange for someone at primary school

to carry out blood glucose monitoring and 66% found it difficult or very difficult to

find someone to administer insulin (Figure 34).
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Figure 34 Arranging for an adult to carry out blood glucose testing and to perform insulin

injections in primary schools
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When a child was not able to inject themselves 83% services reported that it was
their parent who provided this support in school when necessary, 33% said the
teacher, 22% a first aider, 18% the school nurse and 18% another relative and 43%

other school staff.

Services commented that there was huge variation between schools in how diabetes
was managed and supported. Successful support depended on having time for
planning, education and information. In some instances a child’s insulin regimen had
been changed to fit in with school timetables. Others reported there were no private
areas in which to administer insulin and services were aware of the school’s fears in
terms of health and safety and liability. Services felt that this situation would benefit

from more guidance and national leadership.

Services provided comments on the issues that have arisen concerning managing

diabetes for children and young people whilst at school:

‘If no one available it usually just does not happen’ (insulin administration).

‘Injections at school have taken a lot of planning but now in general works well.’

‘It has become easier to ask primary schools to take on diabetic care within schools

when information and education take place well in advance of asking them to do

anything.’
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7.3.9 Meeting the recommendations

In the previous surveys, services had been measured against a core set of
recommendations developed by the British Diabetic Association (now Diabetes UK)
in 1998. Since then, NICE and SIGN recommendations have been published,
however, most of the old recommendations were still in line with the NICE criteria
except for recommendation 3 and 10. Findings from respondents to both 2002 and
2008 (85 services covering 150 clinics) showed that improvements had been made in

eight out of the ten recommendations (Table 7-8).
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Table 7-8

Services meeting NICE recommendations

Recommendations

1998
Percentage

2002
(80 clinics)
Percentage

2008

(85 services)

Percentage

Children with diabetes should be seen
in a designated paediatric diabetes
clinic

91

98

91

Clinics should be supported and
attended by a paediatric DSN

75

98

99

In districts with fewer than 70 children
with diabetes under the age of 16
years, all should be under the care of a
single designated consultant
paediatrician clinic of more than 40
patients

74

94

100

Children with diabetes should be
under the care of consultants with a
special interest in and training in
diabetes

78

88

100

Current HbA,. measurements should
be made available for use and/or
discussion in outpatient clinics

88

86

92

(75% always
and 17%
sometimes)

Children with type 1 diabetes should
be offered microalbuminuria screening

66

83

100

Children with type 1 diabetes should
be offered retinopathy screening

87

80

100

Paediatric diabetes clinics should have
regular attendance of a paediatric
dietitian with diabetes expertise

65

68

97

Joint or combined hand-over clinic to
adult services: all young people with
diabetes should experience a smooth
transition of care from paediatric
diabetes to adult diabetes services.
The transition should be organised in
partnership and agree with each
individual.

78

48

91

10

Clinics/services should be supported
and attended by a paediatric DSN with
children and diabetes training and a
maximum caseload of 100 children per
nurse (full time equivalent)

53

39

61

Number of services meeting
recommendations

8 recommendations

58

55

79

9 recommendations

29

33

72

10 recommendations

12

48
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7.4 DISCUSSION
Overall paediatric services seemed to be improving across the UK, however, there

were wide variations geographically, and significant shortfalls in key areas such as
access to dietetics, transition and psychological support, which have remained static
for 14 years despite the emphasis placed on these areas in national guidance. It was
encouraging that the specialisation of clinicians has continued and nearly all services
were led by consultants with a special interest in diabetes. This, however, may be in
jeopardy within some services where very limited time was spent by junior doctors in
the diabetes speciality on training rotations. Another positive was the improvement

in the provision of specialist nursing care with the majority being paediatric nurses.

The process of transition remains problematic, as not all services had local protocols
for transitional care nor operated age-banded clinics despite data which suggest
children and young people prefer being seen in clinic with their peers

(127). A number of different methods of transition were used reflecting the lack of
robust data on the most successful methods of transfer (127). There were services
where transfer was arranged by letter only which is unlikely to prepare adolescents or

parents adequately for transition.

The difficult issue of diabetes care in schools described within this chapter was also
highlighted by a Diabetes UK survey | carried out (128) in which parents described
difficulties obtaining support from teaching staff within schools, in particular giving
insulin injections. Where children were not able to inject insulin themselves, it was
usually parents who provided this support. Parents described having to go in every
day to give injections or monitor blood glucose levels and having to be at the end of
the phone just in case the school needed to contact them. Pumps presented even more
problems for staff. A study, in which the I collaborated, of the perspective of primary
school teachers demonstrated concerns about being responsible for children with
diabetes in class, fears stemming from inexperience and lack of knowledge about the
condition. Teachers felt it imperative to keep policies and procedures formal and
clear for their own self-protection. Formal training was felt to be a key strategy to
validate the role of the teacher as ‘qualified carers’ along with better communication
with healthcare professionals and the child’s carers (129). As children spend up to a
third of their waking hours at school during term time they need support to manage

their diabetes in this environment if overall control is to be improved. Encouragingly,
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a set of stakeholder agreed guidelines was launched in 2013. These provided specific
guidance for all key parties on the roles and responsibilities in the day-to-day care of
children with diabetes developed in the East of England and have been adopted
throughout the county. There are plans to extend this work to create a ‘Diabetes
Charter Mark’ providing excellent encouragement to schools to attain accreditation
and give parents confidence in the care their children will receive in the school
environment (130).

Services felt they provided support through education and engagement with children
and young people through collaborative care planning and structured education. Most
services offered locally developed programmes as at the time there was no validated
educational programme available for children. Most offered a wide choice in insulin
regimen, although alarmingly not all those providing pump therapy, complied with
NICE by ensuring that all staff had received the necessary training. Given the
increasingly complex nature of diabetes management, it was also concerning that
fewer than half of services offered 24 hour access to advice from the diabetes care
team. Despite services offering screening for microvascular complications and
associated conditions, data from the National Diabetes Audit (NDA) at the time
recorded that only 60% of children and young people had their blood pressure
measured and 26% were screened for retinopathy (122). It was not possible to link
the survey data with NDA data so the reason for this discrepancy remains unclear.
Having electronic registers in services, which may have helped with data collection
and correlation between surveys, had not changed since 2002.

At the time of the survey and the lack of accurate registers, the total number of
children and young people with diabetes in the UK was unknown and consequently
the standards of care provided by individual services could not be compared or
contrasted. The predicted increase in the prevalence of diabetes in coming years, a
need to track children and young people year on year to monitor complication
development and changes within the individual and movements within and out of an
area all supported calls for the establishment of a national database. In 2009, the
Royal College of Paediatrics and Child Health, funded by NHS Diabetes, led a
project to establish for the first time, the total number of children and young people
with diabetes of any type, under the age of 18 years in England. A total of 22,783
children and young people were identified (131).
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This led the Chief Medical Officer, Sir Liam Donaldson, to say ‘children and young
people with diabetes should have access to the best clinical care that empowers them
to manage their condition on a day to day basis. This care should extend beyond
hospital settings, to ensure children and young people with diabetes can lead their
daily life at school and home in a way that is clinically optimal and personally and

psychologically right for them’ (131).

Following this, Diabetes UK in 2010 developed a Children’s Charter for Diabetes
(132) with the involvement of children and young people with diabetes, their families
and carers and healthcare professionals. The Charter stated what must happen to
ensure high quality care and achieve good physical and emotional wellbeing. This
vision of care included recommendations on how each statement within of the

Charter could be achieved.

Alongside this NHS Diabetes were working with healthcare professionals to
establish paediatric networks to bring together best practice, up-to-date guidance and
tools which aim to reduce variation in the quality of care across the UK. A set of 13
standards were drawn up and these were applied from April 2012 (133), many of
these standards supported the statements within the Children’s Charter (Table 7-9).
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Table 7-9

Best practice tariff thirteen standards

1

Every child or young person with diabetes will be cared for by a specialist team
of healthcare professionals (consisting of a doctor, a nurse and a dietitian as a
minimum) who have specific training in paediatric diabetes.

The doctor must be a consultant or speciality doctor with training as detailed by
the British Society for Paediatric Endocrinology and Diabetes, the nurse must
be a paediatric nurse with training in children’s diabetes as detailed by the
Royal College of Nursing and the dietitian must be a paediatric dietitian with
experience and/or training in diabetes. If the doctor is a Specialist Registrar
who wants to specialise in paediatric diabetes, they must be supervised by the
consultant or speciality doctor.

When a new diagnosis of diabetes is made in a child or young person, this must
be discussed with a member of the specialist team within 24 hours of the
diagnosis. The child or young person and their family must be seen by a senior
member of the specialist team on the next working day.

The diabetes team should offer a structured education programme at diagnosis
and with updates as needed, aimed at the age and understanding of the young
person and their family.

Every child or young person with diabetes must be offered at least 4 clinic
appointments a year with the doctor and specialist team.

The HbA;c must be checked at every clinic visit and the result available in
clinic for the appointment. It is recommended that this is checked at least 4
times a year.

Every child or young person with diabetes should be offered an appointment
with the dietitian at least once a year.

At least 8 additional contacts per year (phone calls, e-mails, school visits etc)
by members of the team are recommended.

Every child or young person with diabetes must have an annual review done as
detailed in the NICE guidelines on managing diabetes in children and young
people (blood tests every year, plus blood pressure check and screening for eye
and kidney problems from age 12).

10

The team should check that the child or young person with diabetes is coping
psychologically at least once a year and they should have access to psychology
services as needed.

11

The team should provide 24 hour access to advice on emergency management
of diabetes for the family and other health professionals

12

It is also expected that the team will take part in the National Paediatric
Diabetes Audit, attend their local Paediatric Diabetes Network meetings
regularly and have a clear policy for transition to adult services.

13

Each team must have a clear policy which should cover what they do to try to
help children and young people with high HbA;¢ values improve their control
and what they will do if a child or young person keeps not coming or is not
brought to clinic, among other things.

A new paediatric tariff has been brought in so that if paediatric diabetes teams can

demonstrate that they meet these standards, they will receive a set tariff (a funding

increase) from commissioners. Those not meeting the standards will have one year to

improve their service, for example, by employing more people, linking in with other
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services, otherwise from April 2013, the service is in danger of not receiving

funding, although this does not mean that the clinics will close.

It is hoped that by introducing this tariff, service standards will improve by ensuring
that those who look after children and young people with diabetes are fully trained,
have the right amount of staff to provide care, that every children and young people
with diabetes will receive the same high standard of care, better outcomes will be
achieved with lower overall HbA;¢ levels, fewer admissions to hospital and fewer
young adults developing complications of diabetes such as blindness or kidney
failure. The National Paediatric Diabetes Audit will help by continuing to monitor
this process, by recording care processes, clinical outcomes and developing registers
and providing a breakdown of centres locally, regionally and nationally. This would
support the difficulty centres have faced in previous years of developing and

maintaining their own registers.

Despite the improvements made in the quality and resources within paediatric
diabetes, significant regional variations existed in the levels of HbA;.. Findings from
the latest report by the Royal College of Paediatrics and Child Health (who have
been awarded funding for a three year project by the Healthcare Quality
Improvement Programme to carry out the paediatric component of the National
Diabetes Audit) in 2013 (audit period 2011-2012) shows that still only 6.7% of all
children and young people with diabetes had received all care processes, up from
5.8% in 2010-2011 (134). The unit of analysis in the latest report for HbA; differed
to previous years yet there is improvement in the percentage of children and young
people with diabetes achieving the NICE recommended HbA;; <58 mmol/mol
(7.5%) from 14.5% in 2010-2011 to 17.4% in 2011-2012 (135).

Outcomes seem to therefore remain largely unchanged and compared with the rest of
Europe, outcomes for paediatric diabetes in the UK are not good. Overall whilst
there is an improvement of HbA, levels across England and Wales demonstrating
that services have made significant clinical changes since 2000, in the past 15 years,
other countries such as Germany have seen the average HbA for children and
young people with diabetes fall from 8.7% (72mmol/mol) in 1995 to 7.7%
(62mmol/mol) by 2011(136), and have demonstrated that services can achieve more

standards of care delivery.
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There are a number of limitations to the survey. Compared with previous surveys, the
response rate had declined to 63% which may reflect the number of surveys emailed
to clinicians and a lack of perceived benefit in participation if no improvements arose
from previous surveys. As such results cannot be generalised to all units.
Furthermore, as results are based on self-report there is a risk that some units may
overestimate their responses. There are also methodological considerations since the
introduction of NICE and SIGN standards of care which have made direct

comparisons between 2002 and 2008 problematic.

In conclusion, national guidance may have influenced service delivery since 2002, in
particular, clinician and nurse specialisation and access to complication screening.
Improvements are not universal and there are persistent deficiencies in dietetic
provision, psychological support and the transition process. When the survey was
carried out it was suggested that service delivery should be linked with outcomes, as
collected by national audit, participation, in order to deliver high quality diabetes
services to the increasing numbers of children and young people with diabetes who

have more complex management regimens.
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Views and perceptions of diabetes specialist staff

concerning the status of diabetes specialist
services 2000 to 2011

8.1 Introduction

In the last decade, significant changes in how diabetes care is organised have
occurred. In 2002, the NSF for diabetes (1) was introduced to drive up standards and
reduce inequalities in care. In the White Paper, “Our Health, Our Care and Our Say”
(2), the Government set out the importance of working in partnerships across
boundaries towards patient centred, holistic care delivered closer to home to improve
health. This started a process of bringing service delivery out of diabetes specialist

services and into primary care for the majority of people with type 2 diabetes.

Alongside policy changes, there has been a great deal of restructuring within the
NHS. At the time of the NSF, Primary Care Commissioning groups were being
transformed into PCTs, in 2006, PCTs merged from 305 to 152 and in 2011 PCTs
were in the process of being disbanded altogether. In their stead, GP consortia were
emerging and control for all healthcare services budgets was to be transferred to
them via the Health and Social Care Act of 2012 (27). GP consortia later became
known as Clinical Commissioning Groups (CCGs) and for consistency will be
referred to as CCGs even though to the participants they were known as GP

consortia.

The diabetes NSF defined minimum standards for good diabetes care including nine
basic care processes, (measurement of HbA;., blood pressure, cholesterol, kidney
function and urinary albumin, eye screening, foot examination, calculation of body
mass index and smoking review). Combined with the QOF, recording of delivery of
basic care processes has progressed which may also improve the outcomes for people

with diabetes.

The first annual national diabetes audit in 2003 to 2004 reported that only 7% of

people with diabetes had records of all care processes being carried out in that period
(137). In contrast, in 2007 nearly 40% received all nine, (138) by 2010 this had risen
to 54% (139). In 2011, 63% of people with type 2 diabetes received eight of the care
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processes and 43% of people with type 1 diabetes (eye screening was not reported in
this year) and yet there were still wide geographical variations in the achievement of

these care process delivery (140).

Continual changes over time have put pressure on specialist clinicians who are
already coping with an increasing volume in workload with fewer resources.
Clinicians are skilled in providing expert care to people with diabetes and are
motivated to improve their service and competencies continually: however, they need
support to respond to and implement the changes requested by the different
commissioning bodies and changing clinical treatments to provide the best possible

outcomes for people with diabetes.

8.1.1 Theoretical perspectives

In 1951 Lewin described the driving and restraining forces that precipitate change.
Driving forces are those that affect a situation and attempt to push change in one
direction, initiating change and keeping it going while restraining forces act to reduce
the driving forces. Lewin advocated reducing the restraining forces to allow
movement towards the new desired state without increasing tension within the
organisation. The notion of forces has been used to distinguish both the positive and
negative views expressed by participants towards change within the specialist

services.

8.2 Aim of the proposed study

The aims of this chapter were to explore the views of diabetes specialist staff and
their perception of the issues relating to diabetes specialist services in 2011.
Comparison has been made to 2000 and 2006 providing an overview of how issues
have changed over time and how new issues have emerged in this decade of service
delivery. These analyses have also given an opportunity to bring together the views
of different healthcare professionals’ disciplines to examine how they overlap or

differ as this is the only multidisciplinary study of the thesis.

In the last decade vast amounts of quantitative data have become accessible through
the QOF and national audits to help services benchmark and measure progress
towards target achievement. This present study aims to extend and demonstrate how

qualitative methods can add depth and a more holistic picture than can be gathered
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from quantitative methods alone. The next section will explain in detail how and why

both a short quantitative survey and qualitative semi-structured interviews were used

to gather the information required to answer the following research questions:

8.2.1

8.2.2

What are the issues in the diabetes specialist service in 2011 from the

perspective of consultant diabetologists and DSNs?

How does the perception of issues vary between different healthcare

professional groups?

How have the issues changed over time?

What lessons can be learnt from combining a mixed methods approach and

their future suitability for reviewing diabetes healthcare services?

Role of the working group

Charlotte Gosden — PhD student, Faculty of Medicine, University of
Southampton

Professor Richard Holt — Supervisor, Faculty of Medicine, University of
Southampton

Professor Rhys Williams — Supervisor, School of Medicine, Swansea
University

Professor Katherine Barnard - Faculty of Medicine, University of
Southampton

Dr Tannaze Taniti, Faculty of Medicine, University of Southampton

My role in the research process in this study

Develop research questions, topic guide, questionnaires, respondent lists, data
analysis protocols, reporting mechanisms.

Manage the process of creating, formatting, writing questionnaire and
designing forms.

Distribute questionnaires and data collection with reminders.

Design sampling framework for interviews, selection criteria and hold and

manage contact database and overall timeline.
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e Analysis of well-resourced score in 2011, analysis of open questions from
2000 ABCD survey to inform topic guide and track changes.

e Design topic guide from a priori themes, 2000 and 2006 Diabetes UK and
ABCD surveys.

e Carry out interview procedure, contact with participants, pilot and
transcription of all interviews.

e Data analysis and reporting via thesis and writing journal article

e Presentation at national conference.

8.3 Method

This section describes the qualitative and quantitative methods used to carry out the
final part of this study into the views and perceptions of diabetes specialist staff

working in diabetes specialist services in 2011.

It is generally understood that qualitative research is concerned with understanding
the meanings people attach to phenomena (actions, decisions, beliefs and values) in
their social worlds (73). Bryman expresses this as ‘the way in which people being
studied understand and interpret their social reality is one of the central motifs of

qualitative research’ (141).

Strauss and Corbin described qualitative research as producing results not arrived at
by statistical procedures or other means of quantification (142). It provides a wealth
of detailed data on much smaller numbers of people and cases (143) and the results
are descriptive and interpretive, not numerical. Key aspects of qualitative research
include: the volume and richness of data generated the importance of the
participants’ frames of reference, flexible research design and different approaches to
analysis and interpretation. Data are typically gathered through interviews using the
words and descriptions of the participants but also through observations and excerpts
from documents (144). Quantitative research by contrast asks standardised questions
that limit responses to predetermined categories, allowing comparison and statistical

aggregation (143).

With quantitative data, claims of generalisability can be achieved via confidence
levels. It has been hotly debated in the past whether qualitative findings can be

generalised to other settings (such as cancer care) or the wider population. Claims of
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generalisability can be strengthened by demonstrating clearly the research methods
used and allowing others to assess the limitations in the methods and the boundaries
of the research, showing that good use has been made of the dataset, showing the
language and content of the participants responses, how they link together and

offering some explanation and description of the interpretation (73).

There has been much debate in the research literature of the relative merits of both
quantitative and qualitative methods; some argue that the approaches are so different
in philosophical and methodological origins that they cannot be blended. Others
recognise, however, that each can provide different types of knowledge about a study
subject (73). Here both approaches were utilised to inform and illuminate policy and
practice and most importantly that the most appropriate method or combination of

methods was used to address the research question (145).

8.3.1 Design

A qualitative method that would help develop understanding and insights was
deemed appropriate. In 2011, semi-structured interviews with consultant
diabetologists and diabetes specialist nurses were selected. Their views would then
be compared to those views expressed in the open questions from 2000 and 2006

quantitative surveys providing a perspective over a 10 year period.

In order to allow triangulation of data sources, methods and three different time
periods, a longitudinal case study approach was used (146). Here the value of
triangulation allows an in-depth investigation of both the retrospective and 2011 data
and may help validate the findings. It extends the understanding and inferences
drawn from the data and adds breadth and depth to the understanding through the use
of multiple perspectives. This provides security of the interpretation by giving a
fuller picture of the circumstance, if not necessarily a more certain one (147). Also
using a case study was attractive being relatively low in financial cost whilst
providing a clear view to understanding wider situations given few resources in

terms of finance, time and people.

A guantitative questionnaire was selected to identify a sample of locations which
would represent the wider diabetes specialist service community. This helped to

generalise the findings from a relatively small number of case study locations to the
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wider community and also provided background information on the case studies
which could inform the interpretation of the final interview data. Even though
judging the merits of the different types of findings can be a challenge for this type
of design (148), using both quantitative and qualitative approaches had benefits

helping to answer the research questions.

8.3.1.1 Sample selection
In 2000 and 2006, the sampling framework included all diabetes specialist services to
provide as complete a picture as possible of all services across the UK. A different

approach to sample selection was used for the case studies in 2011.

The aim was to identify five case study locations. These were selected with care and
not haphazardly as stated by Yin (149). The process of selection of cases should be
justified, documented and reported so that the context can be provided for judging
the sample (150).

To increase the quality of the research design, the selection of cases needs to be
driven by appropriateness and adequacy (151). Appropriateness demonstrates a fit to
the purpose of the research and adequacy relates to how much is enough or how
many cases are required. Generally when information saturation has been achieved,
cases become ‘information rich’ and the conditions for adequacy can be said to be
attained. However, the literature does not provide an ideal number of cases to be
used in a multiple case study design (144) and the final number can only be
determined as a trade-off between the breadth and depth of the case study (150).

8.3.1.2 Criteria

Criteria were derived to ensure a diversity of locations representative of the wider
diabetes specialist community (Table 8.1). All had to have completed all 2006
guestionnaires with open responses and taken part in the 2000 survey for comparison
to be possible. The aim was to recruit from all four nations, different types of
hospitals, with a range of well-resourced scores (from 2000, 2006 and 2011) and

serving different types of local communities.
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Table 8-1

Criteria for inclusion in sample

Essential e completion of all five 2006 questionnaires
e completion of all open questions in the consultant 2006
questionnaire

e completion of 2000 questionnaire

Desirable e representation from the four nations

o different types of hospital (district, teaching and Foundation
Trusts)

e range of well-resourced scores, i.e. some who had increased
their well-resourced score since 2006, some who had remained
the same and some who had decreased their score

e arange of locations in terms of the main risk factors for
diabetes as defined by Diabetes Health Intelligence (152). The
PCTs included reflected the PCTs identified by the specialist

service as commissioners

8.3.1.3 Well-resourced score 2011
In order to obtain a well-resourced score for services in 2011 and generate interest to
participate in a telephone interview, a short selection questionnaire was devised in

January 2011.

Questions were based on the well-resourced score from the 2006 consultant survey.
Following advice from Diabetes UK, a question on commissioning was added
(relevant to England). The questionnaire length was kept short to maximise the
response rate and piloted with consultants and policy experts from both Diabetes UK
and ABCD. This was to test question comprehensibility and if returned data were

both useful and usable for analysis (Appendix G).

The questionnaire responses were logged and a 2011 well-resourced score obtained

and used to help shortlist possible case study locations.
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8.3.1.4 Topic guide

A topic guide was designed in January 2011 based on questions asked in the 2006
consultant survey and emergent themes, the research questions and literature review.
One aim was to ascertain if issues had disappeared, remained the same or if new
issues had emerged. To help identify these, pressing issues analysed in 2006 were

used as prompts (Appendix H).

By interviewing it was possible to ask more questions in 2011 than in previous years
although question consistency was aimed for as far as possible so that direct
comparison could be made over time. The topic ‘opportunities’ was added to
complete the Strength, Weaknesses Opportunities and Threats (SWOT) analysis to
help balance positive with negative views. An additional question in 2011 was asked
relating to the NHS change from PCTs to GP consortia. In 2006, the policy focus had
been on the introduction of practice based commissioning, payment by results and
the restructure of PCTs and the impact this had on clinicians. A full description of

the questions asked in each of the studies is shown in Table 8.2.

A further research aim was to ask participants if they believed their service could
have achieved the NSF targets. Specific questions on retinal screening and
psychological service provision were therefore included as service targets had been

attached to improve service provision.
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Table 8-2

Comparison of open questions asked quantitative surveys in 2000 and 2006 and interview topic

guide in 2011

2000

2006

2011

Would you describe your diabetes
service as (as per ‘BDA
recommendations for the structure of
specialist diabetes care services’):

o Well developed (i.e. more than one
full-time diabetologist for at least
150,000 target population; dedicated
diabetes resource centre etc)

Based on your answers to the
previous questions, do you
feel your specialist diabetes
service is well-resourced?
Well-resourced, Reasonably
well-resourced, Not well-
resourced

When considering the status
of your diabetes service,
what in your view, are the
most pressing issues today?

o Reasonably well-resourced (i.e. full
laboratory facilities for care; some
formal shared care scheme with
primary care)

Best and worst issues of
Consultant post and/or most
pressing concerns
regarding:

65. Acute medicine

66. Diabetes

67. Endocrinology

What do you think are the
main strengths, weaknesses,
threats and opportunities
and issues within your
specialist service today?

o Poorly developed (i.e. recognised
major deficiencies in specific aspects
of diabetes service)

General strengths, weaknesses
and issues within your
specialist service?

68. Please offer 3 main
strengths of your specialist
service

69. Please offer 3 main
weaknesses of your specialist
service

70. Please offer 3 main threats
of your specialist service

71. Any other comments

With regards to retinal
screening, what if any, are
the current problems/ issues
with retinopathy screening
locally?

Please give your personal assessment
of the strengths and weakness of your
service, prioritise any major
deficiencies and also add any other
relevant comments.

In your opinion, what gaps
are there in services for
people with diabetes who
have emotional,
psychological or mental
health problems?

What in your view will be
the impact of the current
changes to GP consortia
commissioning on diabetes
specialist services if these
suggested changes should
go ahead?

In 2006, many services
expressed concern over the
fragmentation of diabetes
services, how would you
describe the integration of
care and joint working with
primary care in your
service?

What in your view are the
prospects of delivering the
NSF in 2013 at the current
time within your diabetes
service?
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8.3.1.5 Interview procedure
Initial contact was made via email to raise interest and encourage participation by
demonstrating through a list of publications and Diabetes UK campaigns the value of

the 2006 survey and the current research aims.

The questionnaire was posted in April 2011 to 18 consultants identified on the 2006
mailing list, and followed up by email and telephone to ensure it had been received.
This method was used as it is cheap and based on previous experience was

considered likely to be effective in producing a reasonable response. If no response
was received, follow up by a second letter or email took place in May 2011. A third
reminder was carried out by telephone in June 2011 and if new contact details were

obtained, another letter was sent to the new contact and reminders repeated.

The first completed questionnaire response was received on 18th April 2011 and
logged in an Excel spreadsheet. The date of return was recorded with contact details
and notes of any telephone conversations. Data were entered into the spreadsheet as
returned and completed in July 2011. The services from Northern Ireland and
Scotland were not included as there had been no responses to the retinal screening

questionnaire in 2006.

A diary was kept during this process of ideas and insights that may have proven

useful during the analytical process further along.

8.3.1.6 Pilot

A pilot interview was held with a consultant diabetologist at a General Infirmary to
test the duration of the call, the functionality of the questions, the interview structure
and process along with interview technique. As a result, the topic guide was updated
to reflect the move from the NSF to NICE quality standards as the most up to date
metrics for measuring standards of diabetes care. Call duration was shortened in
recognition of the participants’ workload commitments. Prompts were further
developed for use during interviews to allow for expansion, clarification and

encourage views to be discussed.
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8.3.1.7 Interview participants
Interviews were intended to be held with the consultant and lead DSN of the service
at the same time by telephone to provide a richness and diversity of perspective from

different professional roles.

8.3.1.8 Interview process

Clinicians were interviewed between August and September 2011. Each was sent a
copy of the questions in advance for preparation to ensure a full discussion in the
available time. Appointments were timed to be convenient with clinicians. In no
instance was it possible to interview both consultant and DSN jointly; reasons cited
included lack of available time, one DSN did not attend as expected and
incompatible diaries. Separate interviews were therefore carried out. In two cases
where either the DSN or consultant was unable to attend, their notes were presented

by their colleague.

At the start of the interview, each participant was given their service responses from

2006 as a starting point for discussion and asked if these had changed.

Ideally, the interviews would have been face to face and have included more
members of the multidisciplinary team and people with diabetes; however, this was
not possible within the study resources. A balance was sought between richness and
sufficiency of data with the practicality of what was achievable within the research

resources.

During the interviews, as new issues were raised, these were used to update the list of
prompts with subsequent interviews, for example, recruitment issues and job freezes.
This was to ensure that all current topics and issues facing services could be fully

identified and discussed.

Although the majority of the interviews were completed successfully with acceptable
and documented changes to the prescribed process there was no initial response from
the specialist team at one city hospital, despite the earlier communications. In order
to keep to the timeline the community team was approached in the area and the
community consultant diabetologist interviewed. Although this participant had
limited involvement with city hospital it was useful and interesting to have the
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community perspective views as well as the secondary care specialist service. This
offered the research an opportunity to add a different dimension and increased the
depth of the knowledge gained. This change to the scope was deemed to be

acceptable and was accommodated within analysis and reporting.

During the interview, the community consultant revealed that their role had
developed into a full-time commissioner of diabetes services. They remained
confident that they were able to respond appropriately to the questions. During this
phase, however, the specialist team from the city hospital in question had responded
and a consultant and DSN from the secondary care specialist team were subsequently
interviewed. This case study became quite challenging in terms of the amount of
qualitative data gathered but also provided the opportunity to note differences in the
level of knowledge of the specialist services team members regarding forthcoming
changes in commissioning regional intentions. Initial analysis of the data from the
hospital identified similarities in the perceptions offered by both DSNs interviewed
pointing to possible commonalities within the nursing discipline that were different

to the consultants.

All interviews were conducted at set appointment times and recorded with the
permission of the participants. The recordings were then transcribed within a week of
the interview being completed. If parts of the recording were unclear, or if during the
process of transcription, a further question was raised, the participant was contacted
and asked for their feedback. All participants were then invited to read their

transcript if they wished, to ensure their views were accurately portrayed.

8.3.2 Data management

The results from the questionnaires and interviews were analysed using Microsoft
Excel and Microsoft Word. The interviews were transcribed verbatim in word and
transferred to excel during analysis. Data from the open questions from 2000 and

2006 were compared and contrasted with 2011 in Microsoft Excel.

8.3.3 Data analysis of interviews
Data were analysed using the Framework method, a matrix based method for
ordering and synthesising data. The data were organised according to codes and

themes as they emerged. The Framework approach was developed for use in public
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policy issues, in response to the growing acceptance of qualitative research to
provide different and additional insights from quantitative approaches (73). It is
essential that the interpretation and presentation of qualitative data is as objective and
neutral as possible. The Framework method provides a rigorous process which can

also facilitate the development of recommendations for practice and policy (73).

The Framework method allows for both a priori and new themes to emerge from the
data. It offers a systematic organisation of the data so that the researcher can move
forward and back between the different levels of abstraction therefore keeping sight

of the ‘raw’ data. There are five stages to the analysis completed in this study.

8.3.3.1 Familiarisation

Interview transcripts were read several times keeping in mind the research aims, the
topic guide and themes from 2006. This immersion and familiarisation at the start of
analysis was crucial so that key ideas and recurrent themes emerging from the

transcripts were noted.

8.3.3.2 Creating a thematic framework

An early thematic framework was derived from the 2011 topic guide, the research
questions and codes from the 2006 (the a priori themes). The framework was
modified as themes emerged from the transcripts. Once completed the framework
became the index with codes grouped under overarching themes. These were

numbered ready to be applied to the data.

One of the benefits of this analysis was that it allowed for modifications to be made
to the index, collapsing some codes, removing or adding as omissions were
identified. At this stage it was important for the codes to remain close in language to
the terms used by participants rather than abstract concepts from the literature to

ensure that the analytical process stayed grounded in the data.

8.3.3.3 Indexing

The index was applied to the transcripts. Each phrase and sentence of the transcripts
was read in detail, asking the question ‘what is this about?’ Once the meaning and
subject were identified, the number linked to the code from the index was written in

the margin. One or more numbers were entered as appropriate. If new codes emerged
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during this process, the index was updated and all transcripts re-read and indexed for

consistency.

Following indexing, portions of the transcripts were reviewed by my supervisor Rhys
Williams (RW) and Katherine Barnard (KB), a Health psychologist, and all were

second coded by Tanaze Tinati (TT) until a consensus was reached. New codes were
identified, the index updated and transcripts re-read and re-indexed (see Appendix I).

8.3.3.4 Charting

The next step was to sort the data into chart form. In Microsoft Excel, a matrix chart
was created for each theme on a separate worksheet.

In each worksheet the names of participants were listed in the column A and codes
across the top in row one. Data were retrieved from the transcripts for each
participant and located in the appropriate cell. Data were summarised to be more
manageable, but contained enough content and context to avoid constant referral
back to the transcript. Key terms or expressions were retained rather than long

portions of verbatim material.

In some instances, a participant may have several entries of a code whereas others
would have only a few or none depending on the content of their transcript. Once
completed, it was possible to look down a code column to see how each participant
had reported. During this process, further refinement of the themes took place,
perhaps being moved onto different themes to make the structure and flow of themes

more meaningful.

Even if material at first did not appear relevant or appeared contradictory, this
material as much as possible was included from the transcripts in case their relevance

became more apparent further on in the analysis.

8.3.3.5 Mapping and interpretation

In the last stage, charts were used to define the concepts, map the range of
dimensions within the themes, and look for associations between them. This stage
was influenced by the research aims and reflected the beliefs and values of the
participants. The views could be compared and contrasted across all participants,
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professional groups, (consultant and DSN) and across the entire decade of the

research using the same approach, (2000, 2006 and 2011).

8.3.4 Analysis of 2000 and 2006 data

Data from 2006 had already been analysed and reported on in previous chapters, but
the closest match from 2011 was applied. However, as data from 2000 had not been
analysed due to lack of time and resources in 2000, the index, chart and categories
developed for the 2011 transcripts were applied to the whole dataset. A comparison
of the strengths, weaknesses, opportunities and threats identified from 2000, 2006
and 2011 was carried out and is contained in Appendix J.

8.3.5 Ethics

Discussion with the ethics committee at the University of Southampton gave
assurance that ethics approval was not required to approach clinicians for their time
or responses to interview. It was not felt appropriate to offer an incentive to take part
in the study rather that the research aims and objectives should suffice. All
participants were provided with a copy of the questions which would be asked
ensuring that they were comfortable with the topic and potential answers they would
be asked to provide. All were informed of my intention to submit an abstract to the
Diabetes UK Annual Professional Conference, publish in an academic journal and to
complete my thesis. Anonymity and confidentiality was assured to all participants
and that each would receive a report summarising the findings. Participants were

emailed a copy of the transcript for confirmation of accuracy.

8.3.6 Limitations of the method

To fulfil the criteria only a limited number of participants could take part as a case
study. An initial aim of five case study locations was sought and to achieve this, the
original sample method was modified. The pilot was included to the four responding

locations that were eligible, to reach the desired five case study locations.

Furthermore, the inclusion of the community consultant and the DSN and specialist
service consultant took the number of participants to seven (at five locations). The
extra diversity provided a useful counter-balancing perspective. A more substantial

re-modelling of the selection criteria to allow more locations would have taken the
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study too far from the research questions and aims and not allowed sufficient

comparison over time.

The next section presents the results of the well-resourced scores from 2000, 2006
and 2011 and thematic charts which summarise the findings with comparison to

previous years.

8.4 Results

The multi-case study explored the views of diabetologists and DSNs on issues within
and facing diabetes specialist services in 2011. It builds on and extends the issues
identified from the 2006 and 2000 questionnaires.

A list of respondents and selection criteria, essential and desirable, is presented
followed by key findings from seven interviews at five case study locations. The four
themes which emerged in 2011 were:

e Service redesign and the experience of change

e Clinician’s ability to do their job

e Team dynamics

e Emotions

These are summarised in thematic charts with direct quotes to help capture the range
of perspectives and complexity of the issues experienced. Finally the issues are
compared and contrasted to previous years and new issues identified followed by a

discussion.

8.4.1 Response rates

A rigorous process allowed five case study locations to be selected from a possible
17. These represented a broad range in terms of questionnaire completion and change
in well-resourced score over time (Table 8-3 and Table 8-4), socio-economic settings
(Table 8-3) and type of hospital (Table 8-3) in England. This gave confidence that
the findings may be representative of the wider diabetes specialist community.
Questionnaires were sent to 17 locations in England based on the well-resourced
score from 2006, 12 responded, four agreed to be interviewed and the pilot site was
included to reach five locations (Table 8-5). Wales, Northern Ireland and Scotland
were excluded due to incomplete questionnaire responses in 2006 and to allow focus

on the political changes which were particular to England (Table 8-5).
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Table 8-3

Criteria for selection of case study locations

Criteria

Essential Essential Essential Desirable Desirable
Case Response to | Response to | Response to YHPHO Type of hospital
Study guestionnaire | questionsin | questionsin classification?

2011 2006 2000
1 Yes Yes Yes Indigo/ Yellow | Designated teaching
2 Yes Yes Yes Orange Associated teaching
3 Yes Yes Yes Orange/ Purple | Acute teaching

hospital

4 Yes Yes Yes Purple Foundation Trust
5 Yes Yes Yes Purple Designated teaching
Table 8-4

Well-resourced scores and respondent perception of service

Criteria Year Desirable
2000 2006 2011 Well-resourced
score change
Case study | Score Score Score
Perception Perception Perception
1 19=B 21=A 19=B Same
Reasonably well- Reasonably well- | Reasonably-well-
resourced resourced resourced
2 18=B 22=A 22=A Increase
Well developed Reasonably well- | Well-resourced
resourced
3 19=B 18=B 19=B Same
No perception Reasonably well- Reasonably well-
recorded resourced resourced
4 25= A* 23=A 20=B Decrease
Well developed Well-resourced well-resourced
5 24=A* 22=A 20=B Decrease
Reasonably well Reasonably well- Reasonably well-
developed resourced resourced

2 Yorkshire and Humber Public Health Observatory (YHPHO), classification
Orange — An average proportion of the population aged 40+ years with a range of deprivation levels
Yellow — A greater proportion of the population aged 40+ years with generally low levels of

deprivation

Indigo - Relatively young population with substantially greater than average proportion from Black

and Asian ethnic groups. Higher than average deprivation

Purple - Relatively young population and high levels of deprivation
Blue - Young population with average deprivation and slightly higher than average population from
Asian and Black ethnic groups
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Table 8-5

Number of questionnaire responses and case study location sites

Responses to the questionnaire
Survey responses to all five 18 from England and Wales Scotland and
questionnaires in 2006 3 from Scotland (exception of retinal Northern Ireland were
screening questionnaire) excluded. Wales was
2 from Northern Ireland (exception of excluded to focus on
retinal screening questionnaire) England and policy
changes
Nations covered England
17 locations
Response to questionnaire 12 out of 17
posted in April 2011
Response to request for 2 declined
interview 5 not eligible (incomplete responses to
(n=12) open questions in 2006)
4 accepted
1 pilot site
Case study locations identified | 4 5
1 pilot site included to achieve the
preferred five locations
Number of interviews 5 consultant diabetologists Total: 7
2 DSNs

8.4.2 Interview participants
At each location the consultant and DSN were invited to attend a joint interview.

Five consultants and two DSNs were interviewed (Table 8-6), one DSN who was

expected did not attend, one was unable to attend and one provided comments.

Table 8-6

Interview participants

Case study | Clinician interviewed Presence in service in Number of clinicians
2006 interviewed
1 DSN Not present in 2006 1
Discussed issues with
consultant before interview
2 Consultant diabetologist Present in 2006 1
DSN provided written
response
3 Consultant diabetologist Present in 2006 1
DSN unable to attend
interview
4 Community consultant All present in 2006 1
diabetologist
Hospital DSN 1
Consultant diabetologist
1
5 Consultant diabetologist Present in 2006 1
Total interviewed 7
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8.4.3 Number of codes and data saturation
Initial coding of the interviews yielded over 200 codes and through several iterations,

this was reduced to an index of 50. During this process codes were changed into
different themes, deleted if not used or merged where overlaps were identified. The
language and terms of the participants at this level were preserved to ensure the

analytical process remained grounded in the data.

An analysis of the number of new codes which emerged with each interview
suggested that data saturation was achieved (Figure 35). This was encouraging due to

the small number of interviews carried out.

Figure 35 New codes emerging from the interviews
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8.5 Thematic charts

Four themes emerged from the data: ‘service redesign and experience of change’
(Table 8-7), ‘team dynamics’ (Table 8-8), ‘ability to do my job’ (Table 8-9) and
‘emotion’ (Table 8-10). These themes are described in the following thematic charts
with the related research question, key words, overview and participant quotes. This

format was based on an example thematic chart from Dale Bloomberg (153).

Table 8-7

| Thematic chart to summarise service redesign and experience of change
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Theme 1 Service redesign

Research question:
What were the current issues facing services in 2011?

Key emergent concepts (number of

participants): Working differently (7)

Restructure of diabetes service (7) Working in new teams (7)

Shift to primary care (6) Relationships with key personnel (7)
Lack of PCT interest in specialist services (4) Adaptable teams (6)

Service and personnel cuts (4) Working in different locations (6)
Demonstrating financial value of service (3)

Findings:

All participants described the restructure of the NHS in 2011, whereby PCTs were being replaced by
GP consortia as the primary concern that was facing diabetes specialist services.

There was a perceived shift identified away from specialist care to more community based provision.
Concerns were raised about whether primary and community services were ready and able to manage
the type and number of people with diabetes being discussed. Specialists were concerned that the new
organisations were unaware of the complexity of diabetes and concerned with their lack of
engagement.

In contrast clinicians saw opportunities to adapt and improve services through working in different
models of care, within new collaborative teams and delivering care across traditional boundaries
providing clinic support in the community. There were opportunities to develop a role in providing
highly specialist tertiary services and upskilling primary care.

It was vital that relationships were formed with decision makers to ensure that specialist diabetes
knowledge contributed within negotiations and future service developments.
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Participant perspectives:
“The pressing issue is the restructure of the
NHS’ (DN1)

‘I don’t think we have a fragmented service,
the opposite to be honest, true integration,
changing culture, demolishing the boundary’
(D2)

‘We now need to look in a different way’ (D5)

‘We are making great strides in teams without
walls...with the specialist team outreaching
into primary care’ (D2)

‘Our biggest opportunity is working slightly
differently, working in the community...as the
service lead trying to reconfigure the service, it
will involve innovative work and people
working interchangeably, I don’t think we
should be stuck in community role or hospital
role’ (D3)

‘We'll be selling highly specialist services to
GPs like pump service, pre-conception, they
won't be able to deliver as doing general basic
diabetes, we're quite good at doing that’ (DN2)

‘I think the whole way | would like to see it
working would be to create a different model
of diabetes care where the specialist takes
ownership of a proportion of population, ...
and take responsibility of the whole of diabetes
care for that population but determine at what
level the patient may have a direct interaction
or an indirect interaction with the specialist,
but essentially trying to develop care models
that are specialist driven but delivered by
different people’ (D5)

‘When we did our modelling, we made sure the
commissioning people were involved, it’s not
where we got to, it’s how we got to where we are,
and that process is what the learning is all about,
how we discussed, involved and engaged the
consultants with all people, including
commissioners, the commissioners were very much
on board, all stakeholders, and I think that’s the
way forward because ultimately we wanted
appropriate commissioning based on good
outcomes, the need of the population’ (D2)

‘It is fairly difficult to understand quite what is
going to happen given the fairly chaotic process
happening in entire NHS’ (D4)

‘Diabetes is not prioritised, is poorly valued and has
reduced investment to specific services’ (DN2)

‘New models can't be delivered due to lack of
appropriate resource, people retire, have career
breaks’ (D2)

‘If I were to go | would not be replaced’ (D1)

‘I’'m concerned though, two WTE are on temporary
contracts, one on maternity leave, when one retires
she won't get replaced” (DN1)

‘From PCT management there have been many
diktats, particularly to the community team, saying
you mustn’t do any hospital work, you mustn’t
support the hospital work, you are the community
team, and creating this divide between the two
teams, which was very unhelpful and resulted in
clashes and now we’re trying rebuild that and
bridge the gap that was created’ (D3)

Experience of change

Research question:

What were the current issues facing services in 2011?

Key emergent concepts (number of
participants):

GP consortia commissioning (7)

Place in the process of change (start, middle)
(6)

Degree of change in issues (5)

Circle of changes (4)

Change in priorities (5)

Stimulus to change (3)

Change in philosophy (3)

Destructive force (3)

Proactive force (3)

Pace of change (2)

Cultural change and boundaries demolished (1)
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Findings:

Participants identified the introduction of GP consortia as the major structural change impacting on
services. Organisational reform occurred every few years with the reintroduction of previous reforms
in new guises. Different points along the process of change were described and contrasted.

The pace of change was described as increasing and some issues intensifying or disappearing.
Changes in philosophy were noted, introducing competition and division, changes in how diabetes
prioritised either increasing or mainly decreasing and an overriding principle to reduce cost, hit
targets, to provide more services with fewer resources, which were seen as destructive.

On a positive note, some clinicians described proactive changes which had been initiated in 2006 in
response to previous changing commissioning structures which resulted in breaking down boundaries
and forging new relationships.
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Participant perspectives:
“The pressing issue now is the effect of the
change from PCTs to consortia’ (DN1)

‘Commissioning is a threat and opportunity’
(DN1)

‘Pressing issue how we position ourselves to
GP commissioning to be fit for anybody who
wants to commission services from us’ (D3)

‘Resources have become an even bigger issue
in current economic climate’ (D1)

‘We've made a lot of progress in a number of
ways, especially integration since 2006” (D1)

‘Issues facing diabetes haven't changed, but
become all the more intense with the transfer
of responsibility to consortia’ (DN1)

“Threats in 2006 are more exaggerated now,
and now because constantly under threat from
commissioners on what services to provide and
what they will pay for’ (D5)

‘Within threats there are always opportunities
to reinvent ourselves’ (D5)

‘I always say you can destroy anything
overnight but takes years and years to build up,
think carefully before you destroy’ (D1)

“Things are moving at a really fast pace’ (D5)

‘I hope in five years time, we'll be well on our
way out of the recession, the money situation
will be a bit improved’ (D3)

* A big opportunity I think would be to become
owned again by the GPs, moving back to the
original sort of, model that | suggested, which
essentially is the original Kaiser model, where
everyone is part of one organisation, there are
great financial reasons then to manage the
patient correctly without either insufficient or
too many appointments’ (D4)

‘The provider arm has returned to the Trust, along
with resource, which is a positive outcome, we will
have done a full circle as most diabetes services
will be provided by the Trust’ (D1)

‘These services come back to the trust, so this is a
positive outcome for us because we will have done
a full circle as most of the diabetes services, what
we call the [Name] diabetes service will now be
provided by the Trust’ (D2)

‘Some of us will still work in secondary care, but
we'll be going back to sort of specialist nursing |
was doing in the 1990's, work part week in
secondary care and part in primary care’ (DN2)

‘After 10 years of planning we have managed to
make a start (psychology)’ (D2)

“You don't know which way it is going to go, at the
moment it is all undecided” (DN1)

‘Some are further ahead and doing brilliantly, and
other areas aren't’ (DN2)

‘Consortia are pretty well established, I think two
will go one way and one is looking at different
planning, but they won’t have the same objectives,
it is very much in it’s infancy’ (DN1)

‘The million dollar question (what impact will the
changes have)’ (D3)

‘No one knows what is happening’ (D4)

‘We have achieved through redesign, changing
culture of primary and secondary divide,
demolishing that boundary’ (D2)

‘I think the monetary side has just become so
important now, we never used to work like that’
(D3)

‘The philosophy changed with community services
when they split from PCTs in 2009...things have to
be priced’ (D4)

‘So I don’t see a huge threat in NHS restructuring
in our area, but you never know do you’ (D2)

‘I think it is the primary care commissioners who
have that main power which sadly means that we
would have to accept what is thrown at us’ (D5)

‘it just takes time to get the systems and processes
and people in place and get them trained” (DN2)
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Table 8-8

Thematic chart to summarise team dynamics

Theme 2

| Team dynamics

Research question:

What were the current issues facing services in 2011?

Key emergent concepts (number of
participants):

Workforce planning (5)

Multidisciplinary staffing levels (5)

Non multidisciplinary knowledge of diabetes

(4)

How we position ourselves for the future (6)
Upskilling non multidisciplinary healthcare
professionals (5)

Clinical competency (5)

Strengths of team (4)

Team ethos (4)

Findings:

Nearly all participants highlighted the strengths of their multidisciplinary team including competency,

skill, goodwill, commitment and motivation.

Workforce planning was of particular concern, many worried about sustaining teams amidst
restrictions on recruitment and replacement, without putting the services at risk. Absences due to
maternity leave, holiday or sickness were reported not to be covered.

Cover, time and resources for continuing professional development (CPD) were increasingly rare,
leading to concerns regarding competencies. Also added workload pressures reduced time available to

train junior doctors.

There were opportunities to provide training packages to upskill primary care helping to meet
demands from increased prevalence. Also professional pride was expressed in terms of services
improvements in education and inpatient care since 2006, putting research into practice and

performing national roles were cited.

Participant perspectives:
‘Lack of funding for CPD’ (DN2)

‘We are brilliant at CPD, | keep a separate
budget as the Trust has embargo on training
and won't pay, | have to beg, borrow and steal’
(DN1)

“The GPwSI is important so consortia have an
understanding of diabetes’ (Chris, Dr)

‘Opportunities to educate and train and upskill
practice nurses and GPs’ (D2)

‘We deliver a package of training to primary
care and accredit them through our locally
enhanced agreement’ (DN1)

“You might not see any patients at all if you
manage to upskill general practice and give
them telephone support’ (D4)

“You have to fight to get anyone replaced, the
case has to be made and it is much harder than
before’ (D1)

‘Morale is particularly down’ (D2)

‘Current issues come down to financial
resource and workforce planning’ (D2)

‘We are gradually losing DSNs, the policy in
Trust is that if someone leaves, retires, they are
not being replaced’ (DN1)

‘We're in a real strong position to influence that
national agenda’ (DN1)

‘We have one of the best programmes in the
country, (retinal screening)’ (D2)

‘We are doing extremely well in terms of meeting
the demands of type of patients we see, includes
variety of ethnic groups’ (D5)

‘Strength is the good will of the team, the service
would fold without it” (DN2)

‘Our strength is our teamwork and a well trained,
competent multidisciplinary team’ (DN1)

‘We have a highly skilled and motivated team’ (D3)

‘We need to get act our together so we can say, this
is what we do, how we do it and what we can do for
you in future and what it will cost” (DN2)

‘We've done a lot of building up relationships with
consortia, we need to continue to foster that” (DN1)

‘We're already on an expert reference group for the
consortia’ (DN1)

‘Pressing issue is how we position ourselves to be
fit for anybody who wants to commission services
from us’ (D3)

‘Practice staff see us as part of the team, we know
GPs personally’ (D2)
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“There is no slack in system, when people are
sick or go on holiday, it is difficult to maintain
the service’ (DN2)

‘Freeze on hiring staff, not able to replace
people leaving, recruiting is extremely
difficult’ (D5)
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Table 8-9

Thematic chart to summarise ability to do my job

Theme 3 | Ability to do my job

Research question:
What were the current issues facing services in 2011?

Key emergent concepts (number of

participants):

Lack of financial resources (6) Care of person with diabetes (7)
Pressure from increased prevalence (6) Integration with primary care (7)
Pressures on workload (6) Specific diabetes services (5)
New provider competitors (5) Organisational infrastructure (5)
Lack of IT support (5) Quality of care (4)

Impact of Government policy standards (5)

Commissioning demands and Delivery of standards (7)
expectations (3) Diabetes prioritised (3)

Impact of new technology (2) National presence (2)

Patients slipping through the net (2) Relationship with research (2)
Trivialisation of diabetes and specialist Effect of local demographics (2)
services (2)

Uncosted activities (2)

Postcode lottery/service inequalities (1)

Incentives (1)

Findings:

Overwhelmingly all participants described that available resources had reduced further since 2006
which further threatened the stability of diabetes specialist services. Increasing prevalence of diabetes
creating a rising demand for services was putting even greater pressure on workload which was
further compounded by demands from acute medicine for professional time and services.

Despite this most felt that achieving the NSF would have been achievable by 2013 had this not been
replaced. Clinicians felt they provided high quality diabetes services and audits such as the National
Diabetes Inpatient Audits had a positive impact raising the profile and providing leverage to get
support for new models to improve care. Many reported that implementation of new practices was
jeopardised due to lack of resources.

The importance of care for the person with diabetes was voiced by everyone. It was vital they been
seen by the right person at the right time. However concerns of postcode lottery, patients slipping
through the net and lack of access to specific services such as psychological support and care for all
were raised.

Participant perspectives: ‘Locally integration is good, but it is not robust
‘We don't have enough capacity to cope with enough to survive potential turmoil, like a tender
demand’ (D2) flower, it needs to be looked after’ (D1)

‘Funding of staff, because of the pressure in the | ‘It’s finding the time to build those ties with
acute sector, | think the worst has passed in the | primary care, and there is still a bit of suspicion if
PCTs but it has yet to come in the acute trusts’ | it’s not too strong a word’ (DN2)

(B1)
‘There is a threat if new providers enter the market
‘In the last five years, the volume of diabetes who don't have the expertise’ (D1)

has increased tremendously’ (D5)
‘There is a perception in the PCT that diabetes can
“There is pressure from acute medicine’ (D2) be done by just anybody, you don't need to be very
skilled, so the complexity of diabetes is not

‘My concern is that as long as patients seen by | recognised’ (D3)

right people and skilled people, it is fine,
whether they are seen in hospital or community | ‘The current economic climate is a big issue’ (D2)
it doesn't matter’ (D5)
‘Pressing issue is budget cuts, efficiency savings,
‘We are rebuilding the fragmented service, if it | Trust is in difficulties as are most in the country’
fragments again it will impact on people with (DN1)

diabetes’ (D5)
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‘We have two in-house IT systems, that talk to
each other but not to GPs, that would be really
good’ (DN1)

‘We have a comprehensive set of services,
particularly structured education’ (D2)

‘Skeletal service for psychological support, no
proactive support’ (D2)

‘Retinal screening is well established now’
(D3)

‘Lack of resources has made psychological
care, podiatry and dietetics worse than before
in last five years ‘(D3)

‘The specialist team have worked tirelessly to
come up with a model, with primary care to
meet the needs best’ (D2)

‘I don't think we have a fragmented service, the
opposite to be honest, true integration,
changing culture, demolishing the boundary’
(D2)

‘The relentless pressure that we’re all under,
there literally is no let up.... I think that
constant, you can manage ok for a period of
time by being stressed and stress is a good
thing in some respects, but when it is
continuous and there is no let up, and it
becomes part of the job’ (DN2)

“You’re not getting any support, people’s
expectations are a lot more, and as a manager,
you know | feel almost driven by my staff to
ensure they are safe and updated and they are
not stressed and not working too hard and they
get their down time, but I’'m also driven from
the top to make them do more, work more
hours, see more patients and it’s a constant
difficulty, it really is” (DSN2)

‘At least we have a unified diabetes team
working across primary and secondary care’
(D3)

‘In last five years, things have downtailed in terms
of resources and availability of resources’ (D3)

‘Some services will be impossible to maintain, so
gradually will have to be cut, and they have taken
years to develop and are at very high level’ (D5)

‘The NSF is history now really, seen as the last
Governments work, they have been reinvented
under the NICE quality standards’ (D1)

‘Some audits have highlighted inadequate services
like footcare so we could go back and say 'oi', so
that was helpful’ (DN1)

‘On the optimistic side, I’'m hoping in five years’
time, I hope we will be well on our way out of the
recession, the money situation, will be a little bit
improved’ (D3)

‘I think in terms of delivering a more efficient
service, | think that is never going to go backwards.
The pressure will always be on us to be more
efficient and ‘leaner’ to use another of the in words.
I’m hoping there will be more resources and money
available to use more technology in diabetes to
improve our IT systems’ (D3)

It is all to do with efficiency savings, getting more
for your bucks, but there comes a time when you
can’t do anymore, and you give in” (DSN1)

“The rationale behind community service was to up-
skill general practice and reduce referrals to
specialist services’ (D4)

“You might not see any patients at all if managing
to up-skill general practice and give telephone
support’ (D4)

‘From PCT management there have been many
diktats, particularly to the community team, saying
you mustn’t do any hospital work, you mustn’t
support the hospital work, you are the community
team, and creating this divide between the two
teams, which was very unhelpful and resulted in
clashes and now we’re trying rebuild that and
bridge the gap that was created’ (D3)
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Table 8-10

Thematic chart to summarise emotion

Theme 4 | Emotion

Research question:
What were the current issues facing services in 2011?

Key emergent concepts (number of
participants):
Frustration (7)

Group effort/ team work/ close relationships (7)
Positive way forward (6)
Seeing the benefit (4)

Uncertainty (6) Committed and motivated staff (4)

Expectation (6) Higher aspiration to provide more services to before/
Anxiety (5) strive (2)

Disappointment (5) Goodwill (1)

Negotiation (5)

Negative impact of retirement/ maternity leave/
holidays (4)

Confrontation (3)

Findings:

Participants expressed mixed emotions relating to renewed service change and the effect on their ability to
do their job. Clinicians felt uncertain as to the future role and function of their teams and their place in the
new structure. This made the service an uncomfortable place to be during the process of change.

All respondents were frustrated and disappointed at the lack of resources which impeded implementation of
new models and reduced progress toward service improvement.

Clinicians speculated as to the future shape of services and their role. Some were able to describe progress
made since 2006 now realising benefits in terms of improved communication and integration with primary
care. In describing their feelings, positives were also expressed, commitment and motivation and striving to

provide more services than before utilising team work. Through this clinicians were able to see a positive

way forward.

Participant perspectives:

‘We don’t have that service, it is not funded,
we are trying to develop that, but unfortunately
we not getting anywhere’ (D3)

‘We’re not able to recruit the staff you would
like to because of the pressures, and as a result
that has a knock on effect on the quality of
services we provide as well” (D5)

‘We haven’t been able to do that despite
having piloted the model, despite agreeing that
it needs doing, it is a priority and has all those
advantages that have been talked about and the
reason is still that the Trust’s priority is to sort
out acute medicine and the diabetologists are
spending time sorting that out, so they haven’t
been freed up’ (D2)

“You’ve got to fight, the case has got to be
made even, is much harder to make than it has
been (workforce planning)’ (D1)

‘We’re trying also to make sure we’re still
involved because a lot of the negotiations that
have previously happened between the Trust
and the PCT have happened with people who
are not involved with diabetes and haven’t got
a clue about diabetes’ (DN2)

‘Right now we suffer from the lack of power to

‘Well it’s fairly difficult to understand quite what’s going
to happen given the fairly chaotic process that is
happening in the entire NHS’ (D4)

‘I think there will be a transitional phase where how they
work, a lot of staff | suspect will move into the
commissioning groups or work with the cluster’ (D1)

‘I think the PCTs have been hit badly, they have been so
concentrated on slimming down, I think the worst is yet
to come within in the hospital sector’ (D1)

‘I hope we will be well on our way out of the recession,
the money situation, will be a little bit improved, and |
think in terms of delivering a more efficient service, |
think that is never going to go backwards. The pressure
will always be on us to be more efficient and leaner to use
another of the ‘in’ words’ (D3)

‘I think we could change our name to morph, we can
morph into something else.... I think we’re very good at
adapting to our needs and to our surroundings’ (DN2)

‘Without the goodwill of the team, whether you’re
looking at medical or nursing, but specifically nursing,
then the service would just fold” (DN2)

‘We probably had the biggest multiprofessional team as
we had all these other disease services in the same office,
kidney and feet and heart’ (D4)
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negotiate and we seem to be completely at the
mercy of commissioners and primary care who
seem to be dictating terms rather than taking a
much more holistic view of these things’ (D5)

‘I certainly feel that competing time demands
doesn’t allow us to spend that much time with
junior doctors, and I’'m certainly concerned
about that’ (D2)

‘It’s all to do with efficiency savings, getting
more for your bucks, but there comes a time

when you can’t do anymore, and you give in’
(DN1)

‘No the consortia have never tried to be in
touch with me, it is really sad, | have tried to
be in touch with them but nobody seems to be
owning up and saying look the person you
need to be in contact with’ (D5)

‘I always say, you can destroy anything
overnight but it takes years and years to build
up, so you should always think carefully before
you destroy anything’ (D1)

‘I think it will involve innovative work and people
working interchangeably, in my view, I don’t think we
should be stuck in our community role or hospital role’
(D3)

‘So generally speaking, we have a lot of input at national
level and we benefit from it” (DN1)

‘We also have an opportunity to probably to free up some
of our time and develop a highly specialised tertiary care
services, for example a centre for neuropathy, or a focus
on treatment for type 1 diabetes for lets say, either
transplant clinics and so on’ (D5)

‘We’re still looking for gaps and ways in which we can
specialise even further, we need to be able to do the
things that general practice can’t do, and that’s how we
do it’ (DN1)

‘We're aspiring to do more’ (D5)
‘What we don’t know is whether it (new model) will

continue to be commissioned for the next three years
because that will be up to the GP consortia’ (DN1)
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8.6 Conceptual framework

As part of the mapping and interpretation, the conceptual framework was developed
to demonstrate the relationships between the themes, the driving and restraining
forces during the course of the decade and their impact on the healthcare
professional, diabetes specialist service and person with diabetes (Figure 36)

(Appendix K for a larger version).

Figure 36 Conceptual framework

= Weeking differantly, pew teams/lccations
 Dpweloping relaticnships with Corsortia Sacvice
» Ability 1o agagt 1o new situations Redesign

+ Cppertunities te up-skill primary care HCPS Dy agmics
* Oppartuniy to develep tertiary services

8.6.1 Comparison over time
Questions varied between the surveys making cross comparison complex. As

analysis had not been carried out in 2000, the index developed in 2000 was applied.
However, for data already coded in 2006, the closest fit was sought. This was not
considered to be problematic as the codes in 2006 were used as part of the ‘a priori’
codes on which to base the 2011 index. Table 8-11 described the top issues present in
2000, 2006 and 2011 what had remained the same and what issues had disappeared

and new themes to emerge (Table 8-12).
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Table 8-11

2000

Best and worst issues
affecting diabetes services in
2006

2011

Change — same, increased,
decreased

Positive

Negative

Research question:

What is new?

What has remained the same?
What has disappeared?

Service redesign and experience of change

Working relationship with
primary care (11)

Lack of PCT interest in diabetes
specialist services (8)
Relationships with key
personnel (6)

New models of care; shift to
primary care (5+8)

Restructure of diabetes services
(4)

Place in the process of change
(start, middle) (4)

Commissioning and negative
impact of central government
policy on diabetes care and
uncertainty over future (94)
Shift to primary care with
limited capacity, lack of
knowledge and experience and
quality of care is variable (40)
Poor communication and
collaboration with primary care,
PCTs and specialist services
(23)

Good network and engagement
with primary care (15)

Service reconfiguration and
fragmentation (8)

Restructure of diabetes services;
impact of government policy
changes; GP consortia
commissioning

(8:5;7)

Place in the process of change
(start, middle) (6)

New models of care (6)
Relationships with key
personnel (5)

Degree of change in issues (5)
Change in priorities (5)

Shift to primary care (4)

Lack of pct interest in diabetes
specialist services (4)

Circle of changes (4)

Team dynamics:

MDT staffing levels (24)
Gaps in the workforce (18)
Team ethos (8)

Clinical competency (4)
Perceptions defining team
strengths/weaknesses (3)

Good team and MDT working
and expertise (39)

Lack of staff, downgrading of
posts and job losses (32);
Good staffing levels (2)

Loss of specialist skills,
difficulty recruiting and training
staff (20)

Work is enjoyable, challenging
and satisfying (25)

Good training (2)

Clinical competency and team
ethos (5+4)

How we position ourselves for
the future (6)

Workforce planning (5)

MDT staffing levels (5)
Upskilling non MDT healthcare
professionals (5)

Ability to do my job:

Specific diabetes services (34)
Lack of financial resources (26)
Organisational infrastructure
(25)

Pressures on workload (12)
Managerial pressure (11)

NHS funding/finances/ deficits,
and no prospect of service
development (47)

Specific diabetes services not
adequately support (education,
psychology and retinal
screening); poor inpatient care
(24;6); specific diabetes
services supported (10)

Lack of understanding of
complexity of diabetes, diabetes
not considered a priority and
poor management support (24)
High workload and increasing
prevalence; lack of time;
pressure from acute medicine
(22;10;2)

Good quality, well organised

Delivery of standards (7)

Care of person with diabetes (7)
Integration with primary care
(7

Lack of financial resources (6)
Pressure from increased
prevalence (6)

Pressures on workload (6)
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service and facilities (20); Poor
admin, facilities and IT (8)

Emotion
Committed and motivated staff | Uncertainty (see service Frustration (7)
@) redesign) Group effort/ team work/ close

Positive way forward (6)
Group effort/ team work/ close
relationships (4)

Frustration (4)

Higher aspiration to provide
more services to before/ strive
3)

Disappointment (3)
Uncertainty (3)

Suspicion (2)

Confrontation (1)

Negotiation (1)

Low morale (8)

relationships (7)

Positive way forward (6)
Uncertainty (6)
Expectation/speculation (6)
Anxiety (5) and disappointment
(5)

Negotiation (5)

Negative impact of retirement/
maternity leave/ holidays (4)
Seeing the benefit (4)
Committed and motivated staff

(4)
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Table 8-12

What has emerged since 2000?

Service redesign and experience of change:

Working in new locations

Adaptable teams

Demonstrate value/ relationship to money
GP consortia commissioning

Degree of change in issues

Pace of change

Circle of changes

Stimulus to change

Cultural change and boundaries demolished
Change in philosophy

Change in priorities

Destructive force

Proactive

Team dynamics:

National political presence
Issues relating to teams
Attitude to change (reluctance)
Professional pride

Ability to do my job:

Impact of new technology

Patients slipping through the net

Shared electronic access to data

New provider competitors

Commissioner demands and expectations
Incentives

Uncosted activities

Emotion:

Anxiety

Goodwill

Power

Seeing the benefit

Taking more responsibility (for patients in
service redesign)

Protective

Expectations

Negative impact of retirement/ maternity leave/
holidays

8.7 Discussion

As stated previously the purpose of this multi-case study was to explore the views
and perceptions of consultant diabetologists and DSNs working within diabetes
specialist services at a time of NHS reform and service redesign in 2011. The study
also examined how these views varied between professional groups, if issues have
changed over time and reflected on the longitudinal quantitative and qualitative

methodological approach taken.

The quantitative questionnaire ensured that a range of diabetes specialist services
were represented despite their limited number. The participants all had long
experience of working in services and all except one was present in the same service
in 2006 and able to reflect back to that time.
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The overriding findings of this study revealed that:

Continual service redesign in the NHS and commissioning changes impacted
on the morale of clinicians in already stretched specialist services, with

increasing workloads and fewer resources.

Some clinicians felt disenfranchised with service redesign, a lack of
acknowledgment of the complexity of diabetes and needed support through

the process of change.

Participants, however, remained optimistic for the role that specialist teams
would continue to play in the delivery of high quality care, and displayed a
willingness to work in partnership and jointly lead the development towards

an integrated service.

This discussion analyses, interprets and synthesises the findings and is organised by

the following analytic categories, observations of changes over time and reflections

on methodology:

N o a ~ w b E

Service redesign and experience of change
Team dynamics

Ability to do my job

Emotion

Changes over time

Consideration of methodology

Consideration of theoretical perspective

The themes were initially derived from the ‘a priori codes’, and then shaped by the

themes emerging from the data and the literature of experiences of change and

service redesign. An early review of change management models lead to the

selection of Lewins’ (154) force field analysis to support interpretation of the

findings. The notions of driving and restraining forces had similarities with the

analytic approach taken in 2006 to describe the range and diversity of clinician

views. In addition to the strengths, weaknesses and threats asked in 2006,

opportunities were asked for in 2011 to complete the ‘SWOT’ analysis. SWOT was

useful to help analyse how issues had changed over time in combination with the
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2000 and 2006 datasets, but produced mainly descriptive observations rather than
providing deeper theoretical explanations. Combining both the SWOT and the force
field analysis was useful to point to dimensions within themes and to track changes

over time, but also had their limitations.

The conceptual framework was developed to place the person with diabetes, with the
specialist service and clinician, as the focus of the study. It visually represented this
inter-relationship and operationalised the driving and restraining forces of the four

themes and their impact on this relationship as this continues to change over time.

The implications of the findings are intended to give a voice to the experience and
perception of specialist clinicians working in diabetes specialist services and to
illuminate contributions towards identifying a positive way forward. Whilst the tone
of many interviews was negative and pessimistic, on closer reading much optimism
was also expressed. The chapter concludes with recommendations for practice and a

discussion of the strengths and limitations of the study.

8.7.1 Service redesign and experience of change
The major issue identified by all participants was the Government’s plans to replace
PCTs with CCGs. Some respondents had already experienced several reorganisations

and it was a time of uncertainty and anxiety.

Central to the success of redesign seems to be the development of key relationships
across primary and secondary care. The level of engagement and stability of
relationships ranged from not knowing the identity of the key decision makers to
joint leadership and co-creation of new models of care. This was reflected in the
cultures of services, from seamless, cross-boundary working to an absence of
communication, tension and suspicion creating a cultural divide. Integration in some
locations was described as fragile and requiring care to survive potential turmoil.
Even where clinicians spoke positively of their joint collaboration, there were notes
of caution of their longevity in the face of change or services being disinvested and

key staff made redundant.

High levels of tension were also observed in MacLeod’s (45) study in 2007 between

secondary and primary care, where the changes in purchasing and commissioning
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created a culture of competition rather than collaboration. This was at odds with the
nurturing of close working relationships, which take considerable time and resources
and can impede true cross-boundary working and effective networking.

One participant demonstrated this collaboration in a way that echoed Mowles’ study
(155), where the process of developing a new way of working was as important as
the resultant model. All stakeholders were involved and shared a vision of a

commissioned service to achieve good outcomes for their local population.

The nature of relationships becomes even more important when boundaries between
primary and secondary care blur in response to the impact of government policy
changes, purchasing, commissioning and service provision. Distribution of power
and how it was experienced varied according to the values and personalities of those
involved locally (156). Participants who felt on the outside of the decision making
felt lacking in power to influence. This disempowerment was an uncomfortable
experience and a challenge to their traditional roles as leaders and decision makers

used to setting priorities and taking responsibility for service development (45).

Within the re-design participants were considering how they could position
themselves for the future, what they could offer to CCGs in terms of a higher degree
of specialisation. A key skill identified by participants to ensure the survival of the
specialist service would be to adapt and find new ways in which to tailor their
service. This concept of ‘morphing’ appears to be slightly different to the notion of
innovation and changing practice to achieve better outcomes, rather a political skill

for survival.

Periodic restructuring in the NHS has seen many new changes and it has been argued
that stability is illusionary and in itself change need not be the ‘enemy of
collaboration’ (157). Yet it is the type of change in service redesign, that is continual,
externally-driven, imposed and organisationally disruptive which threatens
collaboration and attainment of partnership (157). It is this kind of change
experienced by the participants in this study that has adversely impacted upon team
morale and increased anxiety levels. This at times can threaten to overwhelm
clinicians and could divert them from long term activities that would improve and

develop current service delivery. The concept of continual and type of change has
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helped to make sense of the emotions felt towards cyclical changes as identified by

participants and their responses to this.

As well destructive forces within the threats identified, opportunities were found and
proactive forces towards change. Despite feelings of uncertainty and anxiety towards
the future, participants were able to create visions for the future of new ways of
working, in new locations and in new teams. The shape of these structures differed
most between hospital and community professionals. Hospital consultants viewed
future models directed by the specialist service whilst the community consultants’

perspective was one of bringing services back to the GP.

It seems essential that for reforms to be successful, there has to be engagement with
the local situation and acceptance of variability (158). The traditional models of
change, which Reinheck (159) argued are often linear, do not take account for the
cyclic often chaotic change experienced today and evident from the responses.
Rather than imposed standardisation, to achieve the positive way forward, all
stakeholders should have responsibility to shape, change and co-ordinate care and

acknowledge local differences in provision and delivery.

8.7.2 Team dynamics

The strong team ethos, pride in level of expertise, competency required to deliver
complex care to people with diabetes and the ability to work with and understand
new technologies was central to all participants. This view was shared in the study by
MacLeod (45) in 2007 where consultant diabetologists recognised the value of team
working. Kash (160) also revealed in a study of healthcare administrators that
‘culture and shared values’ and ‘people and engagement’ were ranked first and third

respectively as top success factors for strategic change initiatives in healthcare.
Building on their expertise, clinicians saw opportunities to develop the specialist
service further into tertiary areas such as amputations, as a survival mechanism

during the shift towards diabetes management closer to home.

However, there were concerns expressed over the variable quality of care in primary

care; as found by MacLeod (45), consultants were concerned that general practice
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lacked expertise and capacity to cope with increasing prevalence and complexity of

diabetes care.

To resolve this and further secure their own role, participants saw another positive
way forward in up-skilling general practice, as something that could be packaged and
presented to commissioners. This also highlighted a difference between the primary
and secondary specialists as the community consultant saw their role as existing
primarily to up-skill primary care to reduce referrals. The role of up-skilling was also
positively described by MacLeod, with specialist teams providing educational roles
for GP’s and other primary care staff which in turn would lead to better and more

appropriate care.

Evidence from McDowell’s (161) study demonstrated that staff working in primary
care viewed type 2 diabetes as significantly harder to treat when compared to other
chronic diseases. They recognised it as a serious condition and overall they were
confident in their management and own actions to improve outcomes. The study also
found that following education input knowledge positively affected confidence and

could affect outcomes for people with diabetes.

All clinicians were highly concerned about current and future staffing levels within
the multidisciplinary team, impacting upon its ability to provide a service to people
with diabetes. This was particularly evident, when participants described a lack of
backfill cover for training courses, sickness, holiday or maternity leave. Again this
was apparent when replacements were not approved for staff retiring, leaving or
completing short-term posts. Whilst this was largely a feature of lack of resources,
Diabetes UK and TREND-UK’s position statement has called for employers to
ensure there are sufficient numbers of DSNs to care for the growing numbers of
people with diabetes, to enhance their quality of life and reduce costs to the NHS
(112).

This situation has not improved since concerns were raised in a previous Diabetes
UK survey in 2007 where worrying trends of posts being frozen, unfilled posts
following retirement, redundancies and posts being downgraded were found (77).
These were found again in the DSN workforce survey in 2007 where 40% of the

workforce were due to retire within 10 years of 2007 (162), presenting a serious gap
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in skills, leadership and experience available to the service. Doctors were frustrated
with the limited time and conflicting demands to provide high quality training to
junior doctors and to recruit them into the profession. Concerns were also voiced by
consultants in MacLeod’s study about the demands of acute medicine having an
adverse effect on the training of junior doctors, with junior doctors spending an

inadequate time in clinic to gain sufficient experience and knowledge.

Frequently and repeatedly discussed by clinicians was that they were committed to
maintaining high skill and competency levels, but the means to achieve this were
growing scarcer. Trusts had been reluctant to fund or provide backfill to enable staff
training. Nurses described other means through which funds were found to facilitate
training including speaker payments and pharmaceutical support being put into a
separate fund. A survey of CCG’s by Diabetes UK on the approach taken to diabetes
health professional education in England in 2013 has shown that two-thirds (66%) of
CCGs do not have a formal (written) policy on diabetes education and just over half
(56%) had specifically funded time to participate in diabetes related health

professional educational events (163).

8.7.3 Ability to do my job

Based on QOF data from 2013, the prevalence of diabetes in the UK has risen to 6%
of the population, therefore the known diagnosed population is now 3.2 million
people (164) and is predicted to increase to five million by 2025 (165). All
participants felt pressure from this continual rise in prevalence, placing an intolerable
burden on services at saturation point with financial resources becoming increasingly
scarce. The problems with resources have intensified in the previous five years and
there was a perception that although the worst had passed in PCTs, it was yet to
come in the acute trusts. In contrast, there was also optimism that resources may

possibly improve in five years after the recession.

To manage this dilemma of increased workload with fewer resources, the LEAN
approach developed by Toyota to increase efficiency had been adopted into the NHS
to improve care for people with diabetes within existing resources. An inevitable
consequence of the LEAN approach was to achieve the same tasks using fewer
people, to deliver better healthcare at lower overall cost (166). Yet, it would seem

inescapable that in any redesign process a certain level of investment is essential to
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ensure a sufficient workforce and support systems are in place to achieve excellent

care.

This pressure to be more efficient and ‘leaner’ may risk an increase in stress to
unmanageable levels in clinicians. Some participants felt under continuous and
relentless pressure which then became part of the job but which could be detrimental
to both the service and care for people with diabetes. Agius (167) identified both
demands on time and organisational change in the NHS as high risk factors for

causing stress in clinicians.

According to Patterson (168) it would be appropriate for human resources
departments to implement work practices to support and enhance employee
autonomy and control during these periods of substantial organisational change. He
found a positive association between increased job control on employee outcomes,

such as job satisfaction, presenteeism (169) and health.

At times of organisational upheaval, when direction, roles and responsibilities are
less clear, Binney et al (170) observed a preoccupation with managing often
unrealistic expectations from hospital management and at the same time, ensuring
the well-being of their team. This was a constant difficulty for clinicians having the
ability and remit to be leaders, managing and supporting their teams to achieve

targets and provide high quality care.

Being able to participate and have some control over local situation would help to
reduce feelings of powerlessness and anxiety. Macfarlane (171) described how
prevailing organisational theory generally emphasised the role of social factors rather
than economic or efficiency factors in driving organisational change. Binney was in
agreement (170), stating it is less about knowing the answer, but releasing the
collective insights of organisations and helping people to find their own answers.
This was clearly the case for one of the case studies who described the process as
important as the outcome in developing their new service redesign. To help provide
support to clinicians to develop their leadership capacity, Diabetes UK has launched
the Local Clinical Champions programme. This is a national programme to empower

clinicians to deliver meaningful improvements to diabetes services. This type of
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programme is providing not only training but social networks and opportunities for

peer review in which they can call for support and ideas.

It was observed by respondents that sufficient time and periods of stability in
amongst the change, to get systems, processes and people in place and trained before
the inevitable next cycle of change with Government changes is necessary. This need
for stability was recognised as necessary by Binney, as the speed and frequency of
change does appear to be counterproductive and stability is necessary in order to
survive forthcoming changes (170). The risk of continual change is staff losses
combined with inadequate time for recruitment and training of future consultants and
DSNs, onto whom to pass institutional knowledge, passion and enthusiasm. This
would in turn lose the essence of what is at the heart of specialist services in these

case studies.

Hospital consultants and DSNs described their role as training and educating,
leading, integrating research and taking on leadership roles at national levels. They
spoke of the value of relationships with research and how this put them at the
forefront of national profiles and how they were keen to maintain this providing
some level of prestige to them individually and also raised the profile of their
services. It is important that this clinical expertise and knowledge of the complexity
of diabetes is recognised and valued by those responsible for designing and

commissioning diabetes services.

It was encouraging that all participants felt their service was on track to deliver on
the standards set out in the NSF in 2011. Many described improvements in retinal
screening and structured patient education. Yet despite being an area identified in the
NSF for improvement, little progress in psychological services appeared to have
been made throughout the decade. Clinicians valued the tools provided through
National Diabetes Audits, QOF, NSF and NICE to provide valuable mechanisms
with which to improve services and presented a positive driving force providing
valuable leverage. Yet despite data on care processes being available through QOF,
there were still gaps in the data available on outcomes, such as amputations, rates of
diabetic ketoacidosis and inpatient data, or feedback as diabetologists or the Trusts’

performance.
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The issue of lack of IT support has persisted since earlier surveys, in particular
systems within hospitals that are unable to link together or with primary care. This
had been resolved in the case of the community consultant, but without this issue

being addressed, true integration will remain problematic.

8.7.4 Emotion

An emotion present through all the themes was uncertainty, of the implications of
service redesign, in the experience of change and what this would mean for
participants’ role and team. In the present study frequent references were made on
the pace of change, continual change and frustration adversely affecting morale.
Cortvriend (172) likened the impact on the employee to bereavement processes,
resulting in uncertainty, stress, and low self-esteem. Whilst it has been noted that the
rate of change has increased for organisations, as Cortvriend observes, for

individuals, it can be a long drawn out process.

From this, Reineck raised concerns that change fatigue may result from relentless
change (159), during which employees lose trust and faith in the service which may
result in leaders becoming stressed and leaving. In this present study, however,
professionals did not exhibit all signs of change fatigue, despite the negative impact
changes in government policy had on morale. Clinicians were searching for new

models of working and identifying positive ways forward.

Clinicians in this study appeared to feel a high level of professional pride, in
providing high quality care and being part of a highly expert team, committed and
motivated. This goodwill was identified as a cornerstone of the functioning of the
service. This was also described by MacLeod (45) that most consultant diabetologists
derived professional satisfaction from clinical practice and the provision of high

standards of care for people with diabetes.

However, there were feelings of frustration by some participants in attempts to
navigate new systems and from strained relationships with primary care. Likewise in
MacLeods study, high levels of tension were reported between secondary care and
primary care. Here close working needed time to be developed and nurtured which
was at odds with the competitive culture resulting from the re-organisation and

financial management of the NHS. This impeded development of a collaborative
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culture and true cross-boundary working and effective networking. Feelings of
suspicion were apparent in the present study and to repair and rebuild relationships
takes time and again a period of stability. Similar observations were made in 1991, in
the Clinical Standards Advisory Group report (173) where two localities described
that dialogue between providers and purchasers was inhibited by an attitude that
there should be no direct communication and clinicians felt that their input into the

contracting process was being discouraged.

Some frustrations and anxieties seemed to be concerned with feelings of
powerlessness to negotiate and influence the future of the service, for example,
anxiety that those with power, such as Trust management or commissioners, may not
fully understand of the complexity of diabetes or what the specialist service had to

offer.

8.7.5 What has changed over the decade in the issues facing
diabetes specialist services, 2000 to 20117

In this decade, clinicians in England have been faced with repeated Government led
structural changes such as:

e payment mechanisms

e commissioning models

e PCT mergers

e PCT disbandment

e introduction of an NSF

e changes to tariffs and payment by results

e shift of care to primary settings

All of these have individually and collectively affected all aspects of service

provision by the specialist diabetes teams and their individual roles within it.

8.7.5.1 What issues have emerged?

As different questions were asked in previous surveys, it was not possible to track
clinicians’ experience of such changes in 2000. This information was only indirectly
available in 2006 through analysis of the open questions. In 2006 whilst many

described the changes as an issue for their service, their emotions were apparent in
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their responses. It was only in 2011 when participants were explicitly asked to reflect
on how issues had changed in five years that the experience of change and the notion
of the circle of change emerged; it is not likely, however, to have been a new theme.
What was different to 2006 was the adaptability and resilience that was described

and the mechanisms clinicians were developing to respond to the changes.

8.7.5.2 What has remained the same?

Lack of financial resources was a constant constraint on participants’ ability to do
their job throughout the decade. Aspects relating to specific diabetes services such as
access to psychological services remained poor despite standards in national
guidance and strong evidence of need. The impact of increasing prevalence and
pressure on workload was also an ongoing theme. Furthermore there remained
concerns over the shift to primary care, variable quality in primary care and service

fragmentation.

The importance of stable relationships with key personnel for successful
implementation of new changes was apparent throughout the decade. Pride in a
strong workforce demonstrating high competency and skill levels has been evident
since 2000, however, cuts to budgets for continual professional development and a
lack of time and resources for training of junior doctors have become a pressing

concern for the future workforce.

It is notable that since 2000 service reconfiguration and the impact of Government

policy changes has been a persistent theme.

8.7.5.3 What has improved?

Encouragingly national programmes such as retinal screening, patient education and
the National Diabetes Inpatient Audit have made a tremendous impact in improving
services and highlighting areas of need. The National Diabetes Inpatient Audit
provided leverage to services to innovate and introduce new models of care. Despite
initial resistance in some places, changes to the retinal screening process also
demonstrated overall benefits. These instruments had proven their value in

supporting service improvement from the perspective of participants.
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8.7.5.4 What has deteriorated?

Participants in 2000 appeared more positive compared to 2006. A greater proportion
of negative emotions were expressed in 2006 with feelings of frustration, anxiety and
disappointment and disengagement from NHS reform. In 2011, this continued with
negative emotions reflecting the uncertainty in the changes and also low morale. In
parallel, however, throughout the decade there had been positive expressions of close

team working, motivated teams and an ability to see a positive way forward.

8.7.6 Consideration of methodology

This present study has provided a longitudinal qualitative case study approach in
addition to the six quantitative studies in previous chapters to describe provision of
diabetes specialist services. Whilst quantitative data provide answer to ‘what’ type of
questions, longitudinal qualitative approaches can provide a dynamic picture of
clinicians experiences and practices and how these change over time to better inform
policy making (174). For this reason, the interviews carried out have provided a rich
insight into the views and perceptions of clinicians working at a leadership level
within diabetes specialist services. The use of case studies, whilst traditionally less
frequent in health service research has provided a holistic picture combining both
quantitative and qualitative data to be used in response to the research questions and

provided a perspective on the experience of clinicians through the decade.

In the first instance, the research design for the quantitative studies allowed some
continuity from the survey carried out in 2000 by ABCD. In quantitative studies,
consistent measurement is helpful to make comparisons although as it has been seen
that changes in national guidance has made this problematic. In qualitative
longitudinal studies, however, there is greater flexibility by responding to what
emerges from the data to inform the next stage of data generation. For example,
sampling can be extended, interviews adjusted, the focus of the study shifted and
multiple theoretical perspectives to be considered (174).

Future longitudinal qualitative studies of this kind should make careful consideration
of ethical issues. These could include; how ethical issues may change over time,

continuity of researchers and participants, how relationships are built, sustained over
time and ended, and maintaining confidentiality and anonymity over time. Informed

consent would need to be a continuous process rather than a one-off event with
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consultation through the process. Additional consent would need to be sought for

material to be archived and allowing different levels of access to the data.

There are challenges to be negotiated with regards to managing and storing large,
complex, multi-dimensional datasets and strategies for data analysis. Analysing
across cases at one point in time, within a case and then tracking participants across
time to compare and contrast themes requires multiple presentations. One solution
identified by Holland (174) would be to employ a team of researchers from a range
of different theoretical and disciplinary perspectives and compare the outcomes. This
requires researchers to be reflexive of their own positions and resources, their role in
setting the research agenda and generating knowledge. Attention the composition of
the research team to include both insiders and outsider roles could be considered and
their potential for influence on data collection and interpretation (175). The
development of a mixed methodology employing a multi-disciplinary composition
would be a new innovative development (174).

Large-scale nation-wide surveys are costly and resource intensive to carry out and
response rates are decreasing over time (176), perhaps due to increased workloads
and fewer resources. In 1992, Williams put forward the suggestion of carrying out
surveys of diabetes services on a sample of physicians, centres or localities every 5 to
10 years to help answer questions of the future (177). Other avenues to gather data
on outcomes could be explored from National Diabetes Audit and service delivery
information as used to be gathered by Diabetes-e. However, a mixed methods
approach combining quantitative data of service delivery and outcomes with a small
number of consistent case study locations over time, gathering data of the kind in all
the studies presented could enhance understanding of why variations in models of

service delivery and outcomes exist.

8.7.7 Consideration of theoretical perspective

At the start of the analysis Lewins’ model of driving and restraining forces helped to
understand the range of dimensions expressed by participants about the categories as
they emerged. The theory helped to develop the conceptual framework by
demonstrating the multiple forces operating on clinicians, and operationalised the

continual and circularity of changes.
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However, on a further level of analysis, it became apparent that the nature and
quality of relationships was fundamental to the experience of change. At this point,
Mowles (155) exploration of working with staff caught up in the process of change
and how best to support service improvement in healthcare settings became more
relevant. In this study the theory of complex responsive processes, one manifestation
of the complexity theory, took a different approach to participating in change within
the NHS. In this theory a more complex understanding of how change comes about is
identified as one which is tolerant of ambiguity, the unexpected and paradox, in
which no one person is in overall control over what is happening and what emerges
is unpredictable. Through reflection and peer review in a process that favoured a
focus on problem identification rather than resolution, fresh insights emerged,

interactions began to shift and transformation became possible.

A future study could incorporate a theory of this kind to open up and extend the
conceptual framework developed in this study, to explore further the nature of the
relationships between all aspects of diabetes service provision. The benefit of a
longitudinal qualitative study however allows for multiple theories to illuminate and

provide explanation as required.

8.8 Recommendations

From the findings and discussion the following recommendations could be made:

For clinicians in diabetes specialist services:

e To recognise their personal resilience and ability to adapt to changing
circumstances and to lead and co-create environments in which a positive
way forward can be forged.

e To develop leadership and national roles through participation in Diabetes
UK Local Clinical Champions programme.

o Reflect on restraining forces and identify opportunities where as leaders they
can offer expertise, knowledge and experience to new structures.

e To recognise in themselves as role models of the values and aspirations of

the specialist service and their ability to act as agents of change.

For other clinical specialties:
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e To evaluate success of new interventions, for example the paediatric tariff in

paediatric diabetes specialist services.

For NHS services to implement:

e Human resources management practices that would support clinicians
through the process of change to manage the complex interactions and not
detract from delivering high quality care to people with diabetes and better
outcomes.

e To celebrate the successes of and achievements of partnership working and

steps towards integration and development of new models of working.

For Government:
e To consider the impact of continual change to services and commissioning
structures and the discomfort it creates for healthcare professional and the
impact on efforts to build shared culture, understandings and relationships to

service improvement and service integration.

For further research:

e To build up a network of services where changes and issues could be tracked
over time, building on the knowledge and experience of those in service for a
long time who can reflect back.

e To extend the study to include primary care, dietitians, podiatrists and people
with diabetes in a discussion of the issues facing the whole service and

evaluation of whether the changes in England have been successful.

8.9 Strengths and limitations

A retrospective qualitative longitudinal study combined with the quantitative studies
has had both strengths and limitations. Good project management was essential to
manage the volume of data generated interview transcripts and open questionnaire
questions. Effective organisation of large datasets, with data at different points in
time and allowing sufficient time for analysis needs to be appropriately planned. A
reflection on my own experience as a member of the working group, a non-clinician
and past member of the Diabetes UK policy team has been acknowledged as bringing
my own bias to the analysis selected and themes developed. The analytic themes and

categorisation were not the only ones that could have been selected.
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8.9.1 Strengths

A key strength of the six surveys carried out between 2006 and 2009 lies in the four
nation scope and coverage of all diabetes specialist services reducing the risk of bias.
Efforts were made to maximise response rates with additional analyses to explore
non-response bias and sub-group analyses of comparable respondents from 2000 to
2006 to strengthen findings. Despite changes in national guidance, for example, new
NICE guidance in 2002 for children and young people which made direct
comparison problematic in 2008, it was possible and desirable to make adjustments

and still satisfy the research aims.

The interviews extended the insights and depth possible to achieve from open survey
questions and the evidence from Figure 35 suggests that data saturation was achieved
with few new codes emerging from the final interviews. This helps to provide
confidence that sufficient interviews were held with professionals from these groups.
For continuity, efforts were made to ensure that the interviews were held with
professionals present in the same service as in 2006 and with consultants who
completed the surveys at that time. This was not possible at one service where the
DSN was interviewed in place of the consultant however both met prior the interview
to discuss experiences and issues from 2006. The one-to-one interview format also
allowed privacy, for example, for DSNs who may have spoken more freely when

separated from consultants.

8.9.2 Limitations

A limitation of the case studies was in the small number of localities selected. Efforts
were made to produce a wide range of localities with different levels of resource,
types of population and type hospital to deliver a degree of generalisability in the
results. A larger sample of case study locations may make it possible in future studies
to determine any links between well-resourced score and ability to adapt and respond

to change.

A larger study would be able to include a wider range or professionals including;
podiatrists, dietitians, psychological experts, primary care staff delivering diabetes
care as well as commissioners and network members. Ideally this group would also
include people with diabetes. The perspectives of consultants and DSNs provided

valuable continuity from previous studies but do not reflect the experience of all

277



aspects of the diabetes service. These limitations could be addressed with more
resources in terms of funding, time and researcher capacity. Resources for this study
consisted of my time as no external funding was sought.

Furthermore, consideration of the using focus groups may allow this diversity of
participants to stimulate each other to think of and express views that may not have
occurred in a one-to-one interview. To have carried out focus groups would have
required more resources for travel, room booking and additional researchers to
transcribe and analyse the data which were not within the resources available to this

study.

The qualitative study was only carried out in England where healthcare reforms have
taken a different direction to Wales, Scotland or Northern Ireland. A larger study
may make useful evaluation of the success of the changes in England compared to

the other nations.

Whilst the study reflects back to 2000 and incorporates responses, there was no
intention in 2000 of using a longitudinal design. For the reasons stated in the
previous section, planning from the start and the considerations raised, it would be
useful to have in mind the repeatability of the study from the outset to guide the
study design, whilst allowing change to emerge as it occurs. Overall this study could
perhaps be seen as a pilot of the use of combined quantitative, qualitative and
longitudinal design that could be extended in future studies.

8.10 Conclusion
Vital to clinicians’ ability to weather the continual change is their ability to lead
highly skilled and effective teams, accept the flow of change and develop personal

resilience and adaptability to new situations.

Clinicians have the opportunity to influence local redesign processes and
commissioning models through their position as clinical experts and ability. Also
clinicians need to develop and maintain key relationships, networks and
collaboration with those in positions of power ensuring they understand the

complexity of diabetes and its care.
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As Chambers (178) warned, the consequences of structural reform on the
commissioning side of the NHS in England maybe a temporary slowing down of
innovation and implementation of service improvement due to ruptures in long term
relationships which have begun to be productive. It is important that Government
recognises the importance of relationships and the necessary periods of stability
between changes in which to create environments and cultures where joint leadership
can flourish. Government also need to give assurance of the importance of the
specialist’s role in delivering care, providing confidence for them to be at the

forefront of these processes.

Experiencing change and the unknown is an uncomfortable and stressful experience,
but the professionals in this study have demonstrated resilience and an ability to
adapt to new models, qualities which should be celebrated and utilised. However
lack of resources is still a barrier to implementation of care without which any new

innovation is likely to flounder.
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Conclusion

9.1 Statement of contribution to knowledge
A study of this scale and from this diversity of perspectives for diabetes services in
England has not been done before, exploring core aspects of diabetes specialist

services in the UK undergoing testing times, throughout a decade of service delivery.

Concerns prevailed over a growing diabetes population attending already stretched
services, with the prospect of fewer resources. Services appear to be marginally
poorer resourced, with a minor decline in the well-resourced score from 2000 to
2006. In addition regional and national variations in the quality of care were still in

evidence particularly regarding psychological and emotional care.

Much progress has been made towards meeting NSF standards, and successes in
retinal screening must be applauded. However, improvements made toward meeting
recommended staffing levels after 2000 were subsequently threatened from lack of
and redirected resources. Mechanisms such as the QOF and national audits are
helping to monitor progress but without IT to support data and information sharing
across secondary and primary care, true integration will remain problematic. It is
important to ensure that those commissioning and supporting services note that
persistent difficulties relating to IT and lack of resources have to be tackled to

maintain and increase successful service delivery models.

The study has highlighted issues and feelings identified by clinicians concerning the
many and varied NHS reform packages which have had a negative impact on staff
morale. It is vital that all stakeholders are engaged in the change process, yet many
clinicians felt disempowered and their expertise and institutional knowledge
unacknowledged by changes imposed with little or no engagement. Important for all
stakeholders’ to understand is the complexity of managing change: managing
emotions such as anxiety and uncertainty, the importance of key relationships and the
use of joint leadership capabilities. Through engagement senior clinicians can remain
advocates for people with diabetes to ensure the delivery of excellent care through

any change process.
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Change happens periodically in the NHS, and there will always be pressure to deliver
more with less resource amidst changing structures, targets, GP incentives and
provider competition. Just as important as the proposed change is how the change is
implemented. Recognition of the time required and a period of stability for change to
be embedded smoothly is important and for staff with local institutional knowledge,
influence, experience and professional relationships to feel supported. What is
notable is that despite continual change many issues reported have remained the

same over time.

The employment of a mixed methods approach has allowed an exploration of the
experience of issues over time. Insight into; how the issues have changed, possible
causes and to some degree the impact on teams and individuals undergoing NHS

reform have been enlightening:

e The qualitative element has added the depth necessary to see the context
surrounding statistical data.

e What emerged from the study in 2011 was a consideration of the emotions
expressed by respondents rather than purely analytical responses.

e Re-analysis of open question responses in 2000 and 2006 indicated that
morale seemed to have declined over time, the impact of fewer resources,
having to do more combined with uncertainty about the future eventually

takes its toll on individuals and services.

9.2 Implications for practice

There are opportunities within times of change for diabetologists and DSNs to
develop their role as leaders and to shape and inform the future development of
diabetes specialist services. They have the expertise, institutional knowledge and

relationships built up through long term clinical and demographic experience.

The Local Clinical Champions Programme launched by Diabetes UK in partnership
with Novo Nordisk provides a platform for peer support, shared learning and
leadership training for clinicians seeking to deliver meaningful improvements to
local services. Information such as those gleaned from this study and others like it in

the future could provide material to stimulate group discussions for clinical leaders
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and NHS management courses, identifying current issues and those faced in the past

whose lessons have yet to be learnt.

Additionally, mixed methods approaches may add value to National Audits to

provide context and aid interpretation of variability in findings. It could act as a tool

for those with commissioning remits and support discussion within networks

working towards improving local services.

9.3 Recommendations

Given the findings, the following recommendations could be made:

9.3.1

9.3.2

Clinicians
To be aware of the emotional impact of continual change on self-efficacy and

ability to do their job.

To recognise the driving forces, the strengths of their teams, their capacity for

improvement and change and to celebrate their achievements.

Reflect on restraining forces and identify opportunities where their
experience and expertise can offer leadership for diabetes service within new

structures.

To be aware of opportunities to engage as role models for other services to
spread innovative practice through initiatives such as Diabetes UK Local

Clinical Champions.

Diabetes service

For human resources management practices to be put into place to support
clinicians through the process of change and to manage complex interactions
whilst not to being distracted from delivering high quality care to people with

diabetes.
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9.3.3

9.34

To develop working practices that will support clinician leadership,
autonomy and ownership which will support better outcomes for people with

diabetes.

Commissioners

To recognise and value the contributions from all stakeholders when deciding

on new approaches.

To adopt more formalised project and change management approaches to
ensure that services are supported through cultural change and that change is
embedded.

Ensure service models reflect national standards and good practice for all
areas of diabetes service delivery. Specified service outcomes must be
achievable and sustainable within the funding provided.

Ensure that the commissioned services cover the needs of the local population
thus reducing persistent variations in standards of care, in particular to
improve commitment to access for psychological support and care for people

with diabetes.

Government

To consider the impact of continual change on clinicians and recognise
efforts towards service improvement and service integration. Recognising
that building shared culture, understandings and relationships can be
hampered by repeated and frequent changes with insufficient time to embed

changes.
To be aware that working practices which divide rather than support

integration and diminish engagement of all stakeholders have persisted since
1991.
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e To address the issue of cross-boundary working being hampered by IT which

inhibits the sharing of patient information.

e To consider the use of both quantitative and qualitative methodologies such
as those adopted through the course of this study to assist in evaluation of the
success of NHS reform in England.

9.4 Personal reflections

This study aimed to put under the spotlight UK specialist diabetes services and bring
together a unique picture of service delivery and the experience of those clinicians
providing care. The study has in many ways mirrored my own personal learning
journey. My role throughout has been to examine, explore and share the voices of
these clinical leaders and the stresses, pressures and successes which they have
experienced. For myself and the participants, the journey has been complex, non-
linear, presented many frustrations, moments of breakthrough and changes of
direction. Through the process | have developed new ways of working utilising
different methodologies, created networks and built relationships spanning a decade

of studies and surveys.

Peer support through collaboration with my supervisors, wider network and
interview participants has opened up ideas and areas of study such as change
management and leadership with a complexity that could not have been predicted
from the start. Additionally this partnership working has helped to provide insight
and ideas on alternative ways to interpret and analyse the data.

Through these relationships | have become more aware of how my experience as an
employee of Diabetes UK with a longstanding membership of the working groups
has shaped my own particular stance, bias and assumptions whilst also re-enforcing
what my own contributions have been. Hence it should be noted that alternative
methods of analysis and interpretations could have been employed depending on
perspective. Throughout the research, | have aimed to look at the data from different
angles, looking for both supporting and contrary explanations for the findings to give
confidence to the interpretations made.
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The theoretical perspective offered by Lewin (154) helped identify the driving and
restraining factors within the issues. As analysis progressed, it became clear that a
more complex picture was emerging in which change had been experienced.
Following this experience, if | was to carry out this study again, | would adopt an
additional theoretical perspective that encapsulated this complexity to inform the

research design of the qualitative study.

Also a different approach could be taken, to follow a small number of case study
locations over a number of years to focus on service delivery and also capture the
experience of NHS reform and translation into local practice. A longitudinal
approach would help ensure comparisons could be made over time. This could
incorporate both quantitative and qualitative elements, replacing the large-scale,
costly and resource intensive surveys and be supplemented by outcome data reported
in the National Diabetes Audit and QOF. It could also endeavour to provide a wider
representation of primary care, podiatry and dietetics as key components of the
services forming the multidisciplinary team and the experience of people with

diabetes.

The process of the research has been both exciting and transformational in nature and
required similar strengths shown by the specialist teams, such as being highly
motivated and committed. The clinicians who have participated in the study have
been passionate about their teams and the people with diabetes in their care and they
have continued to be champions for high quality care which meets the needs of

people with diabetes in their care.

9.5 Future work

Further studies could extend the range of this study by gathering the views of more
stakeholders involved in diabetes service delivery including people with diabetes.
This could be planned to cover a further decade and evaluate the current and any
future phase of NHS reform.

In light of this the following could be considered:

e To use a mixed methods approach when exploring data on diabetes service

delivery and other analogous services.
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e Extend the conceptual framework to incorporate the primary and community
diabetes services and diabetes networks as well as specialist services.

e Explore generating additional data which would link service delivery to
outcomes.

e Explore the views of further professional groups in the multi-disciplinary
team, people with diabetes, commissioners and others engaged in improving
service delivery.

e Encourage research that considers the human and social aspects of working
life to help adapt to change.

e Toinclude a larger number of case study locations.

e To identify a network of services where changes and issues could be tracked
over time, building on the knowledge and experience of those in service for a
long time and able to reflect back to prior experience.

e To consider the use of these findings to inform peer review supporting
clinicians through change and service improvement.

e To support individual clinician reflection on internal barriers and motivators,
to support the challenge of leadership and their role in bringing out change.

e Encourage research which would evaluate the benefit of NHS reform in
England compared to alternative systems experienced in Scotland, Wales and

Northern Ireland.

Many of the issues which presented themselves in 2000, 2006 and 2011 still persist
despite service redesign and the large ongoing NHS structural reforms. Indeed many
of the same issues were present in the 1991 CASG report (173). These times of
change have afforded the opportunity to examine roles, to work in new ways and
define new structures. Within this, clinicians have demonstrated their ability to
transform barriers into opportunities, their resilience and ability to innovate and to

work differently.

However, support is needed to enable services to continue to weather successive
changes. The methods used in this study offer an opportunity to review the complex
nature of service delivery, the agents involved and explore why, despite successive

changes, some issues continue to remain the same.
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Appendix A - Consultant questionnaire

Consultant Questionnaire

ABCD & Diabetes UK survey of specialist diabetes services 2006

Individual Consultants

1. If you would like identifying information to be kept confidential, please tick yes
Y/N

Details about where you work:

2. Name of your acute NHS trust

3. Name of your network

4. Name of your hospital

5. Please write the number of commissioning bodies (i.e. PCTs in England, LHBs in
Wales, Health Boards in Scotland and HSSBs in Northern Ireland) service by your
Acute Trust?

Details about yourself

7. What is your age?

<31, 31-35, 36-40, 41-45, 46-50, 51-55, 56-60, >61

8. Are you male or female?

9. How many years have you been in a consultant post (or equivalent)

10. Have you previously occupied a consultant post (or equivalent) in a different
trust? Y/N

Status of diabetes service
11. How many other consultants are there working on your Acute site in diabetes?

12. Please state the number of whole time equivalent (WTE) consultants per 100,000
of the catchment population

Greater than 1.5, 1.26-1.5, 1.1-1.25, 0.76-1.0, 0.51-0.75, 0.26-0.50, 0.1-0.25, no
consultants

13. Please state the number of WTE hospital diabetes specialist nurses per 100,000
of the catchment population

Greater than 1.5, 1.26-1.5, 1.1-1.25, 0.76-1.0, 0.51-0.75, 0.26-0.50, 0.1-0.25, no
DSNs

14. What WTE dietitian availability is there for the specialist diabetes service?
15. What WTE podiatrist availability is there for the specialist diabetes service?
16. Does the diabetes service have a diabetes register?

17. Is there a joint ante-natal diabetes service?

18. Is there a joint diabetes-ophthalmology clinic in the specialist diabetes service
19. Are there separate diabetes clinics for the elderly?

20. Is there a local vascular surgeon in your hospital?

21. Are lipids measured in your specialist diabetes service?

22. Is microalbuminurea available in your specialist diabetes service?

23. Is HDL measured in your specialist diabetes service?
24. Is there a specific service for erectile dysfunction?
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25. Is there a joint paediatric and adult specialist diabetes service?

26. Are there guidelines to ensure comprehensive diabetes care in all settings?
27. Is structured education offered to people with diabetes?

28. Is education offered to medical staff?

29. Do patients have access to a psychologist?

30. Based on your answers to the above questions, do you feel your specialist
diabetes service is well resourced?

Well resourced, Reasonably well resourced, Not well resourced

31. Comments

Working methods within your current hospital

32. Are you involved in general medicine? If no, please proceed to the next section
Y/N

33. Is your current hospital?

Designated teaching, Associated teaching, District general

34. Do you have a medical admissions unit? Y/N

35. What is the average number of acute medical admissions per 24 hours?

36. Does your ‘team’ operate together for on-call or not? Y/N

37.1If “Yes’, how often are they on-call?
1in4,1in5/1in6,1in7,1in8,1in9.1in 10, other

38. Is the frequency of on-call different for consultants to other team members? Y/N
39. How frequently do you carry out on-call duties?
1in4,1in5,1in6,1in7,1in8,1in9.1in10,1in11,1in12,1in13,1in14,1
in 15, >1in 15

40. Do you participate in a physician of the week system? Y/N

41. If “Yes’ how long is the duty period?

Whole 7 day week, Blocks of days, Weekdays and weekends separated

42. Do you work a ward-based system? Y/N

43. Is general medicine fully integrated with care of the elderly? Y/N/Partially

44. 1s there a designated ward for diabetes in-patients? Y/N

General and specialist duties

45. Have any of your physician colleagues opted out of the acute medical on call
rota? Y/N

46. If “Yes’, what speciality/specialities?

Cardiology Respiratory
Rheumatology Neurology
Thoracic Renal medicine
Elderly care Gastroenterology
Diabetes and endocrinology Other

47. If ‘Other’, please specify

48. If “Yes’, rough age(s) of colleagues who have opted out
29 and under, 30-39, 40-49, 50-59, 60 and over

49. If “Yes’, reason for colleague opting out (i.€. seniority)

Your contract and working patterns
50. What type is your current contract?
New NHS consultants contract

Old NHS consultants contract
Equivalent
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University
Other contract

51. If on the ‘New NHS contract’, please write

How many programmed activities do you carry out?

How many are devoted to acute medicine/ general medicine

How many are devoted to diabetes out-patient activity (including admin)
How many are spent in community diabetes

How many to endocrine activity

How many sessions are devoted to in-patient activities

52. Which type of clinics do you participate in

General diabetes Ante-natal

Pump-intensive management Diabetes renal

Joint paediatric Joint adolescent
Transitional adolescent-adult clinics Joint Ophthalmology
Joint foot Joint men’s health

Sport and diabetes HIV — diabetes

Liaison psychiatry diabetes Community diabetes clinic

Other specialist clinics

53. Do you participate in specialist endocrine clinics?

Reproductive Metabolic bone-osteoporosis
Paediatric-adolescent endocrine Pituitary

Thyroid Lipid clinics

Obesity

54. Qualitative thoughts on impact of acute medicine on speciality workload?

55. Impact of commitments to acute medicine on speciality: does this lead to
cancelled clinics for:
Consultants, registrar, SHO

56. How would you rate your current job satisfaction
Poor, moderate, good, excellent

Changing specialist diabetes services

57. Are you aware of practice based commissioning? Y/N/Not applicable in my
nation

58. If Yes, how will this impact on specialist service provision

59. Are you aware of the DoH scheme in England and Wales for ‘Payment by
Results’? Y/N

60. If “Yes’, how will it impact on specialist diabetes services?

61. Are you aware of proposed tariffs for specialist diabetes services? Y/N
62. If “Yes’, what is the recommended tariff for a new diabetes consultation?
63. If “Yes’, what is the recommended tariff for a follow up consultation?

64. Have you been involved in any discussions regarding these? Y/N

Best and worst issues of Consultant post and/or most pressing concerns
regarding:

65. Acute medicine

66. Diabetes
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67. Endocrinology

General strengths, weaknesses and issues within your specialist service?
68. Please offer 3 main strengths of your specialist service

69. Please offer 3 main weaknesses of your specialist service

70. Please offer 3 main threats of your specialist service

71. Any other comments

Thank you for filling in our survey
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Appendix B - Psycholoqgical gquestionnaire

Psychological survey
National UK survey of psychological services for people with diabetes

Introduction

The pyramid of psychological problems, shown below, is intended to be helpful as
you complete this questionnaire. The focus of the questions is mainly upon services
to help people with psychological and emotional problems at level 2.

Also, healthcare professionals are divided, for simplicity only, into two categories;
‘Non-psychological’ (diabetologists, diabetes nurses, podiatrists, etc) and
‘Psychological’ (counsellors, psychologists, liaison psychiatrists, etc). This is
important because the questionnaire is in two parts:

Part1
Psychological care provided from within the ‘non-psychological’ elements of the
diabetes team

Part 2
Specialist psychological services for people with diabetes, i.e. provided by
‘psychological’ staff

About you and your team

Name:

Title:

Contact number:

Email address:

What is the name of your organisation:
And your postcode:

How many of the following do you have in or associated with your
multidisciplinary team?

‘Non-psychological’ Number

Consultant diabetologists

Diabetes nurse specialists

Consultant nurses

SpRs

SHOs

PRHOs

Dietitians

Podiatrists

Physiotherapists

Other (specify )

Which of the following do you have in or associated with your multidisciplinary
team?

(Note: “in or associated with” should be taken to mean that these individuals have
allocated time available specifically for patients of the diabetes service)

| ‘Psychological’ | Name | Telephone no. | Email address
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Counsellor

Psychologist

Liaison psychiatrist

Psychotherapist

Other*

(*Please describe)

Itis VERY IMPORTANT that you fill in the name, telephone number and
email address of at least one psychological member, if you have one, as we need
to contact that person by email and telephone for the second part of the survey.

Part 1) The questions in this part all refer to:
Psychological care provided from within the ‘non-psychological’ elements of the
diabetes team

1) For your diabetes patients do you have:
A telephone advice system providing psychological support?
Yes No Don’t know

Protocols or guidelines for referral to psychological services for patients at level 2?
Yes No Don’t know

Adequate referral route to psychiatric services for patients at level 3?
Yes No Don’t know

2) Screening tools

Are any screening/assessment tools for psychological well-being used by your ‘non-
psychological’ team members?

Yes No Don’t know

3) Training in psychological problems

Has anyone in your ‘non-psychological’ team had any training in identifying and
managing psychological problems?

Yes No Don’t know

If yes do these include training in:

counselling Yes No  Don’t know
motivational interviewing Yes No  Don’t know
cognitive behavioural therapy Yes No  Don’t know
psychodynamic psychotherapy Yes No  Don’t know

group therapy Yes No Don’t know

family or couple therapy Yes No  Don’t know

other * Yes No  Don’t know

*Please list:

4) Guidelines

Do you have clinical management guidelines for | IF YES, do they consider
the following? psychological issues?
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a) Difficulties | Yes No Yes No
with self-
management
(e.0.
persistently
high HbA,¢
>10%)

b) Recurrent Yes No Yes No
DKA

c) Low BMI Yes No Yes No

d) Eating Yes No Yes No
disorders
(bingeing,
Bulimia,

Anorexia

e) Morbid Yes No Yes No
obesity

5) Below is a list of psychological problems which may be faced by patients with
diabetes. Please rate how well you think your ‘non-psychological’ team is able to
deal with the following:

Excellent | Good | Moderate | Poor

Problems with self-management of | o m m m
diabetes (adherence/compliance)

Depression m m O O
Needle phobia m O O O
Other anxiety disorders m m m O
Eating disorders/problems m O O O
Drug and alcohol problems m m m O
Psychotic illnesses m m m O
Psychosexual problems m O O O
Suicidal patients and self-harm m m O O

Service provision issues raised by the National Service Framework (NSF) for
diabetes:

6) Standard 3 requires provision of ‘person centred care’ which includes
counselling and behaviour change support skills

Do you agree that this is necessary? Yes No

Does your service currently provide this? Yes No

If not, are you currently taking steps to provide this? Yes No

7) Standard 12 requires ‘regular surveillance for, and effective management of

depression’
Do you agree that this is necessary? Yes No
Does your service currently provide this? Yes No

If not, are you currently taking steps to provide this? Yes No

Issues raised by recommendations within the NICE guidelines for diabetes:
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8) ‘Multidisciplinary teams (MDTs) should be alert to the development or
presence of clinical or subclinical depression and/or anxiety, especially if there
are problems with self management’.

Do you agree that this is necessary? Yes No

Does your MDT currently provide for this adequately? Yes No Don’t know
If not, do you think more training of the MDT is required? Yes No Don’t know
Do you think more psychological staff are required? Yes No Don’t know

9) Diabetes professionals should be:
a. ‘Able to detect and basically manage non-severe (level 1) psychological disorders
in people from different cultural backgrounds’.
Do you agree that this is necessary? Yes No
Can your diabetes professionals currently do this? Yes No Don’t know
If not, do you think more training of your staff is required to do this?

Yes No Don’t know

b. ‘Familiar with counselling techniques and drug therapy, while arranging prompt
referral to specialists, especially if there is significant interference with well-being or
diabetes self-management’.
Do you agree that this is necessary? Yes No
Can your diabetes professionals currently do this? Yes No Don’t know
If not, do you think more training of your staff is required to do this?

Yes No Don’t know

10) ‘Alert to eating disorders and insulin dose manipulation if there is either
poor glucose control, low BMI or over concern with body shape and weight.
Early, and occasionally urgent, referral to local eating disorders services should
be considered’.
Do you agree that this is necessary? Yes No
Does your MDT currently provide for this adequately? Yes No Don’t know
If not, do you think more training of the MDT is required to do this?

Yes No Don’t know
Do you think more psychological staff are required? Yes No Don’t know

11) When dealing with psychological issues, how do the skills of the doctors in
your team compare with those of an experienced GP?
Better Same  Worse

Part 2 (telephone) structured interview/questionnaire

Part 2) The questions in this part all refer to:

Specialist psychological services for people with diabetes, i.e. provided by
‘Psychological’ staff

12) In your area, are specific psychological services provided for people with
diabetes who have psychological problems at level 2 of the pyramid?

Yes No

13) If yes, please define the age groups that specialist psychological services are
provided for (tick all that apply)
Ages 17-64 Age 65+ Both
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14) What elements of psychological help are available for people with diabetes
with level 2 psychological problems? (tick all that apply)

Counselling

Motivational interviewing

Cognitive behavioural therapy

Psychodynamic therapy

Group therapy

Family or couple therapy

Other (please specify):

O|o|oo|o|o|g

15) Who provides these services specifically for people with diabetes, and how
many are there of each discipline?

Counsellors

Psychologists

Liaison psychiatrists

Psychotherapists

Other (please specify):

Oo|o|io|o|ig|(-
O|o|g|o|gms

O|o|o|o|g|w

oo Qoo

16) Of these services, how many sessions (half days) are available per week or, if
less than one per week, how many per month?

Per week

Per month

Counsellors

Psychologists

Liaison psychiatrists

Psychotherapists

Other (please
specify):

17) What level of experience do the people who provide these services have in
treating ‘people with diabetes’ (PWD)?

See PWD See PWD See PWD | See PWD | Have been
very occasionally | on a frequently | a member
occasionally fairly of a
regular diabetes
basis team or
work with
PWD for
over a
year
Counsellors
Psychologists
Liaison

psychiatrists

Psychotherapists

Other (please
specify):
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18) Do those providing the psychological service work with the diabetes
services(s) as dedicated members of the team?
Yes No

19) Are these services dedicated for people with diabetes or are they simply local
generic services, which can be referred to? (please tick one below)
Specific service for diabetes Local generic services

20) Do the psychology/psychiatry/counselling staff clinically treat* the patients
referred to them? (* as distinct from providing advice, supervision, case discussion
or other interventions which focus on supporting the ‘non-psychological’ members
of the diabetes team in their work)

Yes No

21) Do the staff provide education/training for other healthcare professionals
working with people with diabetes?
Yes No

22) Do they provide clinical supervision for other healthcare professionals
working with people with diabetes?
Yes No

23) Where are these specialist psychological services provided? (tick all that
apply)

GP practice(s)

General hospital

Mental health unit

Oo(o|g|o

Other (Please specify below)

24) Are services available for routine cases, urgent cases or both? (tick one box
only)

Routine 0
Urgent i
Both O

25) What is the average waiting time for routine referrals to these services? (tick
one box only)

Up to one month

1 to 2 months

2 to 3 months

Oo(o|o|o

More than 3 months
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26) Are urgent referrals seen straight away?
Yes No

27) Is there a limit as to how long the service and/or clinician can continue to
provide treatment to each person they see?

Yes No

If yes, please specify how long in weeks weeks

28) What organisation provides these psychological services?

PCT m
Acute Trust i
Mental Health Trust m
Other (please specify) m

29) Finally, in your opinion what gaps are there in services for people with
diabetes who have emotional, psychological or mental health problems?

End:
(Finish by thanking the person for taking part in this survey)
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Appendix C - Retinal screening questionnaire

Retinopathy Screening England and Wales
ABCD & Diabetes UK survey of Specialist Diabetes Services 2006

Please complete this survey on behalf of the Diabetes team in each Acute site.
1.Name of (Acute) NHS Trust linked to retinal screening programme?

2. Name of your ‘Network’

3. Name of Hospital(s):

4. Please write the number of commissioning bodies (i.e. PCT- England, LHBs —
Wales) served by your (Acute) Trust:

5. Please write the name of each commissioning body served by the (Acute) Trust
Please write each name separated by a comma

6. What is the role of the person completing the survey on behalf of retinal screening
programme?

m Lead of the retinal screening programme

m Other

7. If other, please specify

8. Has the (Acute) Trust recently amalgamated/ or about to amalgamate?

m Yes — recently amalgamated
m Yes — about to amalgamate
O No

9. Has the Commissioning body (i.e. PCTs — England, LHBs-Wales) recently
amalgamated/ or about to amalgamate?

m Yes — recently amalgamated
m Yes — about to amalgamate
O No

10. Is there a co-ordinated diabetic retinopathy screening programme in the locality?
Yes No

11. If ‘No’, how does retinal screening operate?

o | Optometry based o | Digital photography

o | Polaroid photography o | Opportunistic

o | Structured o | Diabetes-Register based

o | Individual practice-based | o | Primary care provider-based
o | Hospital-based o | Network-based

12. If “Yes’, how many primary care commissioning organisations are included in
the programme?

13. Please state the names of the primary care commissioning organisations included
in the programme

329



Please separate each name with a comma

14. Please tick all boxes that apply to whatever scheme operates in the locality:

Optometry based Digital photography
Polaroid photography Opportunistic
Structured Diabetes-register based

Individual Practice-based Moabile system

Primary care provider-based Located in hospital

Oo|jo|ojo|g
Oo|o|o|jo|g

Located in community Other

15. If ‘Other’, please briefly describe:

16. Is the programme operated from fixed sites, mobile sites or mixed?
m Fixed m mobile O mixed

17. Which recommendations are followed for retinopathy screening?
| NICE | NSC | Neither

18. Who is responsible for managing the scheme?
Tick all that apply

o | Primary care commissioning organisation | o | (Acute) Trust

o | Joint Primary care/ (Acute) Trust o | Other

19. If optometry are involved — are only selected optometrists involved?
m Yes m No m Not applicable

20. If “Yes’, how are they selected/ accredited?

21. Are local optometrists part of a centralised system?
Yes No

22. Is a new retinal screening system being introduced to replace an old system?
Yes No

23. Is it known what percentage of the population have been offered screening in the
last 12 months?
Yes No Don’t know

24. Is it known what percentage of the population have actually attended and been
screened in the last 12 months?
Yes No Don’t know

25. If Yes, what percentage of the population:

%

Are estimated to have been offered screening in the last 12 months

In the last 12 months have actually attended and been screened

26. What percentage of people with diabetes are screened with a digital camera?
Please write a per cent, for example, 57%

27. Has the service recruited new retinal screening personnel in the last two years?
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Yes No Don’t know

28. Are retinal screeners enrolled in training schemes?
Yes No Don’t know

29. Is there an accreditation process for them?
Yes No Don’t know

30.1s there a service model whereby community based patients with active
retinopathy can be transferred to specialist diabetes services for their ongoing
diabetes management?

Yes No Don’t know

31.1s pupillary dilation mandatory for screening?
Yes No

32.1s visual acuity routinely recorded?
Yes No

33.If ‘Yes’, by pinhole?
Yes No

34.Who receives the results of the screening?
Tick all that apply

o | Ophthalmologist o |GP

o | Hospital diabetologist | o | Patient

35.What computer system is used?

o | Clinisys Systems (Sysmed Solutions Ltd) | o | Orion Imaging

o | Digital healthcare ltd o | Siemens plc

o | Other

Q36. If ‘Other’, please state:
Q.37. How is the scheme quality controlled?

Q38. Who is responsible for grading images?

o | Retinal screener/ technician | o | Ophthalmologist

o | Optometrist o | Diabetologist

o | Other

Q39. If ‘Other’, please specify

Q40. What is the mechanism for dealing with ungradable images?
m Patient automatically seen at ophthalmology department
Referred to optometrist

Consultant review

None

Other

Ooooag

Q41. If “Other”, please specify

331



Q42. What is the current non attendance rate?
Q43. What register is used for call/recall?

m Central register

m Practice-based register

Q44. What mechanism is in place to deal with non-attendees?

o | Letter reminder to patient

o | GP informed

o | Further appointment generated
o | None

o | Other

Q45. If “Other”, please specify

Q46. Are people who are house-bound/unable to access screening services screened?

o | Yes

o | No

Q47. If “Yes”, how are they screened?

Q48. Since the introduction of the NSF standards and delivery documents has the
local retinal service improved?

o | Yes

o | No

Q49. Has a new retinal screening system been set up since 2000?

o | Yes

o | No

Q50. Has an established system that did not conform to National Screening
Committee standards been withdrawn?

o | Yes

o | No

Q51. Is there waiting list for patients identified as needing treatment for retinopathy?

o | Yes

o | No

Q52. If “Yes”, how long?

o | Under 1 week

1 to 4 weeks

O
o | 5to 8 weeks
o | Longer than 8 weeks

Q53. Any other issues/concerns:

Q54. How are patients screened for retinopathy?

o | At specific annual review clinic

o | On an annual basis according to check list
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o | Practice-based register call-up

o | Opportunistically

Q55. How often are patients screened?

o | Once a year

Between 1 and 2 years

Every 2 years

More than 2 years

O
O
O
O

Variable

Q56. Is there a mechanism to screen 6 monthly as advised by NICE for:

Yes | No
Insulin conversions with retinopathy | o m
Hypertension O O
Other clinical issues m m

Q57. If “Other”, please specify

Q58. Given the suggested prevalence of retinopathy in newly diagnosed Type 2
diabetes, is there a fast tract mechanism to ensure early screening?

o | Yes

o | No

Q59. Does screening take place during hospital outpatient’s clinics?

o | Yes

o | No

Q60. If yes, has opportunistic screening during hospital clinics been affected by new
retinal screening programmes?

o | Yes

o | No

Q61. If yes, please describe how:

Q62. Are patients screened for cataracts?

o | Yes

o | No

Q63. Are patients screened for glaucoma?

o | Yes

o | No

Q64. Screening for pregnant women: how does the retinal screening programme
screen pregnant women?

o | With a digital camera

o | Fundoscopy

o | No screening

Q65. Is diabetic retinopathy care provided by a specified ophthalmologist?

o | Yes

o | No
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Q66. Is there a joint clinic attended by both diabetes and ophthalmology personnel:

o | Yes

o | No

Q67. If “Yes’, how often does it run?

m Weekly
mi Monthly
O Less often

Q68. Personnel involved:
State number, if zero, please write ‘0’

Consultant diabetologist

Ophthalmologist

Training registrar in ophthalmology

Training registrar in diabetes

Other

Q69. Do patients have other aspects of diabetes care e.g. metabolic control,
complications and foot care/ checks, covered at the same visit?

o | Yes

o | No

Q70. How soon are patients usually seen by the ophthalmologist following
screening?

Immediately/ | Within | Within | Within | Within | According
within 1 2 1 2 4 to clinical
week weeks | month | months | months | need

Patients with
neovascularisation

Patients with
maculopathy

Patients with
reduced acuity

Patients with
unobtainable
images

Q71. Are there are any current problems/ issues with retinopathy screening locally?

Q72.1f “Yes’, tick all that apply

o | Funding o | Lack of proper
organisation for
scheme

o | Disrupted old scheme o | IT support

o | Other

Q73. A meeting is planned for DR screening programme directors (clinical leads)
and programme managers in September. In order for the correct people to be invited
to this meeting, please would you provide the name and address of the following
people:
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Name | Address

The diabetic retinopathy screening programme clinical lead in
your area

The diabetic retinopathy screening programme manager in your
area

Retinopathy Screening - Scotland

ABCD & Diabetes UK survey of Specialist Diabetes Services 2006

Please complete this survey on behalf of the Diabetes team in each Health Board.
1. Name of the Health Board Area linked to retinal screening programme?

2. Name of your related Managed Clinical Network

3. Please write the number of Community Health Partnerships within the Health
Board Area:

4. Please write the name of each Community Health Partnerships within Health
Board Area:
Please write each name separated by a comma

5. What is the role of the person completing the survey on behalf of retinal screening
programme?

m Lead of the retinal screening programme

m Other

6. If other, please specify

7. Is there a co-ordinated diabetic retinopathy screening programme in the Board
Area?

o | Yes

o | No

8. If ‘No’, how does retinal screening operate?

o | Optometry based o | Digital photography

o | Polaroid photography o | Opportunistic

o | Structured o | Diabetes-Register based

o | Individual practice-based | o | Primary care provider-based
o | Hospital-based o | Network-based

9. Please tick all boxes that apply to whatever scheme operates in the Board Area:
o | Optometry based o | Digital photography

o | Polaroid photography o | Opportunistic

o | Structured o | Diabetes-register based

o | Individual Practice-based o | Primary care provider based

o | Hospital-based o | Networked based

o | Other m
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10. If “‘Other’, please briefly describe:

11. Is the programme operated from fixed sites, mobile sites or mixed?
mi Fixed o mobile mi mixed

12. Which recommendations are followed for retinopathy screening?

O HTBS O NICE O NSC m Neither
O Other

13. Who is responsible for managing the scheme?

14. If optometry are involved — are only selected optometrists involved?
m Yes m No O Not applicable

15. If “Yes’, how are they selected/ accredited?

16. Are local optometrists part of a centralised system?
Yes No

17. Is a new retinal screening system being introduced to replace an old system?
Yes No

18. Is it known what percentage of the population have been offered screening in the
last 12 months?
Yes No Don’t know

19. Is it known what percentage of the population have actually attended and been
screened in the last 12 months?
Yes No Don’t know

20. If Yes, what percentage of the population:

%

Are estimated to have been offered screening in the last 12 months

In the last 12 months have actually attended and been screened

21. What percentage of people with diabetes are screened with a digital camera?
Please write a per cent, for example, 57%

22. Has the service recruited new retinal screening personnel in the last two years?
Yes No Don’t know

23. Are retinal screeners enrolled in training schemes?
Yes No Don’t know

24. Is there an accreditation process for them?
Yes No Don’t know

25. Is there a service model whereby community based patients with active
retinopathy can be transferred to specialist diabetes services for their ongoing
diabetes management?

Yes No Don’t know
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26. Is pupillary dilation mandatory for screening?
Yes No

27. Is visual acuity routinely recorded?
Yes No

28. If “Yes’, by pinhole?
Yes No

29. Who receives the results of the screening?
Tick all that apply

o | Ophthalmologist o |GP

o | Hospital diabetologist | o | Patient

30. What computer system is used?

o | Clinisys Systems (Sysmed Solutions Ltd) | o | Orion Imaging

o | Digital healthcare Itd o | Siemens plc

o | Other

31. If “Other’, please state:

32. How is the scheme quality controlled?

33. Who is responsible for grading images?

o | Retinal screener/ technician | o | Ophthalmologist

o | Optometrist o | Diabetologist

o | Other

34. If ‘Other’, please specify

35. What is the mechanism for dealing with ungradable images?
m Patient automatically seen at ophthalmology department
Referred to optometrist

Consultant review

None

Other

Ooooag

36. If “Other”, please specify

37. What is the current non attendance rate?
Please write the per cent

38. What register is used for call/recall?
m Central register
i Practice-based register

39. What mechanism is in place to deal with non-attendees?
Tick all that apply
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Letter reminder to patient

GP informed

Further appointment generated

None

Oo|go|o|o

Other

40. If “Other”, please specify

41. Are people who are house-bound/unable to access screening services screened?
Yes No

42. If “Yes”, how are they screened?
43. Since the introduction of the NSF standards and delivery documents has the local
retinal service improved?

Yes No

44, Has a new retinal screening system been set up since 2000?
Yes No

45. Has an established system that did not conform to National Screening Committee
standards been withdrawn?
Yes No

46. Is there waiting list for patients identified as needing treatment for retinopathy?
Yes No

47.1f “Yes”, how long?

o | Under 1 week

o | 1to4 weeks

o | 5to 8 weeks

o | Longer than 8 weeks

48. Any other issues/concerns:

49. How are patients screened for retinopathy?

At specific annual review clinic

On an annual basis according to check list

Practice-based register call-up

Oo(o|o|o

Opportunistically

a1

0. How often are patients screened?

Once a year

Between 1 and 2 years

Every 2 years

More than 2 years

Oo(o|o|g|o

Variable

51. Is there a mechanism to screen 6 monthly as advised by HTBS/ NICE/ NSC for:

Yes | No

Insulin conversions with retinopathy | o m

338



Hypertension m m

Other clinical issues O O

52. If “Other”, please specify

53. Given the suggested prevalence of retinopathy in newly diagnosed Type 2
diabetes, is there a fast tract mechanism to ensure early screening?
Yes No

54. Does screening take place during hospital outpatient’s clinics?
Yes No

55. If yes, has opportunistic screening during hospital clinics been affected by new
retinal screening programmes?
Yes No

56. If yes, please describe how:

57. Are patients screened for cataracts?
Yes No

58. Are patients screened for glaucoma?
Yes No

59. Screening for pregnant women: how does the retinal screening programme screen
pregnant women?

o | With a digital camera

o | Fundoscopy

o | No screening

60. Is diabetic retinopathy care provided by a specified ophthalmologist?
Yes No

61. Is there a joint clinic attended by both diabetes and ophthalmology personnel:
Yes No

62. If ‘Yes’, how often does it run?

m Weekly
m Monthly
O Less often

63. Personnel involved:
State number, if zero, please write ‘0’

Consultant diabetologist

Ophthalmologist

Training registrar in ophthalmology

Training registrar in diabetes

Other

64. Do patients have other aspects of diabetes care e.g. metabolic control,
complications and foot care/ checks, covered at the same visit?
Yes No
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65. How soon are patients usually seen by the ophthalmologist following screening?

Immediately/
within 1
week

Within | Within | Within
2 1 2
weeks | month | months

Within
4
months

According
to clinical
need

Patients with
neovascularisation

Patients with
maculopathy

Patients with
reduced acuity

Patients with
unobtainable
images

66. Are there are any current problems/ issues with retinopathy screening locally?

67. If “Yes’, tick all that apply

o | Funding o | Lack of proper
organisation for
scheme

o | Disrupted old scheme o | IT support

o | Other

Q73. A meeting is planned for DR screening programme directors (clinical leads)
and programme managers in September. In order for the correct people to be invited
to this meeting, please would you provide the name and address of the following
people:

Name

Address

The diabetic retinopathy screening programme clinical lead in
your Health Board

The diabetic retinopathy screening programme manager in your

Health Board

Thank you for filling in our survey
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Appendix D - DSN, Nurse Consultant and Community
DSN questionnaire

DSN, Nurse Consultant and Community DSN
Please complete one survey per locality

We kindly request that the Lead DSN for this locality completes this questionnaire. If
you are not the lead DSN, please forward to the appropriate person.

1.1s there an integrated primary and specialist service in this locality?
If no, please copy this survey and ask the community service to complete a
questionnaire

Yes No

2.1 the service is not integrated, please indicate if you are based in primary care or
within specialist services

Primary care O
Specialist services m
Other m

3.If other, please specify

4.Name of Acute NHS Trust in this locality

If there is more than one, please separate with a comma

5.Name of the Network in this locality

6.Name of hospital(s) in this locality

7.Please write the number of commissioning bodies (i.e. PCTs — England, LHBs —
Wales, Health Boards — Scotland and HSSBs — Northern Ireland) served by the
Acute Trust

8.Please write the name of each commissioning body:
Please write each name separated by a comma

Employment
9. Who are the diabetes nurses employed by?

Acute Trust | Primary care GP | Other
provider

Hospital DSN

Nurse Consultant in diabetes

Community DSN

Diabetes healthcare assistant

10. If ‘other’ please specify
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Hospital DSN

Nurse consultant in diabetes

Community DSN

Diabetes healthcare assistant

11. Who are the diabetes nurses managed by?

Please write WTE

Acute Trust

Primary care GP
provider

Other

Hospital DSN

Nurse Consultant in diabetes

Community DSN

Diabetes healthcare assistant

12. If ‘other’ please specify

Hospital DSN

Nurse consultant in diabetes

Community DSN

Diabetes healthcare assistant

13. How many of the following nurses are employed on short term contracts funded

by external sources?
Please write the WTE

Hospital DSNs

Community DSNs

Work settings

14. Where do hospital DSNs work?

Hospital
ward

Hospital
out-patients

Nurse led
clinics in
general
practice

Primary
care

Both
hospital and
primary
care

Acute Trust
employed
DSNs

Primary
care
provider
employed
DSNs

GP
employed
DSNs

Other

15. Where do Nurse Consultants in diabetes work?

Please write WTE

| Hospital

| Hospital

| Nurse led

| Primary

| Both
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ward

out-patients

clinics in
general
practice

care

hospital and
primary
care

Acute Trust
employed
Nurse
Consultants

Primary
care
provider
employed
Nurse
Consultants

GP
employed
Nurse
Consultants

Other

16. Where do Community DSNs work?
Please write the WTE

Hospital
ward

Hospital
out-patients

Nurse led
clinics in
general
practice

Primary
care

Both
hospital and
primary
care

Primary
care
provider
employed
Community
DSNs

GP
employed
Community
DSNs

Other

17. Is there a service level agreement between the hospital or primary care provider
to provide services in the community or hospital?

Yes No

18. Is there a named DSN nurse contact for each patient?

Yes No
Hospital DSN m O
Community DSN O i

19. Do nurses cover other roles, i.e. not solely in diabetes?

Yes No
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20. If “Yes’, what other roles do they cover?

Hospital DSN

Nurse Consultant in diabetes

Community DSN

Diabetes Healthcare Assistant

21. Are there other hospital based nurses engaged in specialist diabetes service

provision?
Yes No

22.1f “Yes’, please tick all that apply

Diabetes nurse facilitator

Other

23. If ‘Other’, please state

24. Paediatric Diabetes Specialist Nurses (PDSN):

How many separate PDSNs are there?

How many have a paediatric
qualification

What is the WTE of the PDSN(s)

Number of children under 18 per PDSN

25. Do any of the DSNs or Nurse Consultants have a formal role in diabetes

research?
Yes No

26. If “Yes’, please give details

27. Have the diabetes nurses been banded?
Yes No

28. Please state the number of nurses in each band:

Please write the WTE

Band 5

Band 6

Band 7

Band 8

Band 9
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29. Please state the number of nurses who were in the old Grades:

Grade D

Grade E

Grade F

Grade G

Grade H

30. What are their specific clinical roles?

Hospital DSN

Nurse
Consultant in
diabetes

Community
DSN

PDSN

Patient management

Prescribing

Does adjustment only

Education for nursing
staff

Education for medical
staff

Education for other
allied health
professionals

Education for patients

Pump training

Hypertension clinics

Foot clinics

Inpatient work

Ante-natal

CVvD

Renal clinics

Non-medical
prescribing

Pre-assessment clinics
prior to surgery

Other

31.If ‘other’ please specify

32.What do Support Nurses/ Diabetes Care Technicians/ Facilitators etc carry out at

clinic?

Yes

Visual acuity

Weight-Height-BMI

Waist

Urine check

BP

Foot screening

O(o|o|ojo|g

O(o|o|ojo|a
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Pre-conception discussion

Medication review

Check injection sites

Smoking cessation advice

Exercise advice

O(o|o|o|o|a
O(o|o|o|o|a

Other

Q33. If ‘other’ please state:

Q34. Are there independent diabetes nurse-let clinics available?
Yes No

35. If “Yes’, how many nurse-led clinics are held each week?

O 0
O 1
O 2
O 3
o 4 and over

Q36. Nurse prescribing: How many nurses are. ..

Number of nurse

On a course in nurse prescribing?

Are qualified in nurse prescribing?

Avre putting prescribing into practise?

37. If nurses are qualified and not using prescribing, please describe who not?

38. Is there any restriction on self-monitoring of blood glucose?
Yes No

39. If “Yes’, how has this operated?

i Guidance to patients from primary care organisation
m Guidance to patients from GP

i Guidance to patients from Acute Trust

m Informal

40. Do the hospital DSNs have a liaison role with Primary Care Practice Nurses?
Yes No

41. Any other comments (regarding work settings)?
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In-patient Diabetes Care

42. Do all people with diabetes admitted to hospital have ready access to specialist
diabetes team support?

Yes No

43. is there a designated ward for specific diabetes related in-patient admissions?
Yes No

44. Do bed managers routinely transfer diabetes-related hospital admissions to the
designated diabetes ward?
Yes No

45. Is there a discharge follow-up pathway to primary care for ward discharges?
Yes No

46. Is there a discharge follow-up pathway from wards to diabetes out-patient
specialist care?
Yes No

47. 1s there a written job description for the role of hospital DSN?
Yes No

Hospital Diabetes Service — Clinic Facilities

48. Are interpreting services available?

Yes No
49. Are there out-of-hours diabetes sessions?
Yes No
50. If “yes’,

Yes No
At weekends O O
In the evenings | O

51. What in-house telephone helpline service is available?

m Universal

i Specialist patient group

i Pregnancy

i Paediatric telephone helpline
O None

52. When is the helpline available?
i Weekday office hours

m Weekend office hours

m Weekday evenings

m 24hrs — 7 days a week
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53.Which members of staff operate the helpline?
Hospital DSNs

Secretaries

Junior medical staff

Education centre staff

Consultant

Members of Multi-disciplinary team
Podiatrist

Dietitian

Oooooooao

54. Are general diabetic clinics (i.e. not sub-speciality clinics) operated?

Yes No

55.If “Yes’, is there an independent nurse-run clinic list?
Yes No

56. If “Yes’, is the independent nurse-run clinic list a costed activity?
Yes No

57. Who is generally available for diabetes support in diabetes clinics?

Consultants

SpRs or equivalent

Hospital DSNs

Community DSNs

Hospital Practitioner/ GPwSI/ Clinical assistant

Podiatrist

Orthotists

Men’s Health Nurses

Diabetes Health Care Assistant

Senior House Officer

Psychologists

Dietitians

Associate Specialist

Other

Q58. Is a patient held record used?
Yes No

Q59. If “Yes’, who fills it in?
Tick all that apply

Patient o | Doctor O

Hospital DSN o | Health Care professional/ Technician | o

Q60. Are Care Plans developed with patients?
Yes No

Data collection
Q61. Are the following extra activities carried out by nurses recorded?

| Yes | No |
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Telephone advice

Informal patient drop in activity
Inpatient contact

Multidisciplinary team activity/ meetings

Oo(o|o|o
Oo(o|o|o

Q62. Which of these activities are measured on a monthly basis?

Yes | No
Number of telephone contacts for advice m m
Number of informal patient drop-in visits m m
Number of inpatient contacts m m
Number of multi-disciplinary team activity/ meetings | o m

Q63. Please estimate the percentage of time per month spent on each of these
activities:

Telephone advice

Informal patient drop in activity

Inpatient contact

Multidisciplinary team activity/ meetings

Education, Structured Education and staff CPD

Q64. Are education sessions for patients and carers available?
Yes No

Q65. If Yes, where is education provided?
Tick all that apply

0 in Primary Care

o in Acute Trust

Q66. Which topics are covered in education programmes

Nature of diabetes o | Why metabolic control is important | o
Carbohydrate dose adjustment o | Impact of diet/ exercise O
Coping with diabetes during illness | o | Footwear m
Contraception o | Driving O
Insurance o | Employment i
Injection technique o | Prescription charges m
Travel o | Pre-conception counselling O
Hypoglycaemia o | Erectile dysfunction m
Smoking o | Alternative intensive Mtg scheme O
Home blood monitoring o | Home urine monitoring m
Group initiation of insulin o | Other m

Q67. If ‘other’ please specify
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Q68. How is education provide?

New Type 1 New Type 2 Ongoing Type | Ongoing Type
diabetes diabetes 1 diabetes 2 diabetes
One to one mi mi i ]
In a group O O O ]
Information m m m o
provision
E-learning m m m i

Q69. Who plans and delivers education sessions?

Tick all that apply

Plans education sessions Delivers education
sessions
Hospital DSN m O
Medical Staff O O
Podiatrists O o
Dietitians O o
Pharmacists O o
Diabetes nurse educator O o
Other O o
‘ Q70. If ‘Other’, please specify

Q71. When are education sessions held?
m Weekdays m Weekends
m Evenings O Other
Q72. How often are education sessions held?
| Twice a week o Once a week
m Every two weeks O Once a month
m Less frequently

than once a month

Q73. Is structured education provided (as per NICE guidance)?

Yes No

Q74. If “Yes’, what is the name of the structured education programme provided?

Q75. How is the course being quality assured?
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Q76.

Is the NDST and Diabetes UK self assessment tool being used?

Q77. How is the course peer reviewed?

Q78. Education courses are provided for which of the following groups?

Tick all that apply

o | Type 1 newly diagnosed o | Type 1 ongoing

o | Type 2 newly diagnosed o | Type 2 ongoing

o | People with severe mental illness | o | Disability

o | Children and parents o | Older people

o | Refugees and asylum seekers o | Homeless

o | Prisoners with diabetes o | Travelling community

o | People with language barriers o | Black and minority ethnic groups
o | Young adults/ teenagers o | Other

o | None of these

Q79. Do staff have protected time for continuing professional development

Yes

No

Q80. Is there a protected budget for diabetes continuing professional development?

Yes

No
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Appendix E - Diabetes UK / NHS Diabetes National

Survey of Diabetes Specialist Nurses 2009

Diabetes UK / NHS Diabetes National Survey of Diabetes Specialist Nurses 2009

Surname:

Forename:

NMC number
DOB:

Email
address:

Current job
title:

Charlotte Gosden

Diabetes UK

Freepost RLXE-CRYS-HBXB
London NW1 7AA

2009:

This address is placed here to help returnin a
window envelope if required BY 27" November

Alternatively you can fax 020-7424-1001
OR email: charlotte.gosden@diabetes.org.uk

Employing Trust
or other

Base Address

Question 1: Post basic qualifications (please tick if held):

Yes Yes
Diabetes Diploma / Certificate Diabetes counselling course
Diabetes related degree (completed) Non-medical Prescribing course
Diabetes related Masters (completed) PhD completed or undertaking
Ad hoc modules Degree Other
Ad hoc modules Masters If Other, please specify
2. Years of DSN experience 5. Current banding:
3. Anticipated Retirement date (eg 6. Top of band (please circle): | Yes / No
2020)
4. Hours worked per week in current 7. Present appointment type NHS
diabetes post (please circle one) University

Pharmaceutical
Other

8. In what setting(s) do you currently work?

Hospital Community | Other, please specify
Hours.....ooovvvviiii
Hours / :
week Setting......ooovvveiiiiiiiiiie

9. How many hours per week is spent working on each of these:?

General
Adult

Paediatric

Inpatient | Research

Hours / week
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10. Is there a clinical lead for your service? | Yes | 11. If Yes, is this either Consultant
Please circle correct answer Please circle correct answer | GPwSI
No Other

If other, please specify

12. If you are the LEAD NURSE, please complete this section around your local service:

Posts Vacant/ Frozen / unfilled after advert | Reason WTE Band

1

2

3

4

5

Comments: Thank you very
much
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Appendix F - Paediatric and Adolescent services for
Diabetes in the UK 2008

Paediatric and Adolescent services for Diabetes in the UK 2008

Question 1. How would you describe yourself?

General paediatrician

Paediatrician with special interest in diabetes

Paediatrician with special interest in diabetes and endocrinology
Paediatric diabetologist or endocrinologist

Question 2. Where do you see children with diabetes?
General paediatric service

Paediatric diabetes service

General diabetes service

Question 3. If other, please specify — see above
Question 4. Does the service have clinics at more than one location? Yes/ No
Question 5. If yes, please name the geographical location of each clinic

Question 6. Please write the name of each commissioning body served by the
paediatric diabetes service

Question 7. How many consultants are involved in the service?

Question 8. How many programmed activities are dedicated to diabetes per
consultant?

Question 9. If known, how many programmed activities are dedicated to
diabetes per consultant?

Question 10. How many children and young people with diabetes are looked after by
the service?
By Service

By Clinic

Question 11. Did the service contribute to the National Paediatric Diabetes
Audit in 2006? Yes/No

Question 12. Does the service have local protocols for children and young people
with diabetes in the following situations?

BSPED protocol for diabetic ketoacidosis Yes/No
Hypoglycaemia

Surgery

Sick day rules

Question 13. Does the service run local ‘fun days’ or holidays for children and
young people with diabetes?
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Fun day Yes /No
Weekend camp
Week away

Staffing levels
Question 14. Does the service provide training in diabetes for paediatric

trainees? Yes/No

Question 15. If yes, how much time do trainees spend in the paediatric endocrinology
and diabetes service?

Question 16. Do PDSNs attend the service? Yes/No
Question 17. What is the whole time equivalent of PDSNs for the service?

Question 18. What is the WTE of adult trained DSNs who support the paediatric
service?

Question 19. If the service is supported by a PDSN, do they work solely in paediatric
diabetes? Yes/No/ N/A

Question 20. If the service is supported by a PDSN, do they work in both community
and hospital clinics? Yes/No/ N/A

Question 21. Are children and young people with Type 1 diabetes offered
appropriate dietetic support to help optimise body weight and glycaemic control?
Yes/ No

Question 22. If yes, how many dietitian sessions are available to the service?
Analyse by clinic

Diagnosis and initial management

Question 23. Does the service have a diabetes register?
Yes, an electronic register

Yes, a paper based register

No register available

Both electronic and paper register

Management from diagnosis

Question 24. Does the service offer children and young people with Type 1
diabetes and their family’s 24-hr access to advice from the diabetes care team?
Yes/no

Question 25. Does the service involve children and young people with Type 1
diabetes and their families in making decisions about the package of care
provided by the diabetes team?

Yes, through a written care plan
Yes, but not written
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No

Question 26. Where are the majority of children managed at time of diagnosis if
they are well at presentation?

At home Yes/No

As an inpatient Yes/ No

Question 27. Are children and young people newly diagnosed with Type 1
offered a structured education programme? Yes/No

Ongoing management — education

Question 28. Are children and young people offered timely and ongoing
opportunities to access information about the development, management and
effects of Type 1 diabetes?

Yes/ No

Question 29. Are young people who drink alcohol...?

Offered an alcohol education programme? Yes/ No

Advised to eat food containing carbohydrate before and after drinking? Yes/ no
Advised to monitor blood glucose levels regularly? Yes/ no

Question 30. Are children and young people...

Informed about general health problems associated with smoking? Yes/ No
Offered smoking cessation programmes?  Yes/ no

Advised about driving? Yes/ No

Given contraceptive advice? Yes/ no

Question 31. Comments on education

Insulin regimens

Question 32. Does the service offer the following insulin regimens?
Twice a day insulin injections

Three times a day insulin injections

Multiple daily injection regime

Continuous subcutaneous insulin infusion

Question 33. Is there a trained specialist team available to initiate insulin pump
therapy? Yes/ No

Trained specialist team to initiate pump therapy? Yes/No
Question 34. How many children and young people in the service are using a

pump?

Monitoring glycaemic control
Question 35. What is the mean annual HbA for children and young people
under 16 years old?
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Question 36. Are children and young people informed that the target for long-
term glycaemic control is an HbA;. level of less than 7.5%7? Yes/ No

Question 37. What target HbA;. does the service aim for?
0-5yrs HbA target

6-11 HbA;. target

12 and older HbA;. target

Question 38. How often does the service recommend children and young people
test their blood glucose level?

Testing for twice a| Testing for three Testing for Testing for cont
day injections times a day multiple daily sub insulin
injections injections infusion
2-3 times
3-4 times
>4 times

Question 39. Are HbA;; measurements available at the time of the outpatient
clinic?

Yes always

Yes sometimes

No never

Question 40. Are children and young people with HbA;. levels consistently
above 9.5% offered additional support? Yes/ No

Question 41. Does the service follow NICE guidance for optimal targets for
short-term glycaemic control (pre-prandial 4.8mmol/litre and post-prandial less
than 10 mmol/litre)?

0-5yrs Yes/No
6-11 yrs Yes/No
12yrs and over Yes/No

Question 42. Do children and young people have access to continuous glucose
monitoring systems for persistent hypoglycaemia unawareness, repeated
hypoglycaemia or hyperglycaemia?

Yes/ No

Screening for complications and associated complications
Question 43. Do children and young people have screening for:
Coeliac disease at diagnosis

Coeliac every 3 years until transfer

Thyroid disease at diagnosis

Thyroid annually after diagnosis

Retinopathy annually from 12 years

Microalbuminuria annually from 12 yrs

BP annually from 12 yrs
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Question 44. If the thyroid function is not tested annually, what is the current
modus? Please tick as appropriate

Ad hoc

Every 3 years

Based on thyroid Ab detection

Other

Question 45. Are children and young people offered?
Annual foot care review  Yes/ No
Investigation of the state of injection sites at each clinic visit ~ Yes/ No

Question 46. Is the national retinal digital photographic programme available
for all young people over the age of 12yrs in your service? Yes/ No

Question 47. If no, when will this be available? Please tick as appropriate
By December 2008
By 2009 or later

Question 48. If no, what methods are used to carry out retinopathy screening?
Please tick all that apply

Tick

Retinal photography

Non dilated fundoscopy

Dilated fundoscopy by paediatrician

Dilated fundoscopy by ophthalmologist

Other, please specify

Question 49. If other, please specify

Question 50. If yes, what is the uptake by children and young people with
diabetes for screening?

Question 51. If yes, what are the factors that have influenced the uptake?

Psychological support
Question 52. Does the service have a psychological professional who works as an
integrated member of the diabetes team? Yes/ No

Question 53. If yes, what is the WTE of a psychological professional available to the
diabetes service?

Question 54. If there is no dedicated psychological professional as part of the
service, to who are referrals made? Please tick all that apply
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By service

Tick

Clinical psychologist

Health psychologist

Psychotherapist

Psychiatrist

Counsellor

Nurse therapist

Social worker

Family therapist
Other

Question 55. What is the average waiting time for an appointment?

Question 56. Do you refer to psychological services for the following?

Yes | No Would do if
service available

Problems with self-management

Recurrent DKA

Low BMI

Eating disorders (bingeing, bulimia, anorexia)

Disordered eating (eg skipping meals)

Morbid obesity

Depression

Needle phobia

Anxiety

Drug and alcohol problems

Psychotic illnesses

Psychosexual problems

Domestic violence and sexual abuse

Suicidal patients and self harm

Family difficulties

Communication problems with the family /team

Question 57. Do children and young people with Type 1 diabetes who have
frequent hypo’s and/or recurrent seizures have access to neuro-psychological
assessments?

Yes/ No/ Would if service was available

Question 58. Does your service have a psycho-educational programme (e.g. one
that is structured, group based, and covers all aspects of diabetes care and
management in relation to the family)?

Yes/ No

Continuity of care
Question 59. Are children and young people offered information and contact
details of local diabetes support groups and organisations? Yes/ No
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Question 60. Does the diabetes team liaise regularly with school staff who
supervise children and young people to offer diabetes education and
information? Yes/ No

Question 61. Are children and young people advised how to obtain information
about disability benefits? Yes/ No

Transfer from paediatric to adult services
Question 62. Are there specific local protocols agreed for transferring young people
with Type 1 diabetes from paediatric to adult services? Yes/ No

Question 63. Does the paediatric care team organise age-banded clinics? Yes/ No

Question 64. Are young people with Type 1 given sufficient time to familiarise
themselves with the practicalities of transition from paediatric to adult services?
Yes/ No

Question 65. Which of the following models of transition does the service use
e Repeated joint clinic with adult colleague, then gradual transfer
e One-off joint clinic with adult colleague, then transfer
Adult diabetologist in paediatric clinic, then transfer
Paediatrician attends adult clinic with patient for handover
Paediatrician runs separate transition clinic in adult diabetes centres
Transfer only between consultants by letter
Adult nurses meet patient before transfer
Transfer to GP care only
Other

Question 66. If other, please specify

Question 67. At what age does the transition process approximately start and finish
Analyse by clinic

Start:

Finish:

Schools

Q68. To what extent have staff from the service found arranging for children to
do their own BG testing at school?

Primary school

Very easy Easy Neither easy or difficult Difficult Very difficult

Secondary school

Very easy Easy Neither easy or difficult Difficult Very difficult
Question 69. To what extent have staff from the service found arranging for
children and young people to give their own insulin injections at school?
Primary School

Very easy Easy Neither easy or difficult Difficult Very difficult
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Secondary school
Very easy Easy Neither easy or difficult Difficult Very difficult

Question 70. To what extent have staff from the service found arranging
someone at the primary school who is willing to carry out BG testing?
Very easy Easy Neither easy or difficult Difficult Very difficult

Question 71. To what extent have staff from the service found arranging
someone to perform insulin injections in primary schools?
Very easy Easy Neither easy or difficult Difficult Very difficult

Question 72. If the child is not able to inject themselves, who currently provides
this support in school if necessary?

Parent

School nurse

Teacher

First aider

Relative

Other school staff

Comments
Question 73. If you would like to provide any other comments about the paediatric
service, please state them below?
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Appendix G - Well-resourced score update

questionnaire 2011

Well resourced score update questionnaire

Name of Trust:

Name Telephone no | Email address

Consultant Diabetologist

Lead DSN

1. What is the catchment population for the specialist diabetes service?
2. Please state the number of whole time equivalent (WTE) consultants
3. Please state the number of WTE hospital diabetes specialist nurses
Community DSNs — 3.8 transferred
4. What WTE dietitian availability is there for the specialist diabetes
service?
5. What WTE podiatrist availability is there for the specialist diabetes
service?
6. Does the diabetes service have a diabetes register? Yes/No
7. Is there a joint ante-natal diabetes service? Yes/No
8. Is there a joint diabetes-ophthalmology clinic in the specialist diabetes Yes/No
service?

9. Are there separate diabetes clinics for the elderly? Yes/No
10. Is there a local vascular surgeon in your hospital? Yes/No
11. Are lipids measured in your specialist diabetes service? Yes/No
12. Is microalbuminuria available in your specialist diabetes service? Yes/No
13. Is HDL measured in your specialist diabetes service? Yes/No
14. Is there a specific service for erectile dysfunction? Yes/No
15. Is there a joint paediatric and adult specialist diabetes service? Yes/No

16. Are there guidelines to ensure comprehensive diabetes care in all Yes/No
settings?

17 .Is structured education offered to people with diabetes? Yes/No
18. Based on these questions, how well resourced do you feel your specialist
diabetes service to be?

Well resourced Reasonably well resourced Not well resourced
19. Do patients have access to emotional and psychological support? Yes/No
20. Is the specialist service engaged in commissioning through the local diabetes Yes/No
network?

Thank you for taking the time to complete the questionnaire
Please return in the self-addressed envelope by 13" May 2011 to:
Charlotte Gosden, The Lodge, Hyde Street, Upper Beeding, West Sussex, BN44
3TG.
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Appendix H - An update of diabetes specialist

services 2011 topic quide

An update of diabetes specialist services 2011

Part 2
Semi-structured telephone interview

Introduction

Thank you for taking the time to talk to me today about your diabetes service. | hope
you received the email with the questions that | am hoping we can cover in today’s
conversation and | am anticipating that this will take up to 30 minutes.

I am aiming to speak to four other services in England and write up the findings as
case studies for my doctoral thesis, which is being supervised by Professor Richard
Holt and Professor Rhys Williams, and also as a report for Diabetes UK. The results
will also be published in an academic journal and submitted for presentation at the
Diabetes UK Annual Professional Conference. Your location and identity will be
anonymised and remain confidential in any report | write on the issues raised in our
discussion.

For the purpose of our records and analysis, | will be making notes during the
interview and will record the conversation to make sure that | do not miss any
important points .

Background information

Name of Consultant/ DSN

Duration of employment at the diabetes service/ if Consultant or DSN was not
working at the same Trust when the 2006 survey took place, where was the
Consultant working at that time.

Description of the Trust/ PCTs that use the Trust

Interview with the Diabetes Consultant

Status of the diabetes service

When considering the status of your diabetes service, what in your view, are the most
pressing issues today?

Probe:

Specific diabetes services poorly/well supported

Effect of restructuring

Job security/ Staffing levels/ pressures of acute medicine
Increased/ decreased workload

IT

Links with primary care/ integrated service

Services under threat due to commissioning

Variable service quality
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Strengths/ weaknesses and issues within the specialist service

What do you think are the main strengths, weaknesses, threats and opportunities and

issues within your specialist service?

For example, in 2006 services identified expert, motivated staff, good links with
primary care and comprehensive well organised services as strengths and in your

location, XXX were identified.

Please offer three main strengths of your
specialist service

1

2

3

Please offer three main weaknesses of
your specialist service

1

2

3

Please offer three main threats of your
specialist service?

1

2

3

Please offer three main opportunities of
your specialist service?

1

2

3

Retinal screening

With regards to retinal screening, what if any, are the current problems/ issues with

retinopathy screening locally?

For example, in 2006:

lack of funding, lack of proper organisation, disruption of an old scheme, IT support

were seen as issues? Are these still current today? What else would they be?

Emotional and psychological support

In your opinion, what gaps are the in services for people with diabetes who have
emotional, psychological or mental health problems?
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In 2007 the issues identified included:

Only 2.6% complied with all 6 NSF/ NICE guidance recommendations

Diabetes MDT wanted expert psychological input

Often access to support was only in form of generic services

Often no access to telephone advice/ to screening and assessment tools or protocols
or guidelines

Long waiting times from referral

NHS restructuring

What in your view will be the impact of the current changes to GP consortia
commissioning on diabetes specialist services if these suggested changes should go
ahead?

How do you think that the issues facing your specialist diabetes service have changed
in the last five years?

Probe: aspects of diabetes service such as: care processes, emotional and
psychological support and care, retinal screening, dietetic and podiatry support,

In 2006, many services expressed concern over the fragmentation of diabetes
services, how would you describe the integration of care and joint working with
primary care in your service?

What in your view are the prospects of delivering the NSF in 2013 at the current time
within your diabetes service?

Close

Thank you very much for your time today, | will be writing up the notes from today
and may be in touch again to verify some of the data to ensure | have accurately
noted down our conversation. If you have any questions in the meantime or wish to
make any changes, please do not hesitate to contact me. If you would like a report of
the findings overall, I will be happy to post this to you in due course.

Diabetes Specialist Nurse

In addition

What in your view are the best and worst issues of DSN post and/or most pressing
concerns?

Please offer three main strengths of your
specialist service

1

2
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3

Please offer three main weaknesses of
your specialist service

1

2

3

Please offer three main threats of your
specialist service?

1

2

3

Please offer three main opportunities of
your specialist service?

1

2

3

Probe:
Changing clinical role

Training/ Qualifications/ Standards required to be a DSN
Prescribing/ ability to carry out prescribing
Opportunities for cross-working with primary care

Access and funding for CPD

Close

Thank you very much for your time today, | will be writing up the notes from today

and will be in touch again to verify some of the data to ensure | have accurately

noted down our conversation. If you have any questions in the meantime or wish to
make any changes, please do not hesitate to contact me. If you would like a report of

the findings overall, 1 will be happy to post this to you in due course.
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Appendix | - Index for coding interviews

Index used for coding interviews, data from 2000 surveys and re-code 2006 data

Theme 1

Service redesign | Numbers | Code
and experience

of change

3.1 | Fragmentation of diabetes service
3.2 | Shift to primary care
3.3 | Lack of PCT interest in specialist diabetes services
3.4 | Restructure of diabetes service
3.5 | Working in new teams
3.6 | Working in new locations
3.7 | Relationships with key personnel
3.8 | Working differently
3.9 | New models of care

3.10 | Adaptable teams

3.11 | Service and personnel cuts

3.12 | Demonstrate value/ relationships to money

3.13 | Working relationship with primary care
5.1 | GP consortia commissioning
5.2 | Degree of change in issues
5.3 | Pace of change
5.4 | Circle of changes
5.5 | Stimulus to change
5.6 | Place in the process of change (start, middle)
5.7 | Cultural change and boundaries demolished
5.8 | Change in philosophy
5.9 | Change in priorities

5.10 | Destructive force

5.11 | Proactive

Theme 2

Team dynamics

1.7 | National political presence

1.8 | Clinical competency

1.9 | Non multidisciplinary knowledge of diabetes

1.10 | Upskilling non multidisciplinary healthcare professionals

1.11 | Issues relating to teams

1.13 | Attitudes to change (reluctance)

1.14 | Perceptions defining team strengths/ weaknesses

1.15 | How we position ourselves for future (savvy)

1.16 | Team ethos

1.17 | Multidisciplinary staffing levels

1.18 | Gaps in workforce

1.26 | Team morale

1.27 | Workforce planning

1.28 | Professional pride

1.42 | Lack of knowledge

Theme 3

Ability to do my
job

1.1 | Pressure from increased numbers of patients

1.2 | Pressures on workload
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1.3

Job function

14

Managerial pressure

1.5

Leadership capabilities

1.6

Relationship with research

1.12

Impact of new technology

1.19

Care of person with diabetes

1.20

Patients slipping through the net

1.21

Lack of IT support

1.22

Shared electronic access to data

1.23

Specific diabetes services

1.24

Effect of local demographics

1.25

Postcode lottery/ service inequalities

2.1

Integration with primary care

2.2

New provider competitors

2.3

Commissioner demands and expectations

2.4

Trivialisation of diabetes and specialist services

2.5

Lack of financial resources

2.6

Incentives

2.7

Uncosted activities

2.8

Lack of workforce planning

2.9

Organisational infrastructure

2.10

Diabetes prioritised

4.1

Delivery of standards

4.2

Impact of government policy changes

4.3

Use of performance management tools

4.4

Quality of care

Theme 4

Emotion

1.29

Anxiety

1.30

Frustration

1.31

Goodwill

1.32

Power

1.33

Confrontation

1.34

Committed and motivated staff

1.35

Group effort/ team work/ close relationships

1.36

Negotiation

1.37

Suspicion, a bit like poker/ sceptical

1.38

Seeing the benefit

1.39

Positive way forward

1.40

Higher aspiration to provide more services to before/ strive

141

Taking more responsibility (for patients in service redesign)

1.43

Protective

1.44

Disappointment

1.45

Uncertainty

1.46

Expectations

1.47

Negative impact of retirement/maternity leave/holidays
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Appendix J — Comparison of strengths, weaknesses, opportunities and threats identified in 2000, 2006 and 2011

Strengths

2000

2006

2011

Leicester Royal Infirmary
2000 ID 99

No response

1.16 team ethos and team work (teamwork across
the patch)

1.34 committed and motivated workforce

2006 ID 502 1.8 clinical competency

2.1 Integration with primary care (consultant clinics

in community hospitals) 4.4 quality of care

1.23 specific diabetes services (guidelines on 1.6 relationship with research

website)

3.10 adaptable team

Pinderfields 2.1 Integration with primary care (co-ordinated, good | 3.7 relationships with key personnel (managed 2.1 Integration with primary care (making strides
2000 ID 296 links with primary care; good LDSAG) network) through team without walls)
2006 ID 228

1.23 specific diabetes services (continuous education,
good education, diabetes register)

1.19 care of person with diabetes (patients like the
services)

1.23 specific diabetes services (diabetes register)

1.16 team ethos and team work (excellent team
work)

1.23 specific diabetes services (comprehensive set of
services especially structure education)

1.16 team ethos and team work
(excellent workforce)

Wythenshawe hospital
2000 ID 359
2006 ID 386

1.34 committed and motivated (excellent dedicated
staff)

1.23 specific diabetes services (good register)

2.9 organisational infrastructure
(diabetes centre for patient education)

1.23 specific diabetes services
9interesting subspeciality mix with cardiovascular
medicine and CF related diabetes)

1.34 committed and motivated workforce
(motivated)

1.23 specific diabetes services
(good education)

1.8 clinical competency
(highly skilled teams)

1.34 committed and motivated workforce

1.23 specific diabetes services
(good education)

1.8 clinical competency

Heart of England
2000 ID 25
2006 ID 158

1.23 specific diabetes services

(Service well developed, fulfilling most of the
recommendations from the various professional
bodies)

1.35 Group effort, team work , close relationships
(multiprofessional team; joint working with other
specialities)

5.2 degree of change in issues, (still top three same as
before)

1.35 Group effort, team work , close relatonships
(multiprofessional team; aspiring to do more)

1.16 team ethos (Multidisciplinary approach)

1.14 perceptions defining team strengths/ weaknesses
(able to do more now)

1.23 specific diabetes services (able to do more)
Joint working with other specialities
1.6 relationship with research (academic side, plus get

referrals, they use the profile of the department,

1.7 national presence (we are seen as leaders)
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1.6 relationship with research (academic side)

1.38 seeing the benefit (about to be involved in
diabetes education locally and nationally)

Hull
2000 ID 428
2006 ID 178

1.23 specific diabetes services
(we have a virtually full range of services)

3.7 relationships with key personnel (good manager
who has joint secondary and primary care links)

1.34 committed and motivated workforce
(good morale considering context)

1.23 specific diabetes services
(focus on structured education)

1.34 committed and motivated workforce
1.23 specific diabetes services

3.9 new models of care

4.4 quality of care

1.38 seeing the benefit
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Weaknesses

2000

2006

2011

Leicester Royal Infirmary
2000 ID 99

2.9 Organisational infrastructure
(no dedicated centre; poor outpatient facilities)

1.23 specific diabetes services (psychology support
- none; telephone helpline

1.23 specific diabetes services (psychology)

2006 ID 502 ; inpatient diabetes) 1.22 shared primary and secondary electronic access
to data

Pinderfields 1.23 specific diabetes services (variable retinal 1.23 specific diabetes services (lack of psychological | 1.23 specific diabetes service

2000 ID 296 screening; no psychology input; service; patient education could be better) (inpatient service; skeleton psychological service)

2006 ID 228 education could be better)

2.5 lack of resources (little support for expansion)

1.18 gaps in the workforce
(DSN services bursting to its capacity)

1.2 Pressures on workload (workload)

4.3 use of performance management tools/ 4.2 impact
of government policy changes (lack of available
information on outcomes, patient episodes)

Wythenshawe hospital
2000 ID 359
2006 ID 386

3.7 relationships with key personnel (poor
communication between primary and specialist care;
poor co-operation with some specialities)

2.5 lack of resources (poorly funded - very high
demand from tertiary referral services elsewhere in
the trust ie cardiothoracic medicine and surgery,
transplant and CF unit)

1.2 pressures on workload (heavy demands for
general medical service - not enough consultant time)

1.21 Lack of IT support (outdated computer system)

4.2 impact of Government policy changes (political
footballs)

3.7 relationships with key personnel (poor
communications)

3.3 Lack of PCT interest in specialist diabetes
services (not valued)

3.1 fragmentation of diabetes services

3.7 relationships with key personnel (poor
communications)

3.5 working in new teams (how overcoming the
weakness)

3.3 Lack of PCT interest in specialist diabetes services
(not valued)

1.30 frustration

Heart of England

1.2 Pressures on workload

1.27 workforce planning (not enough nurses, not

5.2 degree of change in issues (weaknesses are still

2000 ID 25 (DSN service particularly finding difficulty coping with | enough secretarial support) relevant but changed slightly)
2006 ID 158 increasing activity and expectations)
3.4 restructure of diabetes services (integration of 3.9 new models of care
services with one of our PCTs)
1.18 gaps in workforce (not enough secretarial
support; deficiencies in auxiliary nursing services)
1.21 lack of IT support (lack of database of patients)
1.24 effect of local demographics (reaching out to
South Asian population, services could be tailored to
local population, only one Asian link worker)
1.30 Frustration
(lack of database is big weakness)
Hull 2.5 Lack of financial resources 1.23 specific diabetes services 1.25 postcode lottery and service inequalities
2000 ID 428 (because of service pressures, patient education is (under-resourced psychology service; reaching (depending on who commissions what services)
2006 ID 178 suffering and getting worse rather than better; need patients on other wards in trust)

to have investment if retinopathy screening to cover
all of population at risk)

2.3 commissioner demands and expectations (PCT
lagging behind in tackling commissioning issues)
1.2 pressures on workload (acute medicine)

1.30 frustration
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Opportunities

2000

2006

2011

Leicester Royal Infirmary
2000 ID 99
2006 ID 502

Not identified

Not identified

5.1 GP consortia commissioning (Commissioning
clinical services)

1.7 national political presence (staff development,
new modules and training influence national
agenda)

1.10 upskilling non mdt HCPs (training packages
for primary care to be appropriately skilled)

3.6 working in new locations (I see our role in
primary care, doing a clinic)

3.9 new models of care (nurse led clinics in
primary care and consultants, successful pilot)

Pinderfields
2000 ID 296
2006 ID 228

1.15 how we position ourselves for the future

(need to think about how diabetes services will links
with PCG's; how best to evolve the role of DSNs into
a major education resource for Primary Care;
outcome based practice)

Not identified

2.1 Integration with primary care
(building on the links with primary care)

1.10 Upskilling non-MDT HCPs (opportunities for
education, training, upskilling practice nurses and
GPs)

1.1
pressure from increased numbers of patient (new
model of upskilling to deal with this)

3.9 new models of care
(possibility of sub-specialisation)

3.10 adaptable teams (look at different ways of
linking up specialist with community service)

1.39 seeing the positive way forward (always with
reorganisation, there are opportunities)

Wythenshawe hospital
2000 ID 359
2006 ID 386

3.9 new models of care
(starting up new specialist clinics)

3.13 working relationships with primary care
(developing links with primary care)

5.11 proactive working
(lots of changes and developments)

3.8 working differently
(biggest opportunity working closely in
community)

1.46 expectations
(working slightly differently is the opportunity)

2.1 integration with primary care
(reunited as one team this year)

1.17 MDT staffing levels
(manpower increased)

3.4 restructure of diabetes service
(reconfigure across primary and secondary care)

1.11 issues relating to teams
(important patients seen by right person with
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right skills immaterial of location)

Heart of England
2000 ID 25
2006 ID 158

Not identified

Not identified

5.2 degree of change in issues
(threats are opportunities turned around)

3.10 adaptable teams (reinvent ourselves, look in
a different way)

3.8 working differently

(opportunity to develop and free up some time
develop highly specialist tertiary centre - having
the academic interest)

3.9 new models of care (look beyond traditional
diabetes centre, great challenge and opportunity
to develop; be owned by the GP, everyone be
part of the same organisation)

1.40 higher aspiration to offer more services than
before.

1.39 positive way forward (tertiary services)

Hull
2000 ID 428
2006 ID 178

Not identified

3.9 new models of care (forward looking models of
care)

3.7 relationships with key personnel (cement
relationships with GPs

3.8 working differently (cluster level
commissioning)

1.36 negotiation
(important to agree on psychology, gets missed
out)

3.4 restructure of diabetes service (provide
guidance to individual commissioning groups)
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Threats

2000

2006

2011

Leicester Royal Infirmary
2000 ID 99
2006 ID 502

Not identified

4.2 impact of government changes (payment by
results; commissioning)

2.5 lack of financial resources
Money (lack of)

5.1 GP consortia commissioning (opportunity and a
threat; don’t know which way it will go, disinvestment
or be commissioned)

5.6 place in the process of change (don’t know which
way it will go)

3.1 fragmentation of diabetes services (3 consortias,
may do different things)

2.5 lack of financial resources

3.11 service and personnel cuts (specialist nurses
under review)

1.45 uncertainty

Pinderfields
2000 ID 296
2006 ID 228

3.3 lack of PCT interest in specialist diabetes services
(little support for expansion)

4.2 impact of government changes (payment by
results)

2.2 new provider competitors

(private services)

5.4 circle of changes (repeated reorganisations in
primary care)

5.2 degree of change in issues (old threats don't exist
anymore)

2.10 diabetes prioritised (diabetes is top priority)
1.2 pressures on workload (acute medicine)
2.5 lack of financial resources

3.2 shift to primary care (possible commissioners will
change their mind from what we have agreed)

1.45 uncertainty (can never be sure if agreements will
hold)

Wythenshawe hospital
2000 ID 359
2006 ID 386

Not identified

4.2 impact of government changes (politics)

2.5 lack of financial resources
(money)

2.4 trivilisation of diabetes and specialist services
(not valued)

1.44 disappointment
(disillusionment)

2.5 lack of financial resources

1.21 lack of IT infrastructure (to work across hospital
and community)

1.30 Frustration
(difficult to work in new ways with lack of IT)

Heart of England
2000 ID 25
2006 ID 158

1.1 Pressures from increasing number of patients
(number of referrals increasing year on year; average
10% pa increase in activity)

2.5 lack of financial resources
(difficult to get in enough resources to cope with
increased demand).

3.3 lack of PCT interest in specialist diabetes services
(increasing reluctance of purchasers to put extra
resource into secondary care service)

1.18 Gaps in workforce
(difficulty finding suitable staff at clinical
assistant/hospital practitioner grade)

4.2 impact of government changes (payment by
results; Government Diktat)

3.3 lack of PCT interest in specialist diabetes service
(secondary care not priority for PCTs)

3.12 Demonstrate value / relationships to money

2.3 commissioner demands and expectations
(constant threat from commissioners to commission
services they want, restricts our innovation and
development)

5.10 destructive force (not just hitting the targets,
good diabetes management is much more complex)

2.7 uncosted activities (innovations fail if not valued
by commissioners)

2.4 trivialisation of diabetes and specialist services
(perception that diabetes can be managed by anyone
anywhere)
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5.8 change in philosophy
(all diabetes should be managed in primary care
making a mockery of specialist care)

5.2 degree of change in issues
1.43 Protective
1.30 Frustration

1.27 workforce planning (retirement, not being
replaced

1.47 negative impact of retirement, maternity leave,
holidays (reduced numbers, difficult to maintain
service)

1.8 clinical competency (lack of funding for CPD)

1.36 negotiation (driven by management to make
staff do more, but need to care for staff)

Hull
2000 ID 428
2006 ID 178

1.2 Pressures on workload

(however we have a major problem with the volume
of referral provoked by the lack of primary care
diabetes services especially in urban X)

4.2 impact of government changes (payment by
results)

1.4 managerial pressure (change in management)

3.3 lack of PCT interest in specialist diabetes service
(PCT view diabetes as a low priority)

2.5 lack of resources (Trust and finances)

2.2 new provider competitors (future development
of alternative care providers, PFI hospital)

1.27 workforce planning (changes to DSN role
difficulties)

2.5 lack of financial resources (expect to get worse)

1.2 pressures on workload (pressures from acute
medicine)

2.2 new provider competitors (providers entering
market may not have expertise)

1.46 expectations

1.45 uncertainty
(destroy good relations overnight taken years to build)
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Appendix K - Conceptual framework

e Working differently, new teams/locations
* Developing relationships with Consortia
o Ability to adapt to new situations

e Cultural change demolishing boundaries

Service
Redesign

e Strong
team ethos

e Positive
attitude
to future
opportunities

e Realising and
celebrating
the benefits

e Aspiring to

develop and
improve

Emotions

Driving forces

Restraining forces

sa0.404 Buialg

Positive influence on national agenda

Well trained, competent and motivated teams
Opportunities to up-skill primary care HCP’s
Opportunity to develop tertiary services

Team
Dynamics

$3240) bujujessay

Restraining forces

Driving forces

Restraining forces

Care of person
with diabetes

Delivery of
NSF standards

Integration
with Primary
Care

Increased
range of
specialist
services

Ability
To Do
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Appendix L - List of papers, reports and conferences

attended

Reports:
Diabetes UK: Minding the gap. The provision of psychological support and care for
people with diabetes in the UK, Diabetes UK, London, 2008

Diabetes UK and NHS Diabetes: The Diabetes UK and NHS diabetes workforce
database of United Kingdom Diabetes Specialist Nurses and Nurse Consultants
factsheet, DSNs: employment trends and workforce planning. NHS Diabetes,
February 2010.

Conferences attended:

Speaker:

Gosden C, NDIS Diabetes Information for All: <Information for people with
diabetes’ Diabetes UK Annual Professional Conference, Liverpool 2010.

Oral presentation

Nicholson, T. ‘A survey of psychological services for adults with Diabetes in the
U.K. Are we meeting National guidance?’ Diabetes UK Annual Professional
Conference, Glasgow, 2008.

Gosden C, James J, Winocour P, Walton C, Nagi D, Turner B, Williams R, Holt R.
‘Diabetes Specialist Nurses, Nurse Consultants and Community DSNs: Roles and
Responsibilities’, Diabetes UK Annual Professional Conference, Glasgow, 2009

Posters:

Gosden, C, Tinati T, Barnard K, Williams DRR, Holt RIG. ‘A decade in diabetes
specialist services 2000 to 2011: the views of consultant diabetologists and diabetes
specialist nurses amidst continual healthcare delivery change’ Diabetes UK Annual
Professional Conference, Liverpool, 2014.

Gosden C, James J, Anderson U and Morris N. “Diabetes Specialist Nurses,
Employment Trends and Workforce Planning 2009,” FEND Federation of European
Nurses in Diabetes, 15" Annual Conference, Stockholm Sweden, 2010.

Gosden C, Holt R, Edge J, James J, Turner B, Winocour P, Walton C, Nagi D,
Williams R, Matkya K. ‘Paediatric diabetes services in the UK. Diabetes UK,
Association of Children’s Diabetes Clinicians (ACDC), British Society of Paediatric
Endocrinologists and Diabetologists (BSPED) and Association of British Clinical
Diabetologists (ABCD) survey of Specialist Diabetes Services 2008°. ISPAD
Conference, Ljubljana, Slovenia, 2009.

Gosden C, Winocour P, Holt RIG, Turner B, James J, Walton C, Nagi D, Williams
DRR ‘Diabetologists’ perspectives of specialist diabetes services provision and
progress since 2000°. Diabetes UK Annual Professional Conference, Glasgow, 2008.

Nagi D, Walton C , Gosden C, Winocour P, Turner B, James J, Holt RIG. ‘Action on
eyes — progress on the current state of screening services for diabetic retinopathy in
England, Wales and Scotland’ Diabetes UK Annual Professional Conference,
Glasgow, 2008.
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Special Article

Association of British Clinical Diabetologists (ABCD) and
Diabetes-UK survey of specialist diabetes services in the
UK, 2006. 1. The consultant physician perspective

P. H. Winocour, C. Gosden*, C Waltont, D, Magi4, B. Turners, R, WilliamsT, J. James** and
R I G. Holttt

onsshard Physician, Secretany of the Assoostion of Brash Chncal Diabetbologrsts (A8 D), GBI Hospital, selvgn Garden Crty, "Infomeation dealyst, Disketes UG,
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UK, London, TP mfesorof Chvcsl Epceminkogy, Swanses Unreeraty, Seanss, " Senior Dabetes tpecalind Murss, Petarbonough Primary Carce Trust, Pederborcugh
and #+Header in Endoormcdogy and Metabolsm, Unversty of Southempton end Char of Profzssonsl sdvizory Councl, Gisbetes UK, Southampbon, UK
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Abstract

Aims  To ideniify the views and working practices of consultant diaberologists in the UK in 2006-2007, the current
provision of specialist serviees, and to examine changes since 2040,

Methods  All 592 UK consultant diabetoligeses were inviged to participate m an on-line survey, Quantitative and qualitative
analyses of responses were underiaken, & composite “well-resourced service score’ was caloulaged. In addinion to an analysis
af all respondents, a sub-analysis was undertaken, comparing localities represented both m 20062007 and in 2000,

Results  In 2006/2007, a 9% response rate was achieved, representing S00% of acure Marional Healrh Service Trusts.
Sratfing levels had improved, bur remained below recommendarions made in 2006, Ten percent of specialist services were
anll provided by single-handed consultanes, especially in Moothern Treland {in 50°% of responses, P = 0001 w5, other
nations). Antenatal, joint aduli-pacdiarric and ophthalmology sub-specialist diaberes services and availability of
Biochemical tests had improved since 2000, bur access oo psychalogy services had declined. Almost 2079 of consuliants
had no clinical engagement in providing community diaberes services. The “well-resourced service score” had nor
improved since 2OMKY. There was continued evidence of disparity in resources between the nanions {lowest in Wales and
Morthern Treland, P = 00M07), berween regions in England (lowest in the East Midlands and the Fastern regions, F =
(.028), and in centres with a single-handed consultant seevice (P = 0.001), Job sarisfaction corvelated with well-resourced
service score (P = 0,001}, The main concerns and threats to specialist services were deficiencies in psychology access,
inadequate staffing, lack of progress in commissioning, and the detrimental impace of cenrral policy on specialist services.

Conclusions There are continued disparities in specialist service provision. Withoot effecoive commissiening and
adequate specialist team staffing, integrated diaheres care will remain unattainable in many regions, regardless of
recemfigurations and alternative service maosdels.

Ihaber. Med. 25, 643650 (2008)
Keywords

Abbreviations  ABRCD, Asseciation of Britsh Clinical Thaberologizes; TSN, diaberes specialistnurse; GP, general pracrinoner;
WHS, Natienal Health Service; WSF, Mational Service Framework; RCP, Royal College of Physicians; WTE, whole time
equivalent

Introduction

The provision of services for people living with diabetes in the
UK has been the focus of attention sisee the publication, in
Covremandence s D Peter H. Winccour, Degartment of Dabetes and

Endcarnikogy, DR Hosptal, Howdands, Webwyn Garden City, Herts 17 4HT, I':rlghnd, af the Thabetes Matonal Service Framework (NSF)
UK. E-mail: prber winocow@nhs net Standards and Delivery strategy documents in 2001 and 2002

0 2008 The Authon
Jourral compdation & 2008 Datetss LK. Dubeir Meckone, 2§, f33-550 643
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[1,2], the N5F for Thabetes in Wales [3], the Scomsh Diaberes
Framework [4] and the Bluepring for Thabetes Care in Moherm
Teelamd [5]. A serics of docaments in support of commissioning,
and provision of diabetes services has since been published by
thie Mational Diaberes Support Team an the Deparmment of
Health [6-8]. while ar the same mme a major shift in service
provision from hospatal o commuanity care hag been an
explicit governiment policy obyective [9,10],

Beconfiguration of diabeies care was underpinned by key
standards, with implications for both spocialist and pramary
care diaberes services, The introduction of the General Medical
Services comtract for general pracoitioners |GPs), with recording
of process and surropate outconss mcasares of diabaes care
thirousgh the Qrualiny Outcomes Pramework, is repoied to bave
clsanesd care for those living with diaberss [11], Inegranion
of diaberes services across the primary care—specialist interface
s another objective of service reconfiguration, along with
apgropriate rescarce allocavion, saifing and skill mix [1-7].

Tust prioe w the introduction of the MAF in 2001, the
Aasociation of Britah Clinical Diaberelogias | ABCTY) ander-
ok an extensive survey of secondary care servicss for diaberes
i the UK [12-15], The key findings were thar over one-third
of specialist services were provided by a single-handed con-
sulvant physician; that support from diabers specialiss nurses,
podiarrists and dieticians was considerably less than had been
vecommended [ 1], that retinal screening programnes were
nob operating in an least 28% of cenres, and access 1o key
biochemical testing was far from comprebensive. Another
imperrant fnding, which the WSF sought o eradicats, was
clear evidence of regional vaniation in key personned, facline
and specialisg diabetes services, There were frequent reports of
failed bids for service improvements, sspecally for desenic and
podiatey support,

T 204 2005, 89 consuliam diaberslogi=es i England were
mierviewsd inoa review of the roles, respomsibilines, working
pracnices and job sansfaction of consultam diabaologias[17],
This, however, was prics to the imgact of the White Paper on
“Shifting the Balance of Poawer” w the community and the acune
fimanceal shorefall fos health econormses inthe UK in 2006 [ 18],
Challenpes were recognized, bt jeb sisfacmon was generally
high, and there was a clear nnderstanding of the mulnifaceed
rales of consultant diabetologise best met by a pool of specialisis
working collaboratively, There was a clear desive 1w engags in
service reconfiguration, but fruscraten thar this was impeded
by the organizanonal stracoares and the ethos of plaality of
peovision that had been introduced inte healtheare,

Tin 20006, Diaberes UK subsequently anderteck a paricon
survey of its merbers and & progress survey of commissioning,
organizations [19]. This revealed high patent sacisfacnon,
bt rocognition of deficient speaalist peycholopsn suppoest,
inddequane retinal screening services, amd outsianding issues
vegarding pacdiaric and wransinional care of voung adulis
with diabetes, There was continued concerm that a “post-code
Letnery® operated in accessing new therapies and services,
Commmissioning orgamzations concurred with the findings
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regarding paychology suppon and services for young people
and wdenrified & shomfall in resouroes for patient educarion,
Several challenges thar had hindered implementation of the
Driaberes MEF were idennified, eg reductions in funding,
organizational chamge, ‘pracrice-based commissioning” and
‘paviment by resulis”,

Ceiven the sapid pace of change in the Mational Health Service
(IHS) aid the isses rased by these repois, it was considered
wital wo establish independently the views of specialiss
valved inservice provision. Tn ke 2005, ABCTY, in collabora-
tion with Diaberes TR, developed a serics of surveys wroview
specialisn diabetes services throughowt the UK. The objecrives
were to ideniify cxsting provision in services and changes
wivce the earlier ABCD survey of 2008 The mdependent
Health Care Cornnission conducted a review amongst Primary
Care Trosts in England during the same time period as our
current survey, and reported variable provision of basic needs
for people with diabeies, a shorifall in patent exposure 1o
educanion programmes, and 4 peed 1o engage all <linical
aakcholders in the commissiening of diaberes services [20],

This cureent survey examined core specialist diabetes services,
and focused on the vicws and working pracrices of consultan
diaberalogisrs thronghowr the UK, complementing the
imerviews with consultanes in England condocred 12-
18 meonths previeasly [17] and dhe eport feom the Health
Care Conanission [20],

Methods

An en-line survey was undertaken between May 2006 and
February 2007 using the Opinion taker website, The survey
was designed by the authors and included both closed and open
questians about the provision of acute—general intermal medicine
and diabetes services. Consuleants were asked to respond ta
three open questicns, which inturn gave the oppontunicy for up
to three responses. We ascertained what consuleants considered
were the main strengths and weaknesses of their specialise
service, and the issues that they perceived most threarened the
specialise service.

The questicnnaire was pilated by the professonal commithees
af ARCTY and Diabetes UK. Consaleants {n = 8231 invelved inthe
provision of specialist diaberes and endvecrinalogy services in the
UK were identified through the databases of ABCIY, Diabetes
UK and the Royal College of Physicians (RCF) Manpower
Survey. F-mail addresses were obtained from the directories of
ARCTY, Diabetes UK and nther siuarces available to these associa-
ticms, amd an invitation tocomplete the on-line survey was sent
in May 2KIE. A remimder was sent in Seprember 2004, with the
option of completing a mailed hard copy, and non-respenders
were contacked by velephome. The survey was publicised through
the ABCD and DMabetes UK websites and mail shoes.

Une hundred and one physicians were excluded {33 provided
endocrine services anby; 21 had retired; 19 did not pmrid:
diabetes servicess nine were not consultants; nine had recently
maved prsts and chree were betwieen jobs; twa were unknown
nnhl'rzddr:ss.rwnpmnd:rl pu:di.uri:: care; one was decensed;
one was A duplicate: and e was a GPI, leaving a togal of 592
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comgalvanes serively invalved in diabates care, Localities whicl had
provided responses o borh the R0 and 200 smrveys wene
slentificd ve compurrs tends in werice provision between this sals-
sumiphe and the complers sampls of respondents i both surveys,

Statistical analysis

The results were analyaed using Excel and the Svavisrical Package
for Secial Sciences (3PS5 Inc,, Chicage, 1L, USA) usng paramen
angl pen-paramsric s according oo the disrilunien of the
dana, Associanen and corelation between vaviables were
measured by Pearson's ¢ or Spearman's p and ¥ weste. anova
was uesd te dssess vanance beoween means and an on-line
staristical calcnlator (hinpsifuivey, pearsonnce comisignificant-
cabe | resed significam differences berween survey resulis
in EOM and 2006, 008 was considered 1o be stanistically
significant, Dara are presemied as Frequencis, medians and
rangss, Open-ended questions were gysemanically coded by ons
ofus (.G wsing an approsch bassd on e framewark methed,
Each response was read and assigned a code and grouped inre
themes thar emerged from ohe dara, To validare the inrerpreta-
rian, theee consulrant physicians (FHW,, RLGH, and COW)
checked rhe interpreranion of responses into codes and themes,
and adjustments were made as required, Codes and rthemes
were connted and ranksd in order of frequency o represent the
arrength af respondent views,

A in the ABRCTY 20060 enevey, o ‘well-resnarced sernge soore'
was bsed 1o desciibe variahiliny in specialist service provision,
This was based on levels of staffing, diaberss care services,
and orther core messures (Table 1, The same methadology was
ernplaved as in 2000 [12], wirh the exclusion of coding for rer-
inal sersening schemes, as this has boen the fogos of & separare
survey, With a possible maxivnam score of 25 poines, reponses
were praded as A% (24-28), A (21-23), B (18-20), C{15-17),
D (12-140 or E {12 painis].

Results

Two hundred and cighry-nine responses were received, repre-
seniing o 49% response race and covering S0 of soue WHS

Table 1 Score compoments of a well-resourosd serice [witk the same
woigheings (in parentheses) as used in che ABCD 2000 survey|

Consultanes in diakbees (4) Local vascalar surgeon (1}
Dinbeses speoalist murses {3)  Lipids measured (1)

Diegician (2] High-densany Epoprotein
mezaared (1]

Podiaarist (2] Microalbumsssiria available (1)

Dinbetes register (2] Specific service for erecrile
dysbancrion (1)

Joisn sonemaral diaberes Jotma prediamic clinic (1]

sarvice {11

Joima aphrhalmalogy Clinic goidelines |11

diabsetes service (1)

Separate clinics for che Educacion |11

elderdy {13

Avcces o psychologist (1]

0 2000 The Aithors.
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Table 3 Whole-tine equivalent (W TE} consahiane sambers in 2000
and 2008

WTE of Consulcasas per 100 (0 2000 2008

=15 61% A.A3%
1.26-1.50 4% 5.5%
L1-1.1% 1.8% 11.0%
aTE-1.0 64T A%
A51-0.7% 1R 16.5%
26050 k) 14.0%
21-01F L1% 1.3%

Trusts i the UK. The Trust responses by nation were England
51%, Northern Ireland 50%, Scotland 44% and Wales 33%.
As reported elsewhere [21), the age and gender breakdown of
the Tupurld.lllg consultants were |:|lt'.|s=e|3.I -umlp.:ral:lr to those
m the RCP Census of Consultant Physicians m the UK with
respect b Dabetes and En.du:rrmﬁ:gy |?_Z,ﬂ], and matched
the dzmugraphi: charactenistics of consultants interviewed
m the eaclier survey m England [17]. Data for 123 localities
were ebtained i both the 2000 and 200620607 surveys.
Owerall responders were comparable o non-responders in
respedt ol mpumﬂ:mmlr}' -ui:rupuns:. ape, gmd:r, ur Hme of
TCSPOMSE.

Koy parsonncl

The number of consultant physicians providing specialse
diaberes services had increased from 2000 from 456 w 592,
Seraces were still provided by single-handed consultants in
10% of responses, but median whole time equivalent (WTE)
conmsultant activity had risen friom 0067 per 100 000 populaticn
o 2000 b 2 ramgge of 0.76=1.0 m the current survey (Table 2.
Singhe-handed consultants were more frequently reported in
Morthern Ircland | 50% of responses| than in the other nations
{Enghnﬂ?.?'ﬁ-,ths 14.3%, and Scotland 2.2 %, < 4.4,

The esirmated prowvisien of deabeies ;pﬂ:uhsl nurses [[HENE]
was 2 1 per 100 00 popalation in 607% of respenses, This did
mot vary slgmﬁ::nﬂ}' b]r LELHE N h|thu|g|\ the unit of measare-
meent chiffered from the estimation of DENS in the earler 2000
survey, the median provision had mereased from 1.0 w0 1.1-
125 per 100 000, The mode of enquiry regarding pochairic
and dictetie stall alse differed between the 2000 and the
carrent survey, where median WTE dictician availabiliey was
1 per 1F R populaton without any vanation by nation,
There was fewer than ane WTE dictician for the specialist
diabetes service in = 72% of responses mothe 2000 survey,
sugpesting increased dietetie service provision aver the & years.
The median WTE pedaatrst availlability was alse one, and did
mot vary ngl:iflr:nmlg.- by mation, whereas in the 2000 EUTVEY
almost $7% of respenses stated that WTE podiairic avalabilivy
was = 1 WTE, agam md.l:ll:ing, an umprovement i :p-udlitrlc
sessiemal mput.
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Table 3 Speculise diaberes services m 2006 compared wich 2000

Specialist diabetes serdoes in 2006 in the UK « P 5 Winooour &t &

Table § Well-resourced service scores by natcs and regions of England

Sranas Sranas Nanons Gand Averape Poar

Specialist service i 2030 i 2008
ghind 3% 5% 0t
Diahsics repescr 3% AT Wales T T 0%
Guidelines i cvmne somprehensive 5% BT Sennt lamel 21% T5% A%
care in all scttings Momthern Brelasd [ 3% A%
Strmctured exdnecation for paticmt T BT
Acerss tr 3 pryehologise® 45% a Ecuhish Fegioas*
Lasal wangsdar surgeon in the huspital A% BT
Juint ansenatal® 5% 1% Regions Good Average Poor
Nuink dlishcics ephihalmeobogy 15% 2%
Juine pacdismric-adulowant* A% Ti%e Month 2% 5% 16%
Separstc diabcics dlinscs fec the cldery 13% % Iuficllamels and South 3% 1% %
Speailic service fur sreciile dyshanciion [Tret Al
Blicroalbuminsana™ 3% 29% Good (AT well-resnurced scorel,
High-density lipepratcim-chakstcral A5% 6% Averaps (WO well-resvureed soorz),
el Freor (IWE well-resomrerd sarel.

Lipids meanured 5% 0%

*Diffrremes i sigmificantly differant from 2000,

Tabile 4 Frogaeney of inchindmal leami vk in sagh list
diaberes aervicrs

Trpe of scrvice T el reapondents
General diabetes FIY
Arnemaral 45%
Teansiticmal adolescen—adul clinics 42%
Noine adolescema 1%
Joing paedismric %
Jine foce Ei e
Diishenss renal 0%
Joing ophihalmology %
Pump-ineensive managemens 6%
Liason psychiatry diabetes e
Joine men's healch 1%
Community diaberes diimics 13%
HIV-dizheres 1%
Sports and diaberes 1%
Crher specialiss clinics 1%

Specialist services and resources

The charactenstics of specialist servces in the current and
2000 surveys are presented in Table 3. Hospital diabetes
registers, psychology access, and separate deabetes services for
the I:Idl.'ll.}' were less common than m 2000, Provision of joini
antenatal, p.amhalru:.'ndu]lzu.d uph:ha|mu|r_|,|§r diabetes services
had improved, as had laboratory access to high-densiny
lipuprul.cln-l:h.dcsh:rﬂ and macroalbumanuria measurements,
amd trammdng and resourees for patient educaton. Other service
ProvisIe had it dl:ulgﬂl apprecia H._l'. Chanp,cs mn :lal'l'll:lg
levels and specialist services amongst the 123 acute truss
represented both mo 2000 and 200 were comparable o the
complete samples {data not shown),

L

Indreiduals were asked about the nature of services in which
th:}' WEre pn.'r:w.ma“]r imvolved, n.'ﬂn:l.'lmg sub-sptl.'lzllsl
meerests amongst comsultant diabetologists | Table 4). Whereas
arvand 0% participated in cinic services with ether dsciplines
such as vbstetrics, pacdiatrics and podiatrists, only 13% were
mvedved i commumiy diabetes clinice

“Well-respurced service score” and perceptions of service

There was consderable variaton in the ‘well-resourced service
score”. The maximum score [A®) was recorded in umly one
response, with just over 25% of responses demonstrating a
high seore (A% or A). The mean score was 173 (graded Cf, with
15.7% of responses sconing [} or B, reflecting consderable
defreneies in service prowsion {Table 51 There was sgnifican
vartation in the score with p,.:up,raphl:nl hl:u:rugj.'m.'lly AT
Emgland [by Strategse Health Auwthorty, F=0.029), with the
hlghcsl scares i the Morth of I'.'r|5|:|m:| and the lowest i the
East Midlands and the Eastern regions. There was alse a
difference between the LIRTATET L with the hlgh:si scores observed
m an)and and Seotland, m comiparson with Wales and
MNorthern Ireland {P = 0.007). Services graded INE were found
m 4.2% of respomses from Scotland, compared wath 58.3% in
Northern Ireland. Varving the weighting of the compuonents of
the scores dad not np:ptmaH}' alter these I’:lm].mgs.

Afver adpuasting for the number of consuliants in cach service,
as was found in the 20 survey, those services with fewer
consultants had a lower score [P =0.0001), Designated
tl;n:hlnp_, |1us|n1.1|s wended to have better scores, but this was
not significant (P =1{L0%8).

There was ne significant interaction bevween the scere and
the age of rupmldul:l:. wor whether or not consultant -:u|1rz,'u,ur_1
had opted vut of acute—general internal medwme. After remaval
af the Lomponent for a retinal SCOECIng ProEramme, the mean
well-resowrced score (173} was comparable v 2000 (181}
There was a :ig,ml'u.'ﬂnl r|.'|.:I.||Jnship (P = 0.0 botween the
perception of those comsultants that ther sorvice was well
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Table & Sirengehs ul specishis diahstes services—emain thanes

DIABETIC ek e

Main themnes Frequeney of repurieg
1 Expert, commited amd mowvated specialise seail 156
1 Excellent mulndsciplinary tzam working 118
3 oo limks wich primary care, effecove merworks and integrated comenunity focused services 8%
4+ Comprehensive, well-onganized service with a good range of speaality and sub-specialist clinics 154
5 Parient fooused, innovative and high-guality service 74
& Excellent educarson for panients and healtbeare profesicsals ¥
7 Giooed facilines and IT systems in place 7
Table T Weaknouses of specialist scrvices—main themes
Themes Frespeney of repurieg
1 Under-resourced specialist services, in particular peychology (33), dietetics [15], edacmion (23}, 168
podiary (22}, paedistric and adolescent climics (131
2 Lack of staf b
3 Dirganizanon of service 71
4 Ponr fwcilives, also inclides splic sme warking 42
41 Panding and finance curs and higher prevalence 41
& Lack of seravegy and leadershap LFS
7 Panr Bnks with comsnunity andfor primary care 32
& Poor IT 2%

Table § Theeaks in spraalist services—major themes

Themes Frespeney of repurieg
1 Commissionisg and neganve ingpact of cenomal governmens policy on diabetes care 178
1 Lack of usderstanding of complexcity of diabeses and shilt 1o primary care 106
3 S1affing and training curs 3
4 NHS fundingifinancesideficns EES
17 Service § #on amed it i of care provision 1 |
& Dinbexes no prcesized, poocly valued and reduced investmens 1o specific services 46
7 Pressares from acute medicine or general medicine 1
z Panr commissicstion and collabaravion primary care, Pinsary Care Trosts snd specialise services 1a

resourced and the caloulated score. The service was no
regarded as well resourced in 36% of responscs, and overall
20% of wores were DE, Fifty-owe percemt of consultants
repoiied their job sansfacion w be moderate or poor, Job
satisfaction was arongly correlated with individual service
spore (P = 0L001),

Strengths, weaknesses and threats to the spedalist service

T the qualivative analysis of arenpgths, weaknesses and threats
1o the specialist service, mwre negative comiments |232) were
reported than posstive conmments [23], These are recorded in
Tables 68, The dominant themes that emeiged a8 majon
threats 1 the specialisn service were ineffective commissioning
and the negative impact of central policy on specalist diaberes

0 2008 The Ajthon
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cate, & beliel thar commissseners lacked understanding of the
complexity of diabetes lerding o a precipitane shilft te primary
care, staffing and teaining cws, relaced financial deficind
Fumnding issues, sevvice reconfiguration and serace fragmenianon,
and a perceprion that commissioners and aoute s
andervalued diaberes and saw inas a low prioy,

Ur ling of and engag inr issiomning
diabetes services

Tn England, victually all sespondents were aware of ‘paymsent
By vesules” (99050 ) and 'pracrice-based commessioning (10075,
Bt there was misunderstanding aboar the exact tnfl for new
and follow-up diabetes specialise ow-patsent consuliations,
Oy S0-65% earimared these corractly of 1o within 10°% of
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these costs (arnill for new paviemt £247, cavimated cost range
£E0-388; follow-up tarff £30, catimaned cost range £30-180),
T is motable that only 16% had been ivolved in discussions
reparding these, particularly a8 lack of emgapement of specialisis
i commissioning diabers services was a recurrent negative
theme in the gqualivative amalyses.

Discussion

This Tnterner-based survey anracted a response from approxi-
paabedy S0 of consuliant physicians with a diaberes inerest
weorking in the UBL This response is less than the 77% achieved
i the ABCD swrvey in 2000 [12]. Alchough the represemarive-
ness of the curvey could be called inne question, a lack of
i et ton-responss bias is coggested by theee features of
the resulis, The respondents to this survey were broadly
comparable o the general body of consuluams idenrificd in the
RO manpower survey [22.23] and the Matenal Dhiaberes
Sugrport Team interviews of consulianis in England [17], The
changes in servics provision berween 2000 and 20062007 in
the analyses of the complere sample were mirrored in the
comparisen of the 123 becalivies thar featured in both surveys,
and there was no discernable teend in the responses 1o
questions in relation o the tine of receipt of response [data
mot shoswn), The laer index was used im the 2000 survey az
an indecater of the possible extent of non-reeponse bias
[12]). The regional differences in the current survey are alao
unlikely e have been due o any importane geographical
noik-response bas,

O amporcant ebaervanen has been the demonsteation of
imprasements in medical, nuesing, dictenc and podiaric salfing,
lewels singe the ABCTY survey in 2000, This would have been
expected ag 4 consequenie of the Diabetes MSF and a natenal
commiiment o cnbancing spacialisc diabetes services, Tt s
imipor A, howgver, Do pul Chese improvements i comext of
the more recent reductions in specialist staffing, which
coincided with the laner sages of this currenn survey [24),
Although the number of consultams has increased, there are
siill 1% of services run single-handled, and the number of
consuliant physicians providing diaberes services remains
comsiderably lower than recommendad by the RCP and specialiso
organizatiens [22.25), and almos 300 fewer than sugpested
by the Drepartmsent of Health in the Delivery Scrarepy documsent
af the NEF [2]. The nunsber of posts must alse iake account of
an increase in consulians working parn e (13% overall in
thie ot rocent RCP manpower survey | [ 23] and the impact of
acwie-general intermal medicing. The ARCI-Diaberes UK
survey has reported elsewhere the increasing commitment of
specialist diaberolagisns v acue—general imermal medicine as
ather core medical specialiies have opted our, which in rurn
i impeding the contribution of the increased consultant
numbiers 1o diabetes service development [21].

The inceeased number of TSN since M s reassoring, boo
i anill bebow char recommiended anthe time of the iniial ABCT
survey in 2000 [13]. Pusthermorg, the increase since 2000 has
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been superseded by more recent reports of cwts in spocialiso
nurss posts o the wake of acare wrosts fnancial deficis [24),
The increasing incidence of diaberes and staffing requirements
for in-patient diaberes care will place faother denvands on the
hospinal-lased DEN: The relocation of some TN services
fromm acute truss to the comamuniny imakes this sieation difficul
o appraise, & detailed survey of TSN v different health
wvtors will be the subject of a separane report, Similarly,
altheugh dictetic and podiarne suppert had alse improved,
numbers remain below recommendations made over & years
ago [14-16]

Basic core components for a specialist diaberes service are,
therefore, suill nod in place in many arcas, Whersas educanienal
gt and jednt antenaral specialise diaberss services have
tmproved in the las s vears, there remain a ssgnificant nambs
of arexe of concern identified in 2 thar have not been
rextified. Adequare integrated anfornsation sysiems, collabora-
tive working with ophthalmology and pacdiatrics, and services
for the elderly and thase with erecrile dysfuncrion meed furs
developiment, The fack of access o psychology support has
been repeaedly highliphted in a sucosssion of reports from
different bodies and appears worse than in 20040 [12,19,20),
despite explicit recogmition as a core standard service in the
Driaberes MSF [1], Clinscal paychology services are recopnized
o be gemerally under-ressurced, and the contribution o
diabetes services may be further impeded by the competing
demamds of Mental Health Teust prosvider wnns, The bk of
ring-feneed funding for the Thaberss WSF has meant thar, with
the exceprion of revinal sceeeming and GP-based regisiers, nany
specialian services thar were in need of additional ressorces in
2ouelkdicd mon develop before yer another majes change in health
service provision imervensd and beft them under-resounrced,
Consequently, the well-ressurced service score” had no
improwed, despite improverments in some staffing levels

Comsultanis weie concemned that where progress had been
e, this was under threar and might nor b= maingained doe
to hmss ool seaff chrough lack of funding and fragmentarion of
the mulridisciplinary specialise wam, To was also fele thar the
uinplanmed shift of complex cases inmo the commanity withoar
gpecialist involvenwent in service recenfiguranien would joop-
ardize paricnn cave, Despite aspirations 1o being specialist care
closer o patients lomes, very few consaltams were engaped
in providing community dialsses sessions,

Wi are nnaware of comparable mternanenal rescarch where
such major reconfiguration of public healtheare eysrems
ey B imgacted on diaberes seevices, althoush some nwoves
poward preater parmership botween primary and specialise
diabetes services has been developed in parns of Canadas [25],
where the emphasis was en cducarion of paiems and non-
expert bealthcare professionals, and bermer urilizatien of
commuaniny-Eased services with multidiscplinary tsams, with
a parnicular focus on mess remote Aboriginal communities,
Char cnrrent study highlights many ssoes cha seed consideranion
ol maarions are planning e change diaberes seevice nsdels
amd shift specialisn care own of secondary care semings.
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The drive and enthusiaam of consultanis in diabetes in the
UK exemplified in the earlier survey of English consulants
[17) i anill apparent. However, the intervening 12-18 mwnths
Berween the vwo surveys may have impacted on the broad
perceptions of consultanes, The level of job scsfacion
appears o lave fallen, as 3490 expressed moderane o poor jolb
satisfaction in the caclier survey [17], in comgrarizon with
= 50% who held auch views in the correint study, Thas meay
reflect the frustration in being anable to play a more active role
i seryvice veconfigaraion and commissiening that was evident
i the qualicanive analyaes,

The ABCTY survey i 2000 revealed natenal and regional
variation in scrvices. Established scrvices than were well
resowrced had received anhanced regional funding, keading 1o
the percepuion that “success bred suocss’ [12]), The current
survey las confirmed thar repgronal disparinies in service pereist,
Suboptinal scrvics provisson again appeaied mors likely in the
Eastern vegion of England thar had scored poordy in 2000, and
i singk-handed consultan-led services, Diaberes services and
comsultant saffing levels in Northern Treland were noeably
under-ressurced. The differences berween the nations may in
part reflect different sages of health servies reform. Pracice-
based commmissioning' is unique v England, whersas devolution
had noteaken place in Moesthers Teeland an the i of the survey,
A more detailed analvsis of this variation i in preparaion.

The prevalence of diaberes is mcreasing, and 1o emsare the
standards for care set out in the WEF are mer, specialisis have
avital role o play working imcollaboration with pramary care
colleagues in the design and commissioning of diaberes
services, Withowt the enpagement of specialist @aff, services
will lack the leadership and experise required 1o provide care
for people with complex healtheare noads, and specialist raining
neay be compromised. The Diakeres Commissioning Toolkic
[a]im England has provided o Buepring o enable purchasers o
commission an integrated  diabeies service. Collaboranion
bevween all bealthcare professienals involved in diabsies care
i effective petworks is essential 1o csrablish current service
provisio, enable workioree planning and thereafier com-
mvission a high-quality imegraned diabetes service thar is ready
o meet thie challengss of the diaberes epidemic [26],

Competing interests

Mone o declare.

Acknowledgements

We scknowledpe support from Ann Ainsworth | Clindcal Aadie
Drepavment, East and Nosth Fleris NHS Trosc), wha provided
comparative data from the ABCTY 2000 survey.

References

1 Deparement of Health, Matiown Service Framereort for Diberes:
Stawdarits. London: Dieparmmsent of Healk, 2001,

0 2000 The Aithors.
Jourral pompdation 9 2008 Datets: LK Dubeir Mackone, IF, FI2-F50

DIABETIC ek e

2 Degartment of Healeh, Matiomn Service Frameeort for Disbares.
Diafivery Seratsgy. London: Deparvment af Healch, o0z

5 Welsh Assembly Governmenin. Matioual Service Franmewark for
Diirbates bn Wales, Stovdards awd Delivery Sinnagy. Carddl: Welsh
Assembly Caovernment, 2003,

4 Seoatish Exeomive Healeh Deparmsent. Seotrist Dicbetes Fravnesork.
Edinbasrgh: Scouish Government, 2002

5 CREST amd Dinberes UK. Kepor! of the Marmbrn Drefana Tasd Force
oo Dialedes, A Wwaprane for Diahetas Cave i Nortbern Irsland in
ihe 285 Cemiury. Belfasc: Thabenes UK, 2003,

& Deparment of Health/Duabetes. Diatetes Commatssionmg Toalkbir
Londoes: Department of Healeh, 200w

7 Deparement of Healeh, Eiabetes i nbe NHE: Commissioung amd
Froviding Specialis Serpices. Leacester: MNational Thabeses Sappon
Team, 247,

# Deparement of Haakh, Tnsilie Fusip Sereicas. Repont of e Insulin
Fuwips Warkg Group, Losdun: Depanmen of Health, 2007,

9 Deparement of Healch, Owr Heanlh, Our Care. O S 0 New
Diiraction fir Comumanity Services. Jansary M0a. Available [rome
hapudiwww. dh.gov.ukfendealthcare/Cucheahhoancoursaydsdes lim
Lacsn accessed 24 April 2005,

10 Department of Healch, hifiing ahe Balance of Power wiihin the
NHE: Seeunng Delivery. London: Deparment of Healkh, 2000,

11 Campbell 3, Reeves [, Koamopanielis E. Middleson E, Sibhakd B,
Raoland M. Cualivy of primary care in England with the srodusciion
of pay For perfomeance, Mew Engl | Mad 2007, 337. 181-150,

1E Winocous FH, Aunsworth A, Williams R, on behalf of ibe Assccimion
of Brivsh Clinical Dhabeologise 1ABCTY, Associatcs of Brinsh
Clinical Diabetologises (ABCD| survey of secondary care services finr
dhabetes inohe UK, 2300, 1. Mechods amd magor findings. Dusber
Med T002; 1% 327-133,

135 Winocoor FH, Ford M. Aimsworth A, on behalfl of the Associagion of
Brivish Clinical Diabecdogisis. Association of British Clinical
Dinberologists (ABCD): survey of speoalist disheres care services in
the UK, 2000 2. Workforce isswes, robes and responsihiliies of
diabetes specialion nurses. Diabed Mad 2002 19 (Sappl. 43 27-31.

14 Winocour FH, Morgan |, Ainswocch A, Williams DRE oo behali of
the Associamon of Brinsh Clinical Dialecrologeas, Associmion of
Brinsh Clinical Disbevologiss (ARCD|: survey of specialist diskenes
care services in the UK, 2000 3, Podiaary services asd relared foot
care issues. Diaber Med 2002, 19 |Suppd. 4): 32-54,

15 Winocoar PH. Mearing , Aunsworth A, Willizms DRE, on hehalf of
the Associmion of Brsish Clinical Disberologens, Assocaion of
Brinsh Clinical Diabevologisis (ABCD|: survey of specialist diaberes
care services in the UK, 2000 4. Diesetic services and msarinonal
issues. [iinbar Med 2002 19 Suppl 41: 39-41,

16 Brinsh Diabesic Aseccimion. Recommemdianiions fer e Siractare of
Specualisl Diabetes Cave Services. A Brinsh Diaberic Assananion
Feport. Londan: Brividh Dhabetes Associarion, 1999

17 MacLeod K, Carver M, Asprey A, Brinen 8, Dean [, Hillson et ol
Areview of the job sanisfaction and currens praccice of consuleans dia-
betologises im Enghmd—barriers and successes. Dialel Mad 2007
14: bp-fis,

18 Deparmens of Heakh, Chief” Exvecntive’s Beport o the NS June
20i1h, Loeds: Departmaent of Health, 2008,

19 Dinberes LK. Dinbares: Srate of the Mations 2006 Frograss Maoe i
Delivering the Nationa! Diabetes Frameworks, London: [iabers
UK, 2007,

1 Heahhcare Comnission. Managing Diabetes. Tnpeoaimg Sarvives for
FPeojle with Diabetes. Service Review. Londos: Commission for
Heakh Care and Iespeccion, Z007.

11 Winocoar FH, Goeden O, Walvon ©, Turner B, Nagi I, Halt KHG.
The: conflicr berwsen speciali diakeres services and acure—gemeral
wsernal medicine foc consulian disbepobogises in che United Kisgdeon
in 2008—Findings from the 20068 ARCT-Dhaberes UK survey of
specialist dinberes services. Clim Mad FI08: in press.

648

389



DHABETIC Medione

13 Morreds N, Diabetas UK—Royal Callsge of Physicans Dinbeles
Manpower Swrveye Pk, Presenced ar DUR Ansvial Coaference,
Glasgow, 2007,

213 Federanon of the Royal Colleges of Physacans of the United Bsgdom.
Cansies of Comslrant Physicions i the UK, 2008, Dirta and Cowe
mrenfary. The Federamom of the Royal Colleges of Physicans of che
Unined Kingdom. suifolk: Lavenham Press, 2007,

24 lames |, Gosden C, Holt RIG. Agenda for change snd NHS recon-
Fgaranion. Effeces on diabetes specinlist srsng, and the impact on
diabeses service delivery and pacient care. Practical Diabetes 2007,
24 247-251.

G50

Specialist diabetes serdoes in 2006 in the UK « P 5 Winooour &t &

15 Public Health Agency of Camada. Builai a Noviomal [Niberes
Srraragy. Canadian [iaberes Siraregy 2005; X Available s hoepad!
www. phac-aspe ge.ovoodpc-cpemcidiabars-disbarclonglishismancgyd
indes huml Last accesed 24 Apnil 2008,

s ARCTY, Comenonity Dhabetes Consuleasas, Dhabeses UK. Primary
Care Disberes Sociery, Boyal college of Murang Digheres Narseg,
Fraumn Joing Position Stalement. Integraded Care i the Befomieg
NHS—Eusurng Access o High Qualiny Care for ol Feople wink
Dighetes, Available ar: hopdteww. disbeologss.org.ok  Last
accessed 24 April 2005,

8 2008 The Aufar
Tvamal complation © 2008 Dishetes. UK. Asbenc Mervne, 15, G43-650

390



The conflict between specialist diabetes services
and acute-general internal medicine for consultant
diabetologists in the UK in 2006

ABSTRACT —fn online survey of consultant dia-
betologists in the UK examined the interface
between specialist services and acute-general
internal medidne {(acute-GIM), Out of 592 con-
sultants, 289 [49%) responded. OF these, 947%
contributed to acute-GIM, devoting equivalent
time to acute-GIM and specialist diabetes ser-
wices, Of the respondents, 10% provided a
single-handed specialist service and 78% pro-
vided endocrine services. The survey found the
input to acute-GIM was increasing, partly because
other specialties were apting out. The increased
commitment to acute-GIM compremised specialist
diabetes activity through reduced consultant and
training=grade time for outpatient activity and
service development. The shift to primary care of
chronic disease led to further conflicc between
acute-GIM and delivery of a specalist service,
given the current systems for provision of consul-
tant-led care. The large number of specialist
trainees in diabetes and endocrinclogy will
require innovative commissioning mechanisms
that reflect the need te sustain and develop spe-
cialist diabetes and endocrine care in the appro-
priate settings as well as the continued input in
acute trusts for acute-GIM.

KEY WORDS: acute-general internal medicine,
community shift, consultant physicians, diabetes,
endocrinelagy, specialist training

Intraduction

There has been a rapid pace of change in the MHS
over the past tive years. The Tn.1gr|i11|.d.r and range of
retorms has been likened to 4 process of creative
destrucison,’ Uncertainty about the J;hanging roles
for healthcare protessionals working in such an eri
renment has bed tooa lack of clarity about the mnost
effective means of service delvery and development,

Consultant ph}*sirinns have been attected by these
changes, and although their rale in providing services
£ acuie grnrrrll Imphnls 15 an esiablished part of the
UK healtheare strcture, it is rapidly evalving, Tn the

Clinieal Medicine Vol 8 Mo 4 August 2008
' Royel College of Fhyscians, 2008, Al nghts resereed

HID5 census of consultant physicians, the central role
of key specialtses providing suppor to acute-general
mternal medicine {GIM) was emphasised alongside
their rus],bmls.iblhu' 1 theit pirl1(‘u|:|1' xpé{‘iully.z The
development of acute physician posts has been
actrvely supported by the Roval Colleges of Physicins
(REP), although the commitment 1o acute-GIM from
consultant phyn{‘iuﬂs with s||ul.'|a||.-;l mmterests will
continue e be encouraged.”

Currénlh'{m'lguh:ullx with a 5|Jr:¢1a| atterest in dia-
betes and endocrinology are the highest contributors
o acute-GIM and therefore mast hikely to be affected
by the changes.” Alongside developments in acute-
GIM, there are profound reforms in the delivery of
dhabetes services. Government imtiatives have moved
rowands an |n|:r&ﬂsi||g|:r' pTimur:r care-hased l'jl.'“'.-urg.I
of chronic diseases including diabetes.* Consultam
d1a|:9m|ug1als iy 3 u‘tbrkiﬂ;.: 1n|.'r@'.1.-;i1@|.r autside
acute hospital sentings and therefore a conflice
between the delivery of acute-GIM and specialis
services has arisen.

As the ilnpu.cl of service reforms on eonsultant dia-
betologists and the service they provide are largely
unknown, the Association of Brtsh Clindeal
Dirabsetologees (ABCD) and [Mabetes UK carried om
a wih-based LETh of current uﬂrking prachices of
UK consulant diabetologists i 2006, This survey
s peirl of & |urgc1' |Ju|.1:.- of work uddwmng otlver
aspects of specialist diabetes services, These surveys
WETE dcglgnﬁl W 1|.1&nllr_r curtenl provisssm i spe-
cralst servicoes and enable comparison with the 2000
ecurvey_"'

This report describes the robe of the consultam
drabetologist i the provision of acute-GIM and s
ampact on specialist disbetes services. Consultam
amndes towards the mlaliﬂﬂghi]r between acute-
GIM and diabetes services were also assessed.

Methods

An online survey was undertaken between May 2006
and February 2007 using the Opinion taker website.
The survey was designed by the authors and iscluded
closed and open questions about the provision of
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acute-GIM and diabetes services, The questionnaire was piloted
by the protessional committees of ABCE and Diabetes UK prior
1o general sirculation,

In tetal, 693 UK consultants imvehred in the provision of spe
cinlist dinhetes and endocrinology services in the UK were iden
tified through the databases of ARCD, Diabetes UK and the RCP
Manpower survey, Their email addresses were abtamed from the
directaries of ARCTY, Diabetes UK and ather sources available to
these assaciations, An e-invitation was sent to complete the
online survey in May 2006, A reminder was sent in September
206l with the npti:m of ql;lmph:tinf_ a hard COpY survey and
nom-respanders were contacted by telephone. The survey was
publicised through the ARCTY and Diahetes UK wehsites and
mail shats.

OF the 693 physicians 101 were excluded (34 only provided
endacrine services, 23 had retired, 20 did not provide disbetes
services, 1 were mot consultants, @ had moved post, 3 were dupli
cated or unknown at the address selected, 2 provided pacdatric
care, and 1 was deceased], leaving a woral of 352 consulants
actively immived in diabetes care,

Statistical analysis

The results were analysed using excel and SPSS using parametric
and nom-parametric tests according to the distribution of the
data, Association and correlation between variables were mea

sured by Pearsoms 1 oor Spearmans v oand chi-square tests.
ANOVA was used to assess variance between means and an
online satistical calcalator (hitpdisurvey pearsannes.comisg

nificant-cale.htm) tested significant differences between survey
results in 2000 to 2006. A povalue of <005 was considered
statistically significant, Data has been presented as frequencies,
medians and ranges. Open-ended questions were systematically
caded I:r}r CiG, using an approach based on the framewark
methad. Each tesponse was read, assigned a code and grouped
into themes that cmrrgad trom the data, To validate the inter

pretation, three consultant physicians (FITW, RIGH and W)
checked the interpretation at responses into oodes and themes
and adjustments were made ﬂsT{‘qlli:l'(’d.. Codes and themes were
counted and ranked in order of fmquenq- to represent the
strength of respondent views.

Results

Tn total, 288 (49%: responses covering 48% of UK acute NHS
trusts were received and analysed. An analysis of the 303 non

respomders by gender and Jocality revealed no significant differ

ences compared o respenders, The response rate, and age and
gemdder breakdown was similar to the RCF census, and the
RCP-Biahetes UK Manpower survey of 20067 OF the respan

dents, #01% were male, 55% were aged over 46 years, 32% had heen
in posts for six years or less, and 25% had previously occupied 2
consultant past in 2 difteremt trust. The nllmhrro:fsingk handed
consultants had fallen from 36% of respondents in 2000 o 103.*
There were two consultant diabetologists in each acute NHS trust
[median (range]} (D=40). OF respondents, 91% were emplayed on

are

the new WHS contraci, n;arr:ring_ out 2 median [TilI'IEJ;] af 11.5
(145} programmed activities per week: 2.9 [0=H),5) were devoted
te acute-GIM, | (0<%} te endocrinclogy and 3 {08} to diabetes
outpatient activity. Services with two or more consubiants took
part in mere diabetes outpaticnt activitics, Two or mere
programmied activities were carried out by 92%, compared to 81%
of single-handed consultanss (p=0.05), OF respandents, 78%
provided endocrine services.

Responsibility for acute-GIM

OF consultants, 34% provided a serviee to acute-GIM, mainly
operating through medical assessment units {%3%)1. Only 38%
remained on call for unsclected emergencies alongside their
junior diabetes team. The remainder undertonok on-call dutses
with other junier members of staff, Specialist diabetes sessions
were cancelled to cover on-call commitments for 66% of con

sultants and #8% of specialist registrors, The median frequency
of consultant on-call commitment was | in 10, compared with
1 7 in the 2000 ABCE specialist service survey,' The median
daily admission rate was M (range 7-H10] patients, When on
call, 24% of rcsp-o‘nd.g'nr.s Eli:rtir:ipawd imna plry;in;ian of the week
systern, with weekdays and weekends separated as duty perinds
im 54% of cases. Medical spwinlrics wWere I'Ll||1_.' inm'r,nr«‘.l with
care of the clderly for unselected emerpency admissions in 52%
of responses, A team ward-based system tor general on-going
care was operated in 81%, but only 67% had access to a desig

nated ward for all diabetes inpatients, Contribution o acube

GIM was praportionately similar among part-time and tull

time consulianis, and :qu"rvak'nt AMONE POUnEEr [ngﬂl less then
44 years) and older consultants,

Physicians opting out of unselected acute GIM

Calleagues working in other specialties had opted out of respon
sibility for an acute GIM on-call rata i 69% of responses, The
specialties most frequently cited were: cardiclogy {77%),
neuralagy (36%), rheumatology (36%), renal medicine (42%),
gastroenteralogy (239}, care of the clderly (13%), respiratory
medicing {11%], and least frequently diabetes and endocrinobegy
(9%, Of thuse who had apted out 14% were aged less than 40,
585 were aged 4049 vears, and 28% were aged 5 vears or more,
Opting out af acute-GIM was more common in designated
teaching hospitals (43%) than m district general {34%) and
associated teaching haspitals (23% ) (p=0.001},

Qualitative perceptions of interface between
diabetes and acute-GIM

The broad themes are summarised in Table 1, with direct qua

tations in Box 1, Consultants were concerned that the increasing
acute-GiIM workload compromised the provisson of spectalist
dizbetes services, Most respondents indicated there was less time
available for specialist service development, and 2 difficulty in
halancing both roles. The commitment to acute-GIM required
cancellations or reductions i specialist sessaons within a fixed
envelope of programmed activities 1n job plans, Reduced avail

Clinieal Medicine Yol 8 Mo 4 August 2008
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ability of junior dectors was reported,
as & result of the Furopean Working
Time Directive, shifi work, and hag
mentation of the specialist team when
on-call for acuie-GIM, Consequenthy
juniors were less experienced and
more dependent on consultants tor
support and service delivery, This led
tn fewer opp-o'rtuniti:s tor tni:n'ing and
recTurtment imito diahetes,
Consultants alsoe highligl:nnl the
impact of bed shortages and pressure
tn mieet targets such as the fowr-hour
wait  in emergency
withaut compromising care. The need
tn secure inpatient beds aften meant

departments

Table 1, Themes emerging fram gualitative analyses about acute-genaral internal
medicine (acute-GIM) and interface with diabetes,

Guneral issues

Effects on specialist services

Incrénsid warklaad
¥ High pressure theoughpus
¥ Increased demand far conrsultant
delivered service
¥ Less experienced juniors
¥ Less availability of jursors
¥ Europenn working lime dimctive
Inadequate faclities
3 Lack of inpatient beds
¥ Lack of discharge arrangements.
far frail eldery withaut active

= d Rirma dviallakle for spacialian services
¥ Cancelled diracs
¥ Increased GIM component of jok glan

Lack of apportunity for training
Lack of ssposure i specalty lor daclers in iraining

Inappropriate ase min

thas patients admitted primarily with el s
diabetes-related mnrh‘idiry were nint
admitted to the specialist ward, Mamy
dlah('mlnpst; were respansible for an
INCTEASING  Case-mix of less acute
elderly care patients who required

Tanm Tragmeniation

Inappregriate case mix

Gowernment targets
rehahilitation  and  social  care.
Homwever, many considered acute-GIM
central to the mole of consultant dia

hcbn|n5;i!.1:. Many consultants cnicv__md acute-GIM hecause of the
hroader case-mix. pase, dmg:nmtin: l:halk'nwes. and BEpOTIUNitY
afforded to teach junior members of the team. The contribution
to acute-GIM also helped to raise the profile of consultant dia

hcbn|n5;i!.1: within acute trusts.

Discussion

This survey provides an insight imto the working lives of consul

tants with a special interest in diabetes and endocrinology. Both
quantitative and qualitative data show that there is a growing
tension hetween the provision of specialist diahetes, endocrine
and acute-GIM services, Working patterns have changed since
the 2000 survey and these changes have had positive and
negative ehtects,

This survey has shown thar following the publication of the
Mational Service Framewark (NSF) for dizbetes, whase aim was
to ensure a high-quality service, there has heen a clear increase
i the number of comsultant ph‘ys)tinns with an inferest in dia
hetes in the LTK, In this regard, this survey 15 in keeping with the
RCP 'Lhnpmw:rrmu]m.“ﬂf quwin]isrscrui.(ﬂ 10%, however, are
still provided by single-handed consultants, which is inappro
priate on grounds of service, training and governance needs,
The expansion of consultant numbers needs 1o contime e meet
the rapid}ltr iry;nc::sing pn:-ulcn-;c of diahetes in the UK. Fven the
MnE ConsErvative ostimates suggest that specialists should be
actively involved with the care of 10-35% of people with dia
hetes, which will affect aver 5% of the papulation by 2010.% It is
cnnccming therefore 1o see that the gm‘th i comsuftant dia
hetologist posts has slowed down dramatically in the last o
years.” Although the number of consubtant dinhetologists has

Clinical Medicine Vel 8 Mo 4 August 2008
' Royel College of Fhyscians, 2008, Al nghts resereed

Lack of contmuity of cae

Opt-aut af othar dpacialties

¥4-hnur waits in emengency department

im_'nﬂml, the tme devoted to diabetes services has not
increased proportionately. Although the methodology used
thees 20010 survey and the change in the consultant contract makes
direct comparson difficult, tn 2000, consultznts reported that
they devoted at least 40% of their time o diabetes compared
with 3 out of 115 progrommed activities (26%) in 2007,

With approximately 75% of current consultant diabetalogist
jub plans devoted 1o non-disbetes-related actmvaties, it s now
eattmated that at least three whole time l'ql.‘li'!lll’!l“ consultant
diabetologists will be necessary W serve a 250000 populatsn m
order 1o meel the standards set out in the NSF for diabetes?

There muay be several reasons why diabetologists have less time
for thetr spﬂ:iah?’. .'l|!hu|.1|.;h it may he =:rp_,und that the reduction
im trme available 10 specialty activity has resulted from the shift af

Box 1. Quotations from consultant disbetologists regarding

M 4 | i

A steady erosion of specalty time as genersl medicne has become
mare demanding.

Expaciations of geraral madici
cames Wi, il is alweys & specially clinic Lhal is
Ganaral mbdicel on call masns that my speciali mgistner i@ absant
Treen clinies B0%. of the timae. This affects my ability ta provide &
sarvice ard spacialty training,

Sendar house officers hardly sver attend chnics  thes will make it
harder to attract trainees as specalty is largely cut-patient based.
Chaos at times, poor communication with specalties, high bed
cLoupancy means we cannot adret o base ward . Safan ward
reunds.

| erjoy working on acute medical unit where | can make a real
difference to people sarly in their hospital admission.

are rising —wh whhing

are

393



diabetes care to primary care and a f2ll in the number of diabetes
reterrals has been reported, consultants stated thas the diabetes
workload has not decreased with the more complex case-mix of
patients attending hospital sutpatient clinics. Furthermore, the
introduction of increasing numbers of new therapeutic agents
and technologies require the skills and expertise of consultant
diabetalogists,

Consultant physicians with an interest in diabetes continue to
make a major contribution te acute-GIM m the UK and indeed
they torm the largest group of sub-specialties undertaking this
ole. Drespite thewr support for acute-GIM, the experience of
consultant diabetologists 15 that there has been an imcreased
commitment to this at the expense of specialty activiry,
predominantly diabetes but alsa endocrinology. Consultant
diahetnlogists continie to provide endocrine services in district
general hospitals as onby 10% of consultant physicians in
the RCP-inabetes Manpower survey exclusively provide
endocrinalogy services without diabetes. and most usually in
teaching cenitres,”

There is a discrepancy between the quantitative measures of
GIM workload and qualitative reports, For example, the fre
quency of on-call commitment associated with increased con
sultant numbers and the reduction from five sessions in 2000t
1.9 programmed activities suggest a reduced GIM workload.
These measures are crude and do naet reflect the shift from con
sultant-led to consultant-delivered care since M0k The 200
sessional figures fail to take into account the number of can
celled specialty sessions to allow participation in GIM. In 2006,
consulants reported greater frequency of ward rounds and
intensity of consultant input as less experienced junior dactors
were mare dependent an semior suppart, Furthermare the
immlvement has increased as physicians from other specialties
such as ca.'rdinlnmr hive n]!'red out of acute-GINL, and part-time
consultant appointments have imcreased.

A further challenge 1o the split role of specialty and GIM is the
need for consultant dizhetalogists ta devite more time nmking
in the community, where they will have an increasing mle in
]vrm"lding Icadcrship of community dinbetes services, commis
sieming integrated diabetes care, and fraining primary care and
puhlic health cn|lu[r,ues. The current survey recorded that nn|]r
1LA% are currently engaged in community dinhetes climics bt
this iz |ilne}!.rm IncTEase.

The changing nature and uncertainty abowt the role of the
hospital di:lhetn|ngi!.1 may explain the increasing reports ot
vacancies for consultant diabetabogists that ane being frozen or
comverted to acute physician posts. While this strategy may
address the provision of acute-GIM within a trust, it scems
inappropriate because there are insutficient trainces in acute
medicine to fill these posts,

Currently there are 105 trainees in acute medicine, with 85
scheduled to complete specialist training within the next five
wvears 22 by the end af 200&). Tn contrast there are aver 420 in
diahetes and endocrinology, with 377 due 10 complete specialist
1r;|i1|1'ng. within the next five Fears, Certificates of mmplrtiqn nt
spcci:ll'is: trainimng will e awarded t 144 trainees by the end of
2B (N Wewberry, personal communication, 2007), The mis

380

match between acute medicine trainees and posts and diabetes
and endocrimadogy trainees and posts has meant that diahetes and
endocrinelogy trainces are being appeinted 1o acute medscine
posts. This situation does not appear to be in the best interest of
diahetes and en.d.r:lclinnhm' trainees and u|1:irnitc|.1_.' patients, if
career aspirations are frustrated and specialist services are com
pmm:ls:d. An online SUTVEY commissioned by ARCID and
Diahetes UK in May 2106 completed by 44% of specialist regis
trars indicated that 54 % stated they would nat umidclipm.irinn
in acute medicine while 52% stated a desire to work in diabetes
and :mdncrinnhm'\rdulc supparting acute GIM,"

When wn;id,rnng‘ huture dmluprrwnt in acute-GIA, dia

betes and endocrinobogy workforce planning commissioners
should recognise the contribution that consultant diabetolagists
make to these three areas of medicing,' Adequate levels of
specialist statf are noeded to support the complex health needs
of people with diabetes, including the often unmet needs of
diabetes inpatients. Flexibility is needed to allow consultants to
ensure that a balance is achieved herween time dedicated to GIM
and the time needed to develop specialist disbetes and
endocrine services by providing Icudn::r.ship and working in the
:urnmunity with ]vrim\u'y care and Ivubli: ealth wl|eq.gu:'; and
in supparting the care of all diabetes inpatients in acute wosts.,
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Short Report

National guidelines for psychological care in diabetes:
how mindful have we been?
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ALeeds Partnerships Founclation WHS Truet, Leeds, Yorkshire, U

Arepted {0 Fabroay 2008

Abstract

Aims  Toamessthe availability and tvpes of psychalogical servces for people with diaberes in the UK, comphance with nagonal
pusdelmes and skills of the duaberes team i, and artrodes fowards, psechologcal aspects of diaberes management.

Methods Pustal questionmaine to team leads {docror and nusse) of all UK diabetes centres (1
sarwctured telephone imerviews of expert providers of psyvehological services identi ed by team leads,

Results  Two hundred and sixty-seven centres 385 returmed postal questiommarres; 66 (259% ) idenn ed a named expert
provider of psychological srvices, of whom 53 [B0% ] were interviewed by telephone. Less than onetherd (o= 84) of
responding centres had acces to specialist ppchological services and avalabality vaned scross the four UK nations [P = 0L02).
Orver pwo-thirds fr - 120 of comtres baed aot meplemmeied the maoraty of mational gurdelmes ond only 26 met all groidetmes.

P.c:vrﬂ:lm’ugl:cr.'fm;mf frfer fednts was dssodialed enth ml,'.mum:f I‘mml".ltg m,r.uydmn‘ugrml’ |'sam|'sfm tecrt artemibeers (1< 0.001),
perception uf beeter skills i managnig imove comples paychological ssee (P2 000 and increased likelihood of having
pevihuslogieal care pathways (P = 005 Muost (§1 %) expert providers interviewed by welephoise were wider-resourced te nseet

Conclusions  Expent psvchological suppore is mot available to the majorry of dinbetes centres and sign cant geographical
vanation mdicates inequity of service provision. Only a nunarity of contres meet national guidelmes. Skills and services within
diabetes teams wary widely and are pusitvely in venced by the presence of expert providers of psychological care. Lack of

resuurces are 2 barner to service provision.

Diabet. Med. 26, 447 450 {2009)

Keywards  consultaion ladson psychiatry, diabetes, health servioes, psvchology, survey
Abbreviations N[CF.. MWattonal Insutwte for Health and Clincal Exu‘".cnl.‘l.‘; .\-HF, MNatiwnal Service Framework

! uction urrested [2,04],

Paychiarric disorders and psychological prablems are commien
in diaberes [1]. There s a teateld increase m depression |2 4]
and eating prablems [5] and these are assocared with
subspiimal - glvesenic comtrol |67 |and  mereased  mwraking
|8]. There are cost-effeciive reaments fur depression in
diabetes |9) and psychotherapeutic approaches o improve
glycaemsc conirol [10 13] but, despite this, the majority of

Cormespoadance 1o Khalidi lpenal, Departmant of Poychokgical Moddine,
Institute of Prpchiatry, King's Celeos Lendon, London SES ORI, UK
E-rnail: ksmaikiicp. kol ac.uk

& 2009 The Aufas
Jpasmal compdation € 2008 Diabetes U Dabety Medicne, 36, 447-450

There are o sl clinical parhways for delivering exper
pevchological  care o diaberss, The Nanonal  Service
Framework (NSF) has ser standards o provide counselling
{mandard 3] and management of depression {sandard 12}
115 and the Marional Instiuee fur Health and  Clinical
Excellence [NICE} has also made explicit reconumendations
|16 {Tabde 1).

The am of this national survey was o descobe and
quantify the provision of psychodogical services for adules
with diabetes and the extent to which national guidance was
bemg, met.
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Table 1 Tropoenon of diaberes ceneres compdying with each nagional guideline (v = 267 cenres)

Agrer that Curcently
guidelines meet the Acrively Przeeived requizements nceded
v aidel ok w ta ke able 1o meet guidance?
Grimdasee or stasslasd (4] %) aiy ok ot standards
M5F stanadard 3: counselling” arn 4.0 3.3 % Mo asked
hehaviaur chamge suppeons kalls
WEF stanctard 12: depression %5 730 2447 Mot asked
maveillmce and pampment
MICE 1: alent g depresios Aamwicry 3.5 24 Wt asdeed 6A3.0% more MOT eraming
H7.0%, mare paychalogical sald

NICE 2: derecr and masage noi-svere 4.0 v Mt ashied 53.0% more MOT craming
grvchulugical prabless scros coliuses
MICE 3: damiliar with counsellng 410 ELR M asked 520% more MOT craming
aniad pavchiame medicition
NICE 4: alem o eming disarders %0 A0 M asked 6.0 mare MOT craming

H3.0% more paychological saff

MDT, mulndisciplisacy cear; NICE, Mational [ecipaste for Chmsal Excellomsce, N5F, Nadienal Serace Framework.

Methods

Design and setting

A crossesectivnal postal survey sweas semt oo all diabetes cemres
(m = 464) in the UK, Facdiamc and recinal screening uivirs were
excluded.

The survey was carresd st friam Auguest 2006 to October 2007
m pwws stages. Pare | was a questionmaire sene ts borh ehe senior
physician and murse of each cenire. Moneresponders weere sent a
second guestionnaine 1 month laver, Part 2 involved atelephose
meerview with the relevant provider of peychological care
(de ned as psychologst, psychiatrist or other mental bealth
pruﬁcmiu'n.l]. such as Flln}'l:hl:ltllc nurse| identi ed in :mnpb:tl:d

I*art 1 guestionmarres.

Mleasuires

T Pant 1, the gueshionans measured the qulllu}'.ndc ||.\:\|'|.r_|
number of sessions per week, and vpes of pachological
services, adberence o mational guideliees aid mrrase wean
shills i and aminodes vowards the paychological care of people
with diaberes

We de med  pavchologcal services as those prowided by
mental  health  prodessionals  (psychiarrists,  psychaologises,
peychuaherapises aned comnselliors), They were labelled  expent
providers il they had sessions speci cally for diahetes patients.

Pevchalogical problems were caregonzed as: mild (such as
adjuszment problems or dif culties with eprimizing diaberes self
care regimen|; madezare [such as anxiery or depression, diaberes
speci © anxieties inchuding fear of hypoglyvcacmia and fear of
needles); and severe (wsually requiring secondary menzal health
services, e.g. psychosis and high risk of suicide). We derived ax
standards of psychological care for people with diabheres from the
WNAF andd from MNICE {Table 11

I Part 2, the sructursd welephone muervicw with the cxpen
provider covered  the namure, ype and  crgainization  of
pevehelapeal rrearsents available, ease of aceess and serming,
Perceived gaps in service provision for psvchological problems
were explunsd,

arss (v1E; SAS Insmimgre, Cary, MO, USA] was wsed for
statisgical  analyses, Comtingoes daga were  nonenormally
distribimed and  were analysed  ising

b PATATRETC Lests.
Chissguared vests were used for caegonical dara,
Thee Full methds and questionnaires used can be viewed cnthe

Diabetes UK website [17].

Results

Expert psychological input into teams

Two hundred and sixty-seven centres (58%) returned Part 1
questionmaires; 85 (327} reported expert psycholugical provi-
son amel 66 [25% ) identi ed an expert prosader of peychologeal
services, 33 (8099 ) of whom were imervewed for Fart 2iFig 1)

There were natonal defferenses in the propomon of wams that
head expert pu:.'uhu|uywl angrat (Murthern Irelamd 445, Wales
&%, Enpland 33% and Scotland 31%)0 The differeices in
prrowvisian bevwesn Wales and England (F = (0002, Fisher g exac
teat] aned Berween Waks aod Morthern Treland (P = 0102,
Fisher s exacr mest) were borh stansncally signi cant

'F.sepcrr pruui-.‘,er.s WErE pmdumilululy glimical ps}\;lmlugisw
158%], wath the remainder compresing laison psychiamists
(18%%), psychoherapiss (4%0), connsellors (451 or oher
therapists (18550, Just ever hall 15990 of comves provided a
de e service for people with disbetes, The median number of
sessions (half days| for psvchological care was 2.5 {range .25

11 perweek per team. The mist commen treasment offered was
cognitive behaviour therapy (CBT) and over 90% offered care
fur prvchological problems of moderate severigy.

& I Thie frthors
Joramal comgdation © 2008 Diabeies UK. Dabetc Moo, 26, 487-450
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UK Sabates comiies identified for
Part1 wrilhen questcnnalne

Aasponses to Part 1
26T
(%, = B4

1

Respanders whao identified exper! providar of
Tor Parl 2

=]
(2%, 0= 267)

Mumber of Pari 2 islephone
Intervices achlosed

53
8% 0 = 68)

FRGURE 1 Plowchan of respomders.

Where it exasted, expernt pswchological  provision was
assuciated with a perception by respondents of berrer skills by
the team in managing moderate and severe psychidogical
problems (< 0.01), improved traming for the team in
peychalogical issues (F < 0.001), and increased likebibood of
having psvchalogical care pathweays [P < 0.001), bat nioincrease
in the avalability of soreeming or assessment teols for
pevchological well-being (P = 0.10).

Fayxl T teams

Uder half 141%) of questiomiaire respondents (Fart 1) stated
l|'u::| bl vme or e nw-puyrhuhpwl e member trained
i pavchological therapies, A minonity (12%) of cenres had
sereening and assessinet tools for pavchological prollens aid a
majority [80%] had oo protocels or paidelines for referral of
paments with psvchological problens of maoderane seveniy,
Approximarely halt (49%0) had referval pathways te specialis
care For patients with mse severe menral illness.

e iance with ional and gui

With regard te natienal guidance (Table 11 aver favethirds
169%] af cenires did nit comply with the majoricy (2 496} of
guidelines or standards; only 2.6% complied with all s and
24% did mot comply with any. This was despite high levels of

& 2009 The Aufas
Jpasmal compdation € 2008 Diabetes U Dabety Medicne, 36, 447-450
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apreement by respondents with the appropriateiss of the
gusdamce

Discussion

This is the rar national study of the sare of provision of
pevcholugical care for adults with diaberes in the UK. Omly
ane-quarier of diabetes cenires  had  direct  access o
psvcholigical care for their patients. The majority of diabetes
services o not meet national poidance  for delivermg
psychological care e diaberes. Expert psychological care is
highty variable in type, quantity and guality when compared
amung, diabetes centres and also among regons of the UK,
indicarimg 2 clear mequity of =mrvice provison. Service
zvallal:u|u}' seCms U dl.'pl.'ml wm the Fresem of am inkerested
pevchologist or psychiatrid i the leeal arc rather than a
coherent mational plan. Lack of resources alse appears w be a
brarrier to servioe provissen,

Clur AUTVEY relied on subjectve rCporiing uf l|B|I|||] and
quanity of service provision and cur sdmgs may be an
apverestingne of seivices because of centres with psychological
ingar possably being neere likely e respond to the posal
questionnaires. Similarly, those ineerviewed by phone may
have been biased i reoms of opgimsm abr services. Previous
survevs estimemted availabiliny of psvchological care ar 50%
& hwweever, this would be an evercsiimanen when
coampared with our  ndings

The Darzi Report an the furure of the Matianal Health Service
|WHS} |20] srares chere is no physical health withaur meneal
healsh and that there has o be equity in the availabilicy of
services. (e salutivn v the current inequity suggested by our
SUTVEY is b ENCOUTARE COMMissMErs o require services to offer
evidence-based identi cation, asesment and rearment of
pavchological and  pswchiammic problems.  Another  solution
wuuld be for the develupment of local and national guidchines
for the resources required o provide expert and  marmec
pavcholigical  care withm diabetes wames at prmary,
amermediate and secondary level. Tt = nberesimy o ool that
Tines, meduding « s fur traming of
pevcholugical profesaonals, aleeady exist in Genmany [21] and
thess connld serve as imesdels for similar inians i the UK.

Furure spudies should monitor the response o this highlighned
shorfall in services 1o eosure mavional standards ave achieved
thioughout the UK, with cousequent beie s for peaple with
diaberes, Cost-bene vanalyees of providing such semvices are also
needed,

such
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Special Report

A national survey of the current state of screening
services for diabetic retinopathy: ABCD Diabetes UK
survey of specialist diabetes services 2006

D, K. Magi, €. Gosden®*, C. Waltont, P. H. Winccourt, B. Turner®, R Williamsg,
1 Jarnes® and R, | G, Holt**

Diabetes and Endocrinclogy, Fnderfiekd Genral Hospital, Wakefield, *Diabetis UK, Lordon, THll Reyal infimary, Hull, FOB1 Hoopital, Wehayn Garden City,
1 Panarbercugh Primary Care Trst, Paterhoraugh and **Diatstes and Endecringlogy,
Unikssrity of Southampnon, Scuthamgion, UK

Accordod T4 fuqar 2005

Abstract
The main aims were to ascertain the progress made in the implementation of retinal sereening serviees and to explore any barricrs
or dif cultics faced by the programmes, The survey focused on all the essential elements for retinal screening, including
amsessment and treatment of sercen-pasitive cases. Eighry- v
service and 73% of these felt chat they have made signi cant progress, Eighy- ve per cent of sereening units use call and recall
fusr .1pp.|i||[r|w|rrs and 73.5% ufpruﬁr.nnm:—.s ol ghe Natienal b'.:rwnint: Ll ittee (NS t:uidaln.':. hhhuutl;h WANY WIS
warked closely with ophthalmedigy, further assessment and management of screen-positive patients was a cause for concern,
The fast-track referral system, to ensure simely and appropriate care, hasbeen dif cult to engineer by several programmes, Thisis
ntsidenti ed asneeding further assessment and treasment for
rI.'tIl.‘I':IFI.“‘]'I.}'. ﬂphrhlhmﬂﬂgy service for p-bnplc with dinbetic n:tln.cnp.ﬂh}' WS pn:rwd.l:d h a dedicated (lphthnlmclhnglx‘r m
B% 4% of the programmes. Sixty-six per cent of the programmes reported madequate resources to sustain a high-quality service,
whale 26%% hlgh|q;hl|.‘d the lack of infrastructure and 49% lacked |n.f-.|r.|nal:||.-||l:c|'|r|u|.<:grli|T'] suppuri. I comelusion, PruOgress

has been made towards establishing a natwmal sereening programme for diabetic rennopathy by mdividual soreening anes,

with resource allocation and  compliance with Qualiy Assurance [QA] standards, especially those which apply w0
ephthalmolugy and IT support. Scroemmg programmes need to be resourced adequately 1o ansure comprehensive coverage
anud commpliance wih QAL

Dhiabee. Med. 2e, 1301 1308 (20405}
Keywords  diabores, rerinoparhy, screening

Abbreviations ABCD, Association of British Clinical Thaberologists; FQA, Extesnal Quality Assurance; TT,
informarion technology; WHS, Nanional Health Service; N5C, Narional Screening Commirtee; NSF, Marional Service
Framework; QA, Quality Assurance

Introduction

Diaberic seninoparhy renvaiis the leading cause of visual loss in
people of working age in the Western weeld [1]. Diaberic
retinopathy is cften asvmptomaric wnl i reaches an advanced
stage and therefore regular sereening is recommended o allow
vy diagieeses ancl reanment [ 2], Ivis new well essablished cha
early derecrion theough screenimg and effecive mesmient in the

Cavripondenne fo
Enddacrivadagy, Finderbuhls Hapitad, Rd Yorkshire NHS Trust, Abasfend
Reaed, Wakelield WF1 ARG, LK E-mal: dinesh fugillm sdeeds nbe ik

& I The Sahors
Jeiiinal corspelatien & J00% Diabete Uk Diabeni Madkine, 36, 1301-1305

furin of photscoagulation prevents sssal imparnsent |3.4], In
additiom, strafegies |1|L'|u|i|||g the upl|||u| mmanagenent i Brlevisd
pressure and blosd glose slow down the progression of

Nanonal Scresning Comimimes (WNSC) lauinched o manonal
programmime to facilizate the reducnon of @abetic retinopathy in
HENF [E] as parr of the delivery of the Maricmal Service
Framewesk [NSF| for Diaberes [2.10], The programsnes st osr
national arges e offer comprehensive renmal scresning ns all
peuple with diaberes i Enggland, Scolamd, Wales awd Marthern
Trelamid, The aspiracion ws coosffer 100% paplarion coverage
by December 2007, The npational programme is cengrally
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co-ordimated and indudes a Qualiey Assurance (A scheme
with vational standards for all aspeces of retimal sereemng |8
Reoent Manwnal Health Servme |H| [5:l:cfunm have led tea shift
uf rowstime dealstes cme from specialist entes o primary care
[1112] Adswy there has beew a diive oo nsake services moie
PATIENN FEspeNsive Do improve aceess to diabetes serace, tough
Apprepriane and etfecrive c«mwniss.im'uing [13,14],

The Assaciation of Beirish Clinical Diabenslogises | ARCTY) and
Driabetes LIK have wiedertaken a series of swrveys im vhe U and
thes sarvey of rerinal screening services was pan of the larger
birdy af wark to determing the provissen of diabetes services,

The ABCIY has previously conducred a sarvey of specialise
services which was published in 200, This survey was conducted
well befure the Matwnal Screening Frogramme was established,
bt provided wseful insights mio the state of screening services for
diabetic retinopathy at that time. This survey showed that, in
0, 74% of respondents specialist services were praviding a
corordinated refmal screeming bur ne data on population
cuverage were availabde |15].

The aims it this sureey were 0 ascertain the progress made in
the implementation of retinal screenmy, sermces and o explore
any barriers or dif cultes faced by the prograimmes danog the
|mph:|1u.'||la1um uf this pnrlwu|=1' SV,

Methods

An anline survey was undertakien berween May 20606 and
Febwuary 2007 wsing the Opinicn aker website, The survey was
desiged by the auchors and included 73 closed and open
questions about the provissen of rennal screening. The sarvey
cisvered demuography, infrascrscnare for remmal soreening service,
resource allacanien, leadership and adherence v M50 guidance,
priscess of rennal photography and population coverage, and
explored if neechanisims were in place oo deal with screenepusinive
patients. The survey can be accessed on the Diiabetes UK website
[ harpeitweww_deaberes.orguk).

The questionnaire was  piloted by the  professional
committees of ABCD and Diabetes UK and modi ed
fudlowmg commenss. All 105 screening units m England
were comtacted. When duplicate responses were wenty ed, the
rl::pmulnlu were contacted |.'n. phulx. Based om the HIJIIJHIICI:
from the responders, only one rspomse per sereening wmul was
mnclsdid. Rrspm:l:l: were ﬂl.ﬂiﬂ:lliﬂu.‘il“:\’ loaded ot a data

ke

Statistical analysis

The results were amalveed using Excel and the Sransneal Package
fr Social Sciences (SPS5 Inc, Chicage, IL, USA) using
paramernic  and  ponsparamerric  tests according  to the
disrribunieon of the dara, Dara are presenned as frequencies,
medians and ranges. Openended question: were systemarically
cisled by wne of us (OG), wsing an approach based an the
framewark method. Each response was read and assigned a code
and grouped into themes thar emenged fram the daca. To validate

132
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the wmlrpretabion, two comsnlgant pﬁymialn (DN and CWY
checked the nnerpretanom of resporres inter codes and thenss
aned ul.|iu1L|nn|hwml||udrm mquu::d. Cuodes and thones were
couted and ranked mooeder of Fequency 1o represent the
atrenpth of respoisdem views,

Results

Respanses were received from 62 of the 105 retinal screening
units [64.8% ] in England. Mapping of the responses showed a
reasumable geographical distributiun of the programmes, wath no
clustering of responsss and ne partioular area of Eagland bang
unider-represented.

Infrastructure for retinal screaning

Eighry- we per cont of soreening programmess have a covrdniated
sereening service and T3 of these felr thar they have made
progeess sinee the mrroduction of rennal scrsening in theis
liszalicy, Fifry-rwes et Genr af PR S L\rm.-i._’gd wenmal
sereening fram a  xed locarion, while 15% had mobale screeming
services and 3% had a mixed approsch. OF the programimes
which responded, wnly Z8% had mvolvement of sprometry as
pant of a cenmrally coardinated system.

Process of retinal screening

The majurity of screenmg, units (85% | sperate an appoimment
system through call and recall | of which 7% used a cemrally
located register. The MNSC guidince s followed by 73.5% of
PrOgrAMmmEs.

Remilts of retinal soreening

Screening rates

Sty v per ent o respanders were able te provide data oo the
'II\.III1L‘.'I uf FT‘IP'L wh—u wore ﬂ{rﬂfd =TCCIng ii'lld 6'“{I 1w 1|'|I.'
namber who had acmally awended  for seresming. Some
propeaiiine were wable wo provide this aformanion while
odbers did mot know if this informanon was available within their
programine, OF those prograning which were able 1o provide
dara, population coverage of those being offered screening
ranged from 30 o 100% The accampanying table shows the
spread of coverage o the populanen being offered screening,
Huowever, only ¢0% f programmes were able e provide
acourare dara abour che mumber of people acmally arending
soreening, which exceeded 0% in 13 programmes, while in the
remainder this ranged berween 20 and 79%. There were no
progranumes where there weas 100 conapliance with pupualagion
atiending screening.

Sermening inferval

In 55 programmnes, screening mtervals were approxinesely
12 momchs, while in eight programnes screemng inrervals
ranged beoween 11 and 24 monchs, Two programmes had a

£ 2000 Tha Authers
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SUDECnINg meerval of 2 Years amd pwer PrOpranumes u.'puﬂl.'li
varalle mervals, Thicty-theee of the &4 programines had
mxchanising o recall ]mlicma. fare 6-Inu1|t|'||;r SLCTEIEIE il

chimially indicmed.

Grading of ratinal photographs

The grading «f rerinal photsgraphs were mostly perfermed by
araieed  rerimal  screener praders (840 However,
aphthalnwdogsts [60%], diaberdigists (24%], asprsmetnss
132%0) and ghers were also involved and provided sccondary

grading.

Dealing with screen-pasitive images
Alihough many wmiss worked closely with ophihalmology

units, the processg af pasuive  patents was a cause fur
cancern fur many screening units. The details an the number
af progranmies providing data vn dealmg with screen positives
are sumwm m Table 1. These data show the peraentages of
progranunes  secng pabiems within the s ed matiomal
stanclard, by levels of remsopathy. Siete-mne per oent of the
Propranunes n.'pl:n'u.'d that pabints duynm:d with
prolferative retisepathy (eovasculanzation) were beng seen
within the spodl ed 2weck mativnal target. Elﬂlr-p:r cemt uf
the programunes epomed patents with maculopathy  beang
sten within an S-week pericd and 94% within & pericd of
16 weeks, Forrv-three per cent of people with anobrainable
inages were seen withing 2 months and 46% were seen
according to clinical meed inoa slic lamp biomicioscepy clinic
for further assessiment

I addimen, 48% of programmes repored wammg liss for
patients wha screened prsitive and needed further assessmemt
aned rrearmens for retineparty and, of these, 43.3% had roowair
5 oweeks aw more. For patients whae were referred o
aphthalmelogy for diabetic retinepathy, care was provided by
a dedicated aphthalmalagist in 89.4% of the programimes. Same
programmes guali ed their respanses v Ulusiraie the difl culises
they were experiencing with having so wair up to 4 months for
review of piositive images, and repeated cancellation of
aphthalmic  clinics, raising  concerns  about the  further
assesmment of screen-pusitive paticis.

DIABETICHedicine

Infarmation technalagy (IT) and software

The: MEC had recommended thar prograrmmes should acquire the
Purchasing amd Supply Agency (Fash; NHE Procarement
Agenev) listed rennoparthy management software for runming
af the screening service and for anmesl reporing of the data.
Retimispachy management sofoware was being used by 4%, of
programames, with £3% of programmess having acquired aoe of
the owe natonally recommended sofrware systenas [Digital
Healthcare, Cambridge, UK ar Orion, Coveniry, UK. Other
EVSICITIS Were mpl:ﬂcd as I:cmg wsed and 22 PrOgranmes had
locally developed systems for the operatiomal side of diabene
retinopathy managemente. Forty-nine per cent of the respondenes
wewn ed poor IT support as being a signi cant problen withm
retinopathy screenimg locally.

Quality Assuranes

The mechanizm of mbermal qluahl.}' comtral as deserabed |'rr
programmes (g = 54 was vanable. Svae progranmes reported
fl:l||l.lw1ng the MAC guldul:lucl:ul imeral q'.|:|||11r comtrol, Based om
the qualivative informetien received froim various progranms i
appearsthar progranunes had also a very variable undesstading
of the process of quality assurance and there was confusion
berwesn anmual reporming and qualine assusance, The resulrs of
respoises fooqualiny assarance can be suninanzed mne the
frallowing broad categories, Twenty-one programmes repurted
fusllovwiingg MNSE guidance bur few of these provided any decail of
the proscess vl ved. Ten programmes delivered A thirasghoan
imcernal audic and athers responded thar their syscem was [T
driven. Fuur progranmes used other methads, Fleven respunses
wdenit ed the persommel myvalved or responsible for £ six of
whem were ophthalinologises.

Resource allacation

5|:u:p-mi pur oot al [Propranimes rl:purll:d that  resouroe
allocatin 15 madegquate 0 smtan 2 hgh-gquality service.
T'WEIJI.F‘SII per denl ]u|;|'|.|.|,|_.'.|'.|l.:d the lack of infrastrocture and
A% il ot [T suppont. Tharey-Tour per cent of programmes
filt thaat the meed 1o esablish new Progrimaes head led 1
the  decoimmissionmg, of  previowly  well-pedforining amd

Table 1 [uca on management of screetvpositve panents by rennopachy level acconding o nacumal stascdards

Meovascularzation Reduced
prodileraime retinopathy, Maculopaiby. by,
Matiesal siandard A lemth e (s} % leamni]
liemediare S within 1 week 43.5 (27) 5 4] ida
Wichin I weeks 258 (1) 11 (10} 4.8 14
Wichin 1 nwmih 14.5 (9 I5E (16} 18.0 (11)
Wichin £ peonihe 322} 21.0 113} 26.2 (181
Wichin # naonthe 127 (B| 4.2 131
According to clinical needs 129 (B} 177 (1 ITT RN
& 20 The SAadhirs
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g,uud-qual.ll.y s for :A.'u.'uu.ug.[ﬂrduh;!lt n.'l!lnu'pulh;r. Unthir
programmes comneied that Funding was withdrasn, they were
ot alde o accelerate o 1% COVETLES amd thar there were
sl cient s 1o achieve the 12-momh s

Discussion

It i estimaned thar there are currently approximacely 2,5 million
peaple wich diabetes inrhe UK and chas numiber is expecred rorise
b million by 2025 | 18], Up o 20%, of indivduals wich Type 2
diabetes muay have refinopathy at dagoosis [17]. Draberic
retinpathy is the communest cause of Bindness m people of
working age in the UK and, as it is frequently asympeomatic uml
advanced. the valy means of reducing the burden of visual luss in
people with diabetes = through regular sereenmg, [2]. Thas
principle was  rnly establshed by the WSF fur Dhabetes and has
been endorsed by the Natwnal Institute for Health and Clindcal
Exoellence. Following the publscaiion of the N5F fur Diabebes, a
III|'|I:UIHI programme "Jr l.'l.'l.‘IlC"IE '\'Ilﬂﬂl Jlm H.'L'IJUI!JIT:\' A
diabete  retmopathy was lamched o 2003w facliae
SETELTILIE fir mmupulhy. The rst SUTVEY u!’:pu.'lu]lsfl SUTVILES
were performed by ARCD i 2000 before the lansch of the
IIILIU’"H]. Programire fur e 'ﬁ.mllills i|'| 2003 -l-l'lﬂ:rfurr. i
direct comnpanson with retinal sereening scrvices b preseid i
inapprogiian: bur does meric discussion, Sarvices in 2000 showed
thar 74% of respondent & specealisn services were providing
cosrdinated retinal sereening bt e data on populasen coverage
were available, One can therefore conchude thar the provision
of eve screening o people with diaberes was Far from
comprehenzive ar thar time [15].

The corrent survey has shaswn than there has been signi cane
prisgress fowards establishing a national service, wath 105 units
providing refinal screening, services in England ar the ousset.
Although sine are ar variows stages of develupment, 96 of these
are fully operativnal and wffer systematic screening 1o people
with diabetes. Recent data also con rn that the number of
programmes now stands at 93, following the amalgamation of
yaricus programmes to atiain critical mass and recommended
FSHEANTL ProOgrasmes size.

The results of the survey, howewer, highlight a number of
mparkan areas of conoern. First, ma 3 ks cummented v the
mapprograte level of funding, meludmg withdrawal of funding,
that has p:l'\l"ﬂnlh.'\d the mevessary service EXpagisei 0 i the
target of offerig wreenng o 1000 of the populaton by
December 2007, Dara collecisd '|.r] the mationsal SLTEETIAL
programing and the Departinest of Health agree wih sur

nddings chat mach progress bas Been nade, b che Last reporied
Deeparmneint of Health  gures for the  est quarrer of 2008 sl
thar, whille WL 7% of people with diabeness were offerad soreening,
only &6.9% received screendng [ 18], Recent nanicnal daca from
the Dreparmmiei of Health, presented ar the 2ind Buiropean
Meeting on Retmopathy Screening, showed tha, ag the end of
repoting year M7, 80.62% of the population had been affered
screening,. Addressing the issue of madequare ressurce allocation
tie allow programemes o expand and provide population

ABCD DUK survey of disbetic retinapathy « 0 & Magi ef al

coverage as expocted by the NSO renmains a big challenge.
Seconudly, ivis apparent froin the results of this supvey than ey
rennal screening umits ase strugeling re provide oplhalmic
SErVices, i rimely manner, B manage parients who have
referable diaberic rennopathy, according o narional gqualiry
standards. There remain several dif culvies in achieving the
targets st by the NS i relation 1o serecivpesitive paticing
NSC snandards stipulate that these patients who are refermed for
noneproliferative retinepachy or macalopathy should be seen
wathin a period of 13 weeks, with proliferative rerinaparhy being
seen within 2 weeks. Many units were unable to arrange
uphthalmalogy  appoivments  for  screen-positive  paticurs
within 4 munths.

I order i improve the currene situation highlighted by this
survey, the working relatiomship  betaeen  ophthalmology
and screening units needs to be sirengthened and explicicly
supported by appropriate commissoning arrangements. Local
commesioners peed 0 conumisEen appropriate seovoes from
uphthalmwlogy services that should nelude nesponsalbaliey fur
datar feedback ro the scroming programse [8].

Many retinal sereening anats are expersmeing dif cultes in
receivong feedback an the cutcome of an ophthalmolopy
assessment of a ACrECTI-posilive patini. There may be several
reasoms for this, Bur this i i gee oo beease of the back of
clevtron links bevween the sufiware for reviial scoeending
programmes and ophthalmelogy, To hsghlight this issues,
feedback from one unir showed thar, in oeder 1o obrain
necessary data for annual repuorning as expected by the N3C, a
retrospeative case nore review had to be undervaken of 478 cise
nates for 1 vear [19], Thes degree of resource urilizanien vn an
anmual basis was deemed to be unfeasible, ined cient and
unsustainable. This izsue of feedback from aphthalmac unars o
the screening programme needs to be addressed urgently.

Smce this survey was underiaken, the authuors are aware thai
the MSC has started the much needed External Cuality
Assessment |EQA) visis, which are addressing some crigical
issues, includmg, that of feedback from ephthalmology. In our
view, this can cnly be achieved through close and meegrated
working between ophthalmlogy and screening units with
rubust electrenic binks to capoure data, but alse by having clear
1K which mot uu|:r inclede  an
approprate  cloacal wrvice o deal with  screm-postive
padwenls, but also a need for them o pu'wni: data on an
angoing basis o the soreoming services, repgandmg outeome
f these pu!i:lﬂs. Irn asiar vi:w. this 15 the uuly way b achicve a
faal-safe evvironiment and minmee clincal sk o paticos
unifergeang seredning.

Local leadership 15 sdenn ed a8 a0 crocial msee in this
swrvey, and would appear o be shased berwesn diaberes,
uphthalmedagy, amnd public health services, Each of the crucial
services have an miportant role e play and st work together
effecrively b sustain and rom a quality rerinal screening service.

I T

Reecemt recommiendations froam the NSC stipulare thas screendng
services should establish Local Pragranme Boards , which will
ke respansible bor averseeing vanaus impirtang issues, including
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Crualiey Assuramce, On a more pesstive note, sinos this survey
was caotiduceed, the nanamal covsdmanng team has begun the
provess of BOA visus e the programimes, staring with thise
whia are having signi o Jif culnes, Dnial feedback from
progeammes who have undergones this BOA process, shows thar
these visits have helped seselve a number of impetane issues.
Proggramumes need and would welcome suppait frone the
nagigmal screening team i resolving lecal  dif cudiies b
progress made 1 date is 1o be sustained. Strcured feedback
1o the local commissioners from EQA visits shauld lead o
further imprisvenents in the way programmes are funded and
suppurted. It is onby then that the very aim of reducing visual buss
25 a result of diabetic retmopathy will be realized. We cannot be
oo avertly critical of the data we received on Cuality Assurance,
a5 (A at the fimee of this survey was in its infancy and there were
no well-developed [T systems to support i

Hetimal screening services are provided in the UK, and many
wther Furopean Commumity (EC) member states and in North
Ameriea, bat an LnEgue m the UK m terms of the central
argameation and drsct QA standards (UKL Mapy, pors, comm.,
I'nmdlr@ af the Birst and Second Eurl:lpean CUIEMI on
Retmopathy, Liverpool 2006 and Amsgerdam 20081 We st
ackrowledge that this survey has lntatons. Fiestly, this survey
gives a cross-seiongl pnire durig 2006, agamst a contial
inprovement of thess sevices mationally and, secomdly, the
pempoimse fane was enly 65%, Amorther liniranan is the face thar
noez o the regpomses were validared and were raken widler the
assumpnien thar they represented Fairdy accurane responses
Many of the general  wedings of this survey probaldy snill hold
true and are generalizable, This survey therefuore provides insight
i challenges facing this imporane component of diaberes
services. Findings could be farcher suppored with QA dara
callected by the MSC anmally.

In coneclusivm, progress has been made toaards establishing a
nativnal screening, programme for dwbetic retinopathy by
individual screenmg wmits, with a nuber of programmees
mwwing un to a kevel where they are providing a structared
retinal screening service. Signi cane dif culties, however, are
being experienced by programmes in resource allocation, and in
complymg with (b standards, pariicularly those which apply oo
aphthalmwlogy and melude IT support.
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Special Report

Diabetes specialist nurses and role evolvement: a survey
by Diabetes UK and ABCD of specialist diabetes
services 2007
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Abstract

Adms T review the workimg pracrices of UK diabetes specialist nurses (DSNs], speci ¢ clinical voles. and to examine changes
sanoe 2000,

Methods  [ostal questionnaires were sent to lead N5 from all idenn able UK diabetes centres {u
r||:|.'||i|:.11'.|-n|.I data were collected vn the spEcL < clmical roles, |.'|r||'|'>]u:.'|:|:u:|ﬂ1 and continual Tu'n-ﬁe.ml:-lul Jnvuh:qunul:lt uf huscpul:nl
and commumaty TSNz, Murse Consultants and Diabetes Healthcare Assstants,

Results  15% cenrres (44%) rerurned questionmaires. T8% and 78 % of DEMs plan and deliver educanion sessions comparsd
with 13% in 2000 with a wider range of wpics and with less inpu from medical staff, 22% of DSNs have a formal role in

Comsulangs are involved in pn:bcribmg F3% of DSNs CATTY Gk pumg naming‘.. T% p.]'r[i;ipq[c in ante-nacal and 27% renal
climics, 90% of services have independent diaberes murse-led clinics, 93% of services have a dedicated Pacdiarric DX, The mean
mumber of children under the care of each PSS s 108 [||1|:u||.: 1244, which exceeds Rug'.j| E_h:'lh.:gcuf h.'un;ing recemmenclations.
48% of DN have protected fime fur contiring professional dev
uf [35Ms are im short=term comdracts hmded by external sources,

Conlusions The DX role has cvolved sipoe 2000 o include complex service provision and respomsibalies iscluding
specialist clinics, educarion of healtheare professdomals and parienrs, The Lk of substantive contracos and protected spudy leave
ey compiomiss these roles in the furire,

Diaber, Med. 26, 560 565 (2008}

Keywords
Abbreviations ABCD, Association of Brtish Climical Diabetologasts; DEN, Idabetes specialist norse; PDSN, Pacduains

diabretes xpl.'l:m]lsl! Eur s

Introduction became e compmon i the 1880 W'!I]I (llr_ addvent o di['.l'n: g
strengils of insulin and e iroduction of self-monitoning of
The diaberes specialist narse (RSN role exisrs 1o educare and
support pecple living with diaberes and their families ar all sages 2007 i either the primary of secondary care serning o both [3]
in their lives [1]. The mde, s immedoced over @0 years ago, The rule ol the TSN warthin sthe multdisciplinary diaberes icam
has comtimuied toevalve as diaberes care has chamged in response
to patient demand as seell as che Working Time Direciive [4] and
Crowermiment policies and strategies such a5 The NHS Man | 5] and
the Mational Framework for Diabetes |6]. The necessity for this

Comgsnandance
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change was acknowledped in the 2000 Association of Brash
Clinical Thabetologists (ABCTY survey of secondary care serviess
for diaberes in the UK [7]. This survey, which included an
invvesmgation of DSN poks and responsibilivies, predicred thar
1AM roles would Lmu,k-cgu sgni cant uhs.ﬂg‘: &5 A resyle of
changes ser our in the WHS Pan, and thar these roles would
conntuigie to oevolve oo inclade nuse direa responsibiliny for
diaberes clinical management and nurse prescribing

Caiven the spead of change within the WHS, Diabenes UK and
ABCTY considered thar it was importang that the icdependent
views of specialists invalved in dizberes service provision were
sunght, and commessioned a second series of surveys e review
diabetes services throughoue the UK in 2007, An integral part
of this work was this disbetes specialist nurse survey, the aims
amel alxjective of whach were to explore the warking practices
of UK [35Ms, speci © elmscal roles and examine changes since
200K}

Methods

A questianaire was developed by the Diaberss UK and ABCT
Specialisn Servwes Stady Group, The survey comprised 80
apen and closed guestions o examine the srganization of
provision of  diaberes  services relating re hospital  and
communiry TEMs, Musse Consultants in Diakeres and Diaberes
Healthcare Assistants including Diabetes Care Technicians. The
auesnicnnaire  ingleded  sectioms o speci o clinical  reles,
prescribing  behaviowr, paediatric nursing, ediscanon  and
research, employment  dara, pay banding and conninal
professional development.

The questisiiire was pilored by a group of in-pariens and
primary care-hased DSNz, and questions that were confusing vr
pourly answered were amended accordingly. The full survey was
carried vut between Febrary and December 2007,

Paper questinnaires were madled to 361 promary and scute
diabetes services as listed in internal and external databases
including Binley = Directory of NHS Management, 2006, the
Dhabetes UK internal professional membership list and the
Thabetes lipatient Specialise Murses membership le

The kead DN from each |.u|_'a|l1}' was imvuted to tumle'Ic the
survey. The st question was desigied o examine whether the
.le.lll‘ilT'n'IL'L' WHS"FTH[ITJ AT PrllllHl'!-'Jll.‘] !P\Iullﬂ STV
Where services were not meegrated, the recipient was asked o
copy the guestiomnaine to obtain respoise fron both primary
aned specialst services,

The questionmnaire was posted in Pebirsary 2007 and replis
collecred unnl December M7, A sccond questennaire and
reminder was sent o all nensrespenders after 1 maonth, Follonwed
by relephane calls e vhe centre concermed in order re necomize
the nal respunse rate,

Data prodess

The complered questiomnaines were collated and dara entered
ante A database designed 1o assist with dat entry [(SMAP; SNAP
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Solupnms LLC, Evansten, IL, USA) and lacer exported muo che
Statistcal Fal:l:u.gc Foe Socral Scwenioas 15P55; SPsS Ilh.., Chil.'agu,
I, LISAY,

Luscalivies providing responses o both 20060 and 2007 surveys
awete e ed o compare reds imservice provision berween
this subesample and the complere sample of respondents in borh
HIFVEYTS,

Statistical analysis

The resules were analysed using Excel and SPES using, parametnc
and nemeparamerric tests according o the dismiburion of the
data. Asseciation and correlation  berween  variables were
measured by Pearson s r or Spearman s g and chi-square ests.
Umie-way ANDVA was used to assess vaniance between means. A
Poralue of < 005 was consdered stanstically signi cant. Daea
are presented as frequencies, mediams and ranges. Open-ended
CJUEESTG Were !.]sbcmﬂ.ci"_r coded b‘_runeut’thn research feam
(.G ) using an approach based onthe framework method. Each
rexponse was read and assigned a code and grouped imto themes
that emenged from the daa.

Dhatar aree prt'sul!l_'lla! plTLtnl:l,g,L‘!.leh the sctual number of
respunelers m parentheses,

Results

Choe husdred ansd Frydnmcl\'npnulmuﬂ'r\'rn:ci\lcd,rcprmu;ing
a dd%, response rare, Of responders, 18% (28] were from
primeary care crgamizarions, £1% 0 129) from acee rresis and 1%
) Fromm narses working inspect ¢ general pracrice susgeries,

Sevenry. ve percent (119) of respanses were from England,
9% {15] from Marthern Trelad, 8% (12 from Scotland asd 6%,
( 1H) drosm Wales, In addition, there were three respomses from the
Chamel lands and the Ile of Man. Sawty- we percent [100]
repusrted they operated within a service that spanned primary and
secondary care service.

Truszs in the South of England were more ltkely v repare an
integrated service than the rest of England (! = 0.01%) and there
was a trend towards navional diferences between the four
mations {Scotland 91%. Northern Ireland 79%., Fll@anﬂ H2%
aned Wales 4%, P = 0.059),

Where services wWene not |L1Itg;ra|.u]_ TE% |41) u{rusplmdnlls
were based in specialse seevoes and 24% (13) moprimary care,
Fiwe dicl e rtec_pulu] o this question.

Climical redas

Virrually all DSMs (315, #5%) were involved in some aspect of
parient managemenr, although this varied acoerding rothe rale,
Chverall, rwothirds of services offered panents a named nurse
compact with e difference berween haspical  [63%]  and
commumity TEMs (979,

Huspiral D5Ns were mawe likely than communicy DSNs
o umdertake specialise climics such a5 pre-assessnment clinics
prior e surgery (P 0000}, ange-nagal (F < 02000], renal

fal
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Table 1 Spea cooles underaken by diabeses specialise nursss (4N}

Cuabetes speciahist nurses: rale evoleement = 1 dvnes e al

Huzspiral DAN Comnusrity TEN Fardiarmc TEN M Comenliant

15% = 1321, %] TN = 104}, %] N = &71, %] in diabetes [N = 293, %] P
Paent management a3 e 1 Th
Frescribing 4% 56 27 (17
Mor-medical prescribusg 47 45 ) 55
Diose adjustsent only 4] 61 LE] 17
Pusnp cramming* 55 M 43 | L
Hypemensson dinic® ] 11 5 21 L
VD an el 3 23
Frst clinies® kL] 14 2 1] .00
Renal cliniss" T 9 2 14 0000
In-paticnt work® a4 k] 54 24 .000
HAirte-natal elinses™ el 41 12 as
Fre-amcament clinic: 2 5 o 7 0000
price do surgery®
Educatium foe mursmg stafl™ ai N a4 ik ALIHIT
Educatsun fur medical saff® a2 1 73 TE .00
Educansan fue cther allied l #1 T T
heiltheare professionals
Educapan for pacicncs 43 23 75 TE

*Signi cand differences berwoen hospital DSN and commanity DS

(1= 00, foe clinies (F 2 00000 and  pamp waining
[ = (L.003],

Eleven percent of TSNz undertook roles orther than diaberes
suich as general weeclicing and endocrividegy compared wath 5%
af DM in 2000,

Winery percent of services oifered separate clinics where the
nurses worked withowt immediaie medscal SUpErVisian, whireas
in 2000 this role was ot idennt ed. The tvpe of dinical waork
undertaken in nurse-led clindcs was diverse and  comiplex
(Table 1). The mean number of weekly mdependent dlinics
pTwidr\d i each centre was 3.3 {median 4, range 0 b = 4).

O huospatal-based services, 71% provided a velephome help-
e avanlable to all paticois. Thu:lrthﬂ: prrce wlfered a
pacdiirie telephone help-line and 27% had o dedicared
progmaney tebephone service, whereas 16% offered relephome
acorss fo other spect € patient groips, OF thoese with a telephone

Table 2 Comparisom data of roke components 2N 0T surveys

service, 1% offered thes during weskday of ce hawrs, bar cnly
12% affered the serace 24 howrly 7 days a week, Five percent
operated a weekday evenings service and 1% a weekend of ce
howrs service. Most [ of the help-lines were operated by
haspital TN, bur the help-line was also manned by secremaries
111%:), education centre siaff |5%) and other staff meluding
juniar disctors, There are no data concerning help-line services
wperated by primary care siaff.

Hurse preseribing

Although 77% of trusts had one o muore nurses who had
attended a murse presenbing courss, nurse presanbing was
undertaken m omly #8% of responcding trusts (Table 2). The
risims for thes differencs meladed kh;‘mlmrpkmnltﬁm and
lack of approval for trust progocels and formalary,

Crezall Camparalble bergpitals

2007 2000 2007 20060

Percencage Percencuge F value Fercencage Percentage F value
Fatseni ianageinent 991 57 iy 537 ] N
Precrihing 435 n [k 51w kS| (k113
Digse addjushsent wily 532 7 NG (1% TH 03
Educatsun for suramg siafll ¥1.7 a5 2 947 £ 2
Educanan for medical staff 24 4id
Educanan for valier sllied healtheare professonils ELL 4E
Fansenr educance 3w LEE ]

As the mdicators for edwcation are wot comparable, we were not able o check for g camt differemces,

SR
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Table 3 Tupics covered ineducanun sessions

Fercentage Frrcantage
2007 (N = 151 2000 [N = 183) F

Mature of diabeies 5% %
Why mecabalic a5 a7
coiral & impramt
Imgact of dieg and 55 o7
exTrCis
Copamg with diabeees 54 aa
during illness
Hypogheasmia 2
Dhrivisng, 3 a4
Hume bl a0 3 002
mimigring®
Travel as 21
lississanie % 91

Ivmeng A% Hé
Sanuking EES
Footwess® a7 T 1.0
ligection technique® & oF .00
Carbubpdrane a3
ause adiustanr
Prescripgion charges 31 LE}
CMraception TE a1
Frescomcepdiveg T+
cuirmselling
Erecnle dysfuncrion 71
Home urine 44 73 0.0
monioring*
Cirunf initartieg 41
af imswlrw
Tafemsie inswln 22
rherpry
Okwr 1§

*hige cant differeices. [alics lindeate wew topus intecdeced
since 2000,

Pasdiatric nursing

.'\'illcl:r\-lhrct percent {113) ol wervices had a dedicaged MISM, of
whim ¥7% had a pacdsarric nursing quali cation. The mean
niainiber of chaldren per PDEN was 109 — 7 jmsocde 1200, which
exveedsthe Roval College of Mursing {RCN brecommendatian of
anie whale-time ul.]uu.'ah.'m FOSK fur T children with diabetes
18], The number of dedicued PDENs i nws servmes was ane
1121 respondents), with ouly 38% of services having two or
mree. There was a wide varianion in the provisen of dedicared
TOSNe For example, moone service there was suly one 0.4
whusle-time equivalent unguali e PDSM for g casclead of 270
children,

Diabetes education provision

Muost DENs and Murse Consultants were involved i diaberes
educatin provision for hoth healthcare professionals and
patients. Educarion far healthcare professionals was provided
by 4% (132} of hospital DN, 87% (1) of commaunivy RSNz,

& 20 The Auathors
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B2% 129 of Nurse Comsuhanes and 76% (67) of Paediatne
D&M

Minety-seven percem of services provided potent education
sessions i both prmary care and secondary care bocations, The
pauriny {9750 offered sessions oiwekdavs, bor 195 alse leld
segsions in the evenings and 4% ar weekends.

Srrucrured education sessions for peeple with Type 1 and Type
2 diaberes were commuonly available with arcand 35% 1115)
providing Magenal nstinae for Clinical Excellkence [NICE)
approved programies [9]. There were no sgin cant reglainal
difterences in the prowision of struomred educarion sessions,
Patient education sessians covered a braader range of topics than
were identi ed in the 2000 survey. Mew tipics incuded pre
comeeptual counselling (74%), carbohydrate counting and duse
adjustment (82%), smaoking cessation {88%) and erectile

d:.';ﬁ.m.:tiun 171%) (Table 3).

Research

%)

Unein ve nurses had a formal role in diabetes researchi |
compared with 48%% w 2000/ 1P < 00007,

Employment data

Acue wruss annpliyed the majonty of hespival DEMs (95%),
Health Care Asssstats and Thabetes Care Technsciams (63%),
Primeary care srganeanasns employed most of the communing
DiSMe, Murse Consultants were amployed and managed by borh
Iypes ufurga.nlus,mm:-dﬂ".\{. [Idngl:mnpluy';d by p«imnr}'mr:,
8% (11) by the acuee wrust, 3% 1) by borh and 10% (3} by
another ceganization, Thirey-theee percent [8] were managed by
the scure rrisst, 3% (13) by promary care crgamizarions, 4%
(ome) by boeh and 1 3% {chires] by anorher organizanon,

Approximarely one in - ve trusts did not have 2 wonen job
description far the role of the hospital SN, Ome-thicd of
responders identi ed 195Ns an shore-term coniracts funded by
external suurces.

Locality of employment

The lcality of work varied dependimg, vn whe employed the
D58 DEMs emploved by secomdary care worked mainly m
huespatal wards and sur-patient deparements, wheneas one-third
rL'plxr!L'lJ [¥EMs wmkulg TS |we-p|!:|l amel prumary  care.
Hospital and commumey DENs emploved by Primary Care
Orgamzations worked mainly in poosary care, although nearly
balf of the comumumiry TSN worked i bath ehe ospaal and
comuumniny seming. General practice-cmgloyed DENs weaded
work whelly in primary care

Oindy 35% of hospital DN emplayed by acure prusts and
44% of commanity DEMNs employed by the primary cane
prowider worked in boh lespiral and commaniny serrings. This
15 a signi cang reducrion compared with 20060, when 85% of
niwrses worked acress both the haspical and conmmiminy. These

ndings are consssrent with resulrs obtamed from serices

563
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invulved in both the 2000 and 2007 surveys Iy this sub-group,
1% of the 2000 comparalale services worked in Both sermimgs
compared with ouly 30% in 2007 (P = 0000, The namure of
SErVICE INPEERAnion was & commen theme reparted by DSNE and
was dhescrilbed o borh pu-,i[iul- and neganve Tenns, The
dimensivns of the theme ranged from changes aver ime, being.
a costed acriviny and hevw collabosanive warkcing had developed,
Comments received inclsded:

We all used v work veggether as noeam, new very separate and
less communyicarion if any

The Acute Truse dont allew commumity cross over unless
paid fur

Pawr integration with acuate wust, mpatients discharged

Twice monthly mubtt-disciplinary team acrass primary and
secomdary care

Speci © service bevel agreements for diadbetes services were
repurted by 56% of responders.

DSN grading

Delorsg muarsazs bead b banded aceording oo the mew pay strocure
sel vl IJ} &grudu fuar f_'haugr. There were o sgi i
differences betwean the mean numbers of nurses in cach band by

tegiot,

Continuing professional devalopmant of staff

Fury-eight percent (73) had protecred rime fer the contimuing
proefessasnal develupment (CPUY of saff, baanly 17% (22) had
a pragected CPD budger, This waried regionally; those im the
Sowth of England (27%) were moare likely to have protected
t’u.ndiug Fior traiming than D&Mz m the Morth {9%] ar Miclands
5%, P = 0.013),

This UK survey of diabetes nurses has demunstrated the diverse
and expandimg role of the DS over the last 8 years and the
ntegral rke that urses have mothe clnsal care of people wah
diabetes and withun the muhu]l:m'pl:lury dhabetes eam. [N
are now Gakimg on more conplex aspeers of dhimical care and
educatiom that would 'prﬂu.msh' have been undertaken l'Jr
docrors, Iy addinion, there has boen the creacion of diabetes care
techinicians, whe have adopred some of the roles wen as
vraditional pars of the TSN pole, This diverss carion of role
shuld B seen as a posinve step forward in vesponse o the
changing needs of people with diaberes and the changing NHS,
Indeed, the development of the TSN roles was predicred by the
20 ABCTD survey.

Ar the same time, we are wimessing o frapmentation of
services, with fewer nurses workmg in both primeary aned
secondary care setrings, which threatens the ahiliny of the
bezalth service to provide high-qualine integrared  services.
Furihermnore, chere are a Large number iof marses whio are oo
shirt-term externally funded contracts, which may hamper the

Dhiabetes specialist nurses: rale evolvement = 1 fanes af al

reteomion of skills in diaberes seovices when these conraces
expire. The lack of e and resousces dedicaned e CPTY and
research is worramg aname when many new and more complex
treanments abe becoming available

There luve Beenomeany changes in the rale of TIS™s since their
inceprivn &0 vears age aned it iz likely thar these changes will
conatigie, There has beew a widening of the clinical role, which
now  includes  responsibilivies for nuorse  prescribing,  pre
assessment clingcs, amte-natal, renal, foot clinics and pamp
traiming. Muore nurses are working independendly, as shown by
the frequency of murse-led clinics.

DM have alsa adupted mew wurking pracices o meet the
changing demands of people with diabetes. Most services offer
telephane help-lines that are manned by DSMs

As the work of N5 has become more complex bo meer the
challenge of new therapies and technulogees and the move o
integrated dinbetes care, tweo mew rodes have emerged. The role of
Murse Consultants with Srung ||_'adrrs||up amd elimical skalls was
prechiced mthe 2000 cucvey. These posts weere expected to evelve
franm senmor |||u|:ull| BN rodes, bt m pracise the Murse
Consaltant role has been adupted by both primary and acute
trusts, with mwore Nurse Consultanms wurkin,g ] prirlmr:r uare.

What was oot predicied was dhe ranen of the Diaberes
Health Care Assistant or Diabetes Care Techmician role. This role
has developed in respaonse o the need foe o wider kil s in
diaberes care and ncorpoeanes competencies aligned o the
diaberes anmwal review, This e woald mese commmnly be
expected to be placed in primary care, where many of the anmual
reviews are ow undertaken; however, the majoriny of these are
based m acuite care,

These new roles have ked mo che development of 2 new caresy
srrucnre for diaberes wursing and have supporred che shift
by DEMs gowards increasing  specialization in diabetes
TRANERETETIL.

The numbser of peediatric ISMs (PDEN) working entirely with
children with diabetes has greatly increased, with only six
services (5% in 2007 reporting no separate PDSN caompared
wth 41'% in 20000 Although there has been diear expansion of
this role, it still falls shore of the levels recommendied by the RCN.
There 15 marked variation in provision between hospisals, and
svame servioes appear particularly stretched with Large case loads
P murse.

T adelinien tor the excpancing roles, DSNs play an increasingly
crueial role in parisent amel healtheare pu'ﬂd’nmmﬂ education
Althangh there is sl a wladisciplinary approach 1o course
planning, it is often the DEN whe leads the planing and delivery
af education programmes. The programmes have alse booome
e seplisticared following the NICE gusdance o mrroduce
approvedsorucoered educarion, Giventhisaddinsnal complexicy,
it is reassuringg thar sormany services iow affer these programnies,

Axthe same vime a5 these new developments and initarives,
Agenda for Change was being implemented te assess pay and
condinens. Following ths, a survey of TVENs by Diabetes UK
in 2T revealed considerable varianion mo grading  and
respansibilinies |10]. Althaugh the Agenda for Change process
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appears to have reduced peographsal differoces mopay as
highlighued i che 2000 survey, alnost vne- Bt of iorses basded
by 2007 bad no b deserigrion onwhich o base pay bands, This
sigggests that seme DSNs may have been banded accorded o
genenc grap pob descriptions, Ieis therefore unlikely char the
new expert clinical roles being raken an by DEM: are being
recopgnized in ters of pay progression, This, coupled with a
namber of barviers o rele progression, may lead to fnastracion
with these Esues,

The inmvation in murse prescribing has been impeded by trusts
failing t provide pathways te facilitare this mew skl
Furthermwire, specialist knowledge and skills need w be
underpined by continual professional developmene. Iv is
cancerning that 40% and 45%, respeatively, of DSNs repunted
that study leave time had been reduced and funding requests
demied. Access to study leave or funding has not improved in
recent times, with still anly one-half of D4SMs having proteced
tme and only 15% havmg protected CPD budgets. The
successfl mtegraton of DEMs mto advaneed clinmeal care 1510
d:ulg,ur il L!nlg unelerinined further |J}' Lk of commutrment o
sugpert Tarse engagement m research,

Oe-third of huspi!a| DM and L'uﬂullunil:a' [ENs are
congloyed om shur-term contraces, funded by external sources.
This lack of lomg-termm jobsecurny may funther affect rearumment
and pevention of highly skilled speaalist narses,

Access to high-qualiny imegrared care ar the righ rime by the
right persan for people witly diaberss is a coneral rener of bach
ABCTY andd Driaberes UKL There is evidence thar since 2000 there
has been a fragmentation of services, T 2000, diaberes specialist
services were characterized by croseboundary working of
diabetes nurses. Since then, there has been signi camt spliting
of services between primary and secomdary care sermmgs. This is
contrary to the concept of integrared care, and the leng-term
effect it will have on the diabetes nursing profession and care of
people living with diabetes reneains v be seen.

There are 2 number af limitations ta the survey. Overall the
respanse rate was only 4% and therefore there is a possibiley of
respander bias. There are important differences between this
survey and the previous ABCD survey m 20000 Iy 2000, the
answers were completed by Consubtanss answering on the
nurses behalfl and therefore may not be derectly comparable.
Mevertheless, when the results of those trusts that ook part m
Both swrveys were analysed separately, there was o change in the

rull@, suppesting theat the resulbts are rE_FI'!SIlIH[i'f! uf servives
at buth vime poes. A further linisagon of the sorvey s thar
questions were ool wsked  abow the  comperenciss and
quals carions requined oo b a TEN,

I sunmmary, the diabers specialst role has expanded and
developed ve ner the weds of the ever-growing diaberes
populanien  and  povernment  direcrives. There has  been
considerable progress over the lass 8 vears snce the previous
srvey, The lack of oppormity for sudy leave and research
PPN is comcerning, This, coupled wich Lack of leng-term
jish securvty, may affect the revention and recruioment of DENs in
future vears. It may alsis be thar OGN eraming and ecucation
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veeds e b underpined by a fornsal waining curtgalum, as
sapgested in the 2000 survey, Fundarmental changes thar have Jed
o serviess developing separarely in promary and secondary
serrings may affect the conrinuiry of panent care,

A wmber of recommendations follew the  pdings of the
srvey. Inaeder e Facilivane besr pracrice in the care of people
with diabenes, it is exsential thar DENs have provecred access and
fumding to continual professional development in the furm of
sty leave and rhrough parricipanion in research activings, The
case-lnad of existing PI¥Ms should be reduced o the levels
recommenched by the RN teimprove care of children and young,
peuple with diabetes.

Having developed a career struoare for ISMs, it is vital this is
enabled through accurate job descriptions on which to base pay
and that jub secursty is supparted through permanent contracts.

In order to promote and facilitate the ethos of integrated
diabetes care, [¥Ms should have the opportunity to mest
repularly with ther peers, whather working in primary or
sreomelary cire.
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Asticke pains
1. The robe of che DSN
s ua.]!anﬂn] tan tak on

et canmples dinkeal
care and educarion.

2. This survey supgests
chat the isirse coisiltant

rechnician are supparring
the disberes specialis

nwrs: rale

. T support the conrinued
developmens of 1SNz

avcess by and fundang for,

comliniing profosional
dhrlnpm:lu s ke
By wonls
- Lonrinising peebesdonsd
development
- Diahetes education
- Dhigheies specmlist nurse
- Ru'nkvdupurul.

Augther details can b
feand an che fival page
of this amide.
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Leading the way:

The changing role
of the diabetes

specialist nurse

Charlotte Gosden, June James,
Peter Winocour, Bridget Turner,
Chris Walton, Dinesh Nagi,
Rhys Williams, Richard Holt

he role of DAN was introduced some

I 60 years age w help support people
with diabetes and their carers in the
management of their condition. In response

to the increasing number of people with

diabetes, and new and more 'EDIIIPIEI insulin

ptirn.n]r and secondary care has increased over
the illterv!m'ng VEars [Dal.rizs et :L ')_'I:IEII]_

[n 2000, the Association of Brivish Clinical
Di:l}rtnhﬁim {HECD} carnied out a SUTVEY
T irlunt'lr].- the main elements of the DSN
included  patient

role,  which education

For Pznple with diaberes [“-'—lrw-cnur et :1|,
2002 At the time of this survey. the ABCD
]:!rz\d.i-:t::l that DEMs would take more direct
responsibility for clincal care and prescribing
in the :ulnirl.; years (Winocour et al, 2002).
Since the 2000 EUEVEY, NEw rodes in diabetes

care technician and nurse consulant — the
latter fu:using o ﬂPEl‘l Fl:.ctict, '|E:|.|:|Ersh'1),
education and  training. In 2006, Diabetes
UK and ABCD collaborated to review how
:PE:iaHsl diabetes services are brins delmvered,
and to lock at the changes thas have aken place

aver time |'.~_r :nntn:t'mg the two data sets.
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Aim

Here, the authors summarise the findings of
a series of surveys carried our by Diabetes UK
and ABCD in 2006—7 (James et al, 2009). The
focus of this article is on daa chat shed light
on the DSN role, and the role of diabetes care
technicians, nurse consultants and other alled
I'H.'Jl'll'ﬂ:lm mel.‘ﬁil:lnn]s Inml“'d |]'|. ‘llﬂh‘k}
care. The data collected are wmpurl.ﬂ with
those abtained in o similar survey from 20040,

Methods

The Diabeves UK and ABCD working group
dﬂlﬁm'd. =“d Flﬂllﬂ i 1.|_U|.'¥1'i|:|'ll.l:l:|i.r|.' Dr SU
questions, broadly based on three areas:

& The clinsal rode of DEMs.

@ The ediscational role of DENs.

® Continuing professional development.

Leading the way: The changing role of the diaberes specialist nurse

Some quuﬂiun; related  to the diabetes
service as a whaole, while others asked for a
Tesponss |:|:.r l]rpl.' of diabetes nurse [huqn'la].
community, pacdiatric and nurse consultant)
to look for role similarities and differences.

The qul:slinml:l::'n: was pusl.l.'ﬂ to all
361 diabetes services in the UK, which
were identified  from the ml.'m]n.'rship lists
of Diabetes UK and the Mational Diabetes
Inpatient Specialist Murse Group. Lead DENs
were asked to respond on behall of their service
and, where services were not integrated across
primary and secondary care, 1w send a copy of
the quu:liuﬂll:irl: to either the com m.ul:li.t:f oar
hospatal service for completion.

The Stavistical ]":u'k.it;t for Social Sciences
tversion 16; SPSS, Chi:agn, IL} was used to
analyse the data, which are presented here as

r"al.',: pul'nda

1.

[

The fecus of chis arvice

isan data that shed
light on the [5M role,
and che sale of disbheres
care technicians,

nurse consuliams and
vaher allied healthare
prrafessivnals wehved
in diaheres care.

. Lead [¥Ms were asked to

respand on behalf of their
serviee aned, where services
weere not integrated acrags
primary and secondary
ware, w0 senel 1 copy of the
Juestion e to '.'.“hl" EI‘.H:
CRIAAUnILY o hquqal
service for completion,
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Page points
1. O the services surveped,
% held independent

DM e elimies,

2 In 97% of services.

[1EMs provided
-.J wation o people with

prur exsionals in both
prirmary and secondary
AT SEITINgS.

3. The cur
revealed thar 93%
af services had one

[ STvey

or mome pacdsaric
a0 all,

{a} Climical tasks nndertaken by DSNs

PAricnt manigersene
Prescribing
Mon-medical prescribing
Dn:r :l:]'[ustm:nr -nn|:|.'
Pump training”
H}'FEmlﬂﬂ. Euﬂl‘r_f-
Cardiowascular disease
Foor clinics®

Renal clinics®
Inpanient care*
Anrenaral®
Pre-assessment clinkcs

PR T SUFZEEY

FI.'“'['“[USL'L .'1!5u-&'iutil:ll1s IJL'lWI.'L'ﬂ 'n';lrilll.'lll.';
were caleulated using the Chi-squared test.

Pl 5 was consdered statistic I“}' h:il.:lliﬁ:ulll.

Resules
RI.'!FUH!I.'!: were :U“L'I'.t'\.'\'l b'l.'l.'ﬂ'i.'t'l‘ ]:'\.'bfl.'lu'rlb'
and December 2007, following both postal and
U:]l.'PI'lDlII.' rl.'l'l'lll'ldl."s. Dllﬂ.' hund".'d i““l ﬁil"'
“i“f l'.mnFII.'ll'll |.]|J|.'!tiU|'|“]irI:5 were n.'ll.'lrlh.'ll.
giving 1 response rate of 44%. OF those tha
returmved the qucsl.lu-unuin'. l."!ﬁ-% n:p'n's.:n:cd
services that were integrated across primary
amd secondary care settings.

5™ role in clinical care

Clinical care tasks, and the perceniage of

diabetes nurses from amy sz_'ltins [huspil:ll

Services (%)

@ﬁf‘ﬁ}f@ @fw

SR AP

99 oG 93 76
40 56 17 &0
47 46 9 55
B8 %] 03 17
35 36 43 Il
] 11 3 71
3 m 3 18
3 14 ] i}
7 o i 14
28 36 54 24
72 40 12 5
23 5 o 7

(b} Education andertaken for varions groups b]r DSNs
Education for nursing staff*
Educarion for medical saff*
Education for other AHPs

Education for patients

L1 L] BE B0
42 B1 T3 i
o1 51 70 ]
L) 95 73 o

*saatimically significant dilference hetween hospital and mmenwnity DMy (P05,
AHF = Alied healthcare practitinne

Comoan it ¥ Puc‘li'lril’. ll"d nures f_ullm|1 anis)
whae  carried  them  out, are shown in
Tﬁiﬂ"r .|l CH.1|‘||: !\.-f'b'i‘.'l.'! sur'l'\.'}'l.'l‘. IJLI% I‘h.['ll
independent DSN-led  clinics, on

three times per week.

average

5N role in prescribing

[l'l ??'!“J(Jt-il.'r\'if.l:s. oanc of Imare Ur |.|-|L nurses Ililj
ill.l.'ll.‘lfd a course ill nurse Prl.'M'.riIJi“S. [ ||’.|'A\'|.'l'r.
only 48% of these were putting the prescribing
skills Jearned into Fru.uil.'n.'. In soeme cases, this
failure to use the nurses’ training resulted from
cither Trust policy prevencing or delaying the
imPIL'nh.'"‘:JiDlI \'Jt- merse Prl.'ll'.r.ibinﬁ. E’f‘l:?¥ ill
the development of protocols or agreement in

the FIJTHILI]HI:\' were also n.'qu.‘d.

DM role in education
[n ‘}‘“"‘B Ur !I:r\'i‘.‘l.'s. D.“Ns FI"U’V“JI.L! '\.'dul'.u’:'ibll o
peogle with diabetes and healtheare professionals
in both primary and sccondary care seings.
D.‘"N! ll'“! merse uDlIsu[lInlS erl"E i.|'| :."
settings were snvalved in education provision
[Taddle §). Sesnons were usually held during
wurkilll.: ]‘Uurs LI.:IM.I'I IJL'IL soame ':'."l.’k 'P]::I.' ill
the evening (19%) or on weckends (4%).

The
t'dl.‘ll_'utiIJII:l] ECSSROINS }l'lj inl’.“'lsq.'d 5.l|'|EL' |h|:
2000

t‘irhh}'llnl;‘ \'.wulinl; amd smlﬂii:lll: cessation

range af TP covered  in these

survey.  Pre-conception  counselling,
were new additions to the curncula (Tadle 21
Compared with 2000 data, the current survey
revealed  that hurpil.;ﬂ DEMs in 2007 had
taken on more of the planning and delivery of
lduuu(inllﬂ] “'Sfil.)n} ll'lu.l'l u(l..'r '||'|L'I|'|bl:r§ Ur- |I'||:

mu |li|jisLl|J|lnur}' team | Tabhle 3).

DM role in Fz.:diatrif. diabetes care
that 93% of

services had one or more pacdiaric DSNs

The current survey revealed
on staff. NL‘UT']-’ all of these nurses had a
{97 %)
paediatic DSNs are primanly
duse

prowiding

qualibcation  in - paediatne
Clinically,

involved i

nursing
F.'llil.-ﬂl r“u]l‘l.'.\'l“l:]“.

adjustment, inpatient  care  and

insulin pump training {Tabile 1.
The |‘|||:';h percentage of services with at least

one paediatric DSN s in contrast to the data

From 2004,

in which un]:\' 5% of services
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Takle 2, Educariar

and 2007 5

permission from Js

n'purl.:d the same. l‘.‘lcspitc this inlprl:m:nn'lu,
the current survey reveals that the average case
lsad of children ger paediatnie DEM remains
unacceptably high (109 range 153000

Services 2007 Services 2000
(%) {w=151} (%) (n=183)
{a) Topics covered (2000, Z007)
Marure of disberes 94 94
|rr|p|:|rr.1.rbu of membaolic contral an 97
Impace of dier and exercise o5 97
Managing diabetes dunng illness g 9
Drriving EE} 4
Home blood monitoring® an us
Trawel 89 91
Insurance 89 92
Employment &9 8
Footwear® -1 76
Injection wechnique” A1) 97
ﬁﬂ:ri.lr:inn :h:rgu -1 5]
Conrraceprion 76 g1
Home urine r.nmimljng' e i3
(b} Mew topics covered (2007)
Hypoglycaemia Q4
Smoking cessation 13
(:u:ln.lh]nd.lutc dose ud.ju:lmnlt 83
Pre-conception counselling 74
Etectile dysfunction 71
Gmup initiatsen of insulin dl
Alvernative intensive managerment schense 22
=Anstistically sgnafcant differesee beoween Bospinal and communicy DS (P00,

Huspital DEM 78 70

Drietitians G4 72 ]

Podiatrises 3z i B4

Medical staff 14 23 B

Pharnsacises 3 [ &
334

[Halsetes care technician role

The majority of services (66%) reported having
AME Or more |Iiu.]h.-|'\.'?i Lare ll.'l.'hllil.'iil.lls. ljlibl.'l}l.'.‘
care technicians were reported to carry out a
range of activities, the majority relating o the

annual reviews of P'—'“PI'-' with diabetes | Tale 4

Cuntinuing erzslinnﬂ IIE‘-'L‘II.I‘I'I‘TL‘I!I‘I.I

Less than half (48%) of the services ru:|:-ur1;'1]
offering  guarantee  time for  continuing
professional development for DENs. In anly
15% of services was there a protected budpet
for  professional  development.  Comparing
present data with the resules from 2000,
significantly fewer nurses has a formal role
in diabetes rescarch (22% vs. 48%; P<0.001).
Specific, personalised job  deseriptions  for
[5Ms were reported by 78% of services,
compa red with B6% in 20400,

Telephone helplines
-I-\.'.Il:Pl'“J“I: IhlPIlll'l. mPPD". Wl I.'Flrl.'l'l.'ll o
people with diabetes by 71% of hospatal-based
services. These helplines were available during
wuc&du}- office hours (M%) and were upn.'un'll
b hospital DENs (94%)

'bj.' secretaries {11%)] and education centre staff

with support provided

(%) Few services upcrah:l] |'|c1p|inc:i outiade
of normal office hours, with 12% providing
a M-hour service, 5% available on weekday

evenings and 2% on weekend office howrs,

[Discussion

The resulis of this survey demonstraie that
n."IN} PIII."- il k.l.\' “JII.' i'll Lilrint{ r-Dr P'DPII:
wllh I.‘l'iuhl.'tl.'.‘ |I1K|L|Sh Putil.'nl Ill:lnlj::\_'lnn_'nt.
delivering  education and giving  telephone
SUPPUrl. I|| ||'|I.' . yoars Sil'“.'l.' l['h. !ir!': .I::':'N
survey [Minocour er al, 2042). the role has
contimed o evolve and expand as prediceed,
wll.h D"Nx ':J.ki"E oan meene \'.':II"P"\.'\. ;I.‘PI.'f.'|5
of clinical care, such as pump  truning,
Pfl.'!(. lil'llng Il'ld t.l"l."l L'Iillilﬁ. as wl.” s wurk'ing
independently in DEN-led clinics.
Furthermore, the current survey found that
n:\N} Ell\'l.' masre rI.'ﬁF\'.ln."ihlIil:" I‘l.'!l' Plillln'ing
inl.l ‘I.I.'H'n'l."i'"j:'_ L"ll.u.':]llbll oan an 'inl'.“'l!lngl!'
broad range of topics. This is with less input

from the |1Lu|l:iﬂnf.'ip|ilur'§' team than was seen

Journal of Diabetes Mursing Vol 15 Mo 9 2009
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Page points

1. The expansion of the
[EM rale has been
supparted by the
Encrodsiction af v
new roles in dishetes
care services: the murse
'\.'I'f“-'"l':l'“. I.ﬂ'\l. |h'\'
diabeties cane tochmician

. There is still & shoechall in
':II.' nunll'\-il: f‘r PJ'\J-II:II."-
diabetes specialist nuarss,
with any savice
Exsling 1o meegr the Royal
Callege of Mursing
recommendation af
one |x|l'd|ﬂlll'\. 'J.I?I.'“:':l'\
s talist misn: Do cvery
7 children and young
people with dishernes

T provadie high gualicy
cire, it is ey vl
DENs sre able o access
continuing professional
developmens through
il beave I'._.u.l.ul_-
chaar s protected far
this purpose.

336

in 2000 [a|t'|un.l£:]1. it 1w impurlam to ensure
that all diabetes education s undertaken with
the suppart af the full |m|:iﬂ|:r.ip|innr}' teamil.

Significantly fewer hospital DSNs reporied
having a liaison role with primary care practice
murses than n 2000 (P<0.001). This means
that there s less opportunity to provide support
amd  education o d.n\.'h:lp Pr:n:til:l.' e
fﬂn)PL'lL'nEiﬂ, 'Ahl‘.ll'l i; i core Plrl url:lrn'.'idillt;
a diabetes service. However, it may be the result
UF '|hL' in:n.“.“.'l] |:||.1n:u|:||.'r lﬂ- :Umlml:‘“:\' Dth
during the intervening time,

The expansien of the D3N role has been
mp]:-nrll.'d hy the introduction of twoe new roles
in diabetes care servicess the nurse consultant
i“'“l |.I-|I. I!ilbl.'(l:ﬁ carc (I.'C.I'I.l'l.-:iill'l. 1-['“5 FUrvey
reveals that diabetes care technicians have
taken on responsibilites for core elements
UF lhl. :lll.nuu' Ijl‘ﬂhl.":'\.': rI.'ViL""\'. Thl.'l'\: ':ﬂ.iks
eraditionally fell 1o the DSN or practice nurse,
amd this sharing of care increases the time
available to DENS o carry out Prl::f.:ribing.
weaching and running clinics. The introduction
of the nurse consultant mole has created a
career structure for DSMs that promates and
recognises  thar increasing  leadership and
E[il]iﬁ.'l[ I.';‘Fffl.l.ll.'. ﬂl'ld. IT‘TIS UF avenucs fur
research [["n:nnillgum, .)_{:IUU:I.

There is sl o shortfall in the nember of

Fdﬁllﬂ.lru D‘.'IINS, ““h many :L'r'\'iﬂ.'l:s Eﬂl[llIK
to meet the Royal College of Nurang {2006]

ferght/height/BMI @5
Urine testing 1
Blood pressure 83
Visual acuity 56
Whaist circumference 47
Exercize advice 31
Injection site check 28
Foor scr::niug aF
Smuldns cezzation adwice Ly
Pre-conception advice 18
Medscation review 16
Other 1k

recommendation of one Pu.u:rlimri.c [EMN o
every 70 children and young people with
diabetes. While the number of Pmd.izl.r:i:
DSMs has improved since the 2000 survew,
the improvement has been patchy and suggests
ﬁtul{rupﬁi::ﬂ i.nl.'qu;l.ll.l.il.'s in SL'T'\'.".'I.' PrD\'i!‘IDII
for children and young people with diabetes.
In the D:Pur:mum af Health {2008}
PLIIJII.E:][].DI]. j |rlrllg.b Qmﬂ'n!lfn Wﬂrgé.rra.'
NHE Next Seage Reweaw, the role of nurses
wils nﬂ.'nFnisud s h\:.ing at the heart of
shaping patient expenence and care delivery.
The document states thar achieving  high-
qullil:\_.- care without ﬁiEh-quz“l}' nur:ing is
impossible. To provide high-quality care, it is
kq' that DENs are able to access :Dnlinuing
Prur;'sn'nna] ﬂcw]nplm'nl lhrl.vug‘h stud}- leave
and funding that is protected for this purpose.
]1 L1 I!I.Iuplﬂr:inl:'inﬂ lhiﬂ ‘his aSurvey
demonstrates that support for DSMs to access
contineing  professonal  development has
it Ium'ﬁ'ﬂl si“.i.'l.' a Di:bl:':'\.'s UK survey on
specialist staffing cuts in 2006, at which time
i was found thar 40% of nurses had their
time for :I.ud]-' leave reduced. lis-% had their
funding fer professional development had been
reduced and 40% said thas Feguesty for sl.ud)'
leawe had been denied (James e al. 2007)
This increasingly limited access to professional
du:v..'hlpmum. I.nt;\rl.hn.'r with the I'lndinﬁ that
significantly  fewer nurses are engaged in
research, suggests chat the skill and knowledge
‘h."n'l.'l.‘lp‘]'nl."“ DrDSN: il bl.'ill.l: I.'lnd'\.-.rnl.illl.'li.

Conclusion

The tlullit'!.' af care for Fcup[(' with diabetes,
and the support of services developments,
an un|:|r be achieved :hruugh consistent
and regular access for nurses to professonal
development apportunities. Such allowances
are key in maintaining the ladership role
of DM, and to the status and function of
specialist nurses in general,

The DSM, especially in the community, is
an expert resource who is accessed by a vaniety
of ather clinicians for advice, suppert and
guidnm:l_' in diabetes care. Such a pusitinll can
only be fulfilled and sustained if the DSN'S
kHDW]L'I!El.' [0 up-tu-d.:l.l.' and :Pu:h“:l.
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Having  developed a  career  structure  Hed of Helthcare Policy, Disbetes UK. London; The DSN, especially

for DSNs, it is key that their progression ::‘;; l:*'“’" i;i';l g‘"ﬁ;tusl F"Yiig';“:i““ in the commuunity, is
rmary, Hull: Dinesh Nags s 2 tant
ns‘ supported. T:;’: “:fmkr not only tr.: Physician, Pindetfelds General Hospital, Wakefiekd: an cxpm resource
k) time a e e Rhyi Willians is Professor of Clinical Epidemiology, who is accessed by

development, but also to opp to Univessity, § Richard Holt is Professoe @ watriety of other
take part in runn:h and to the provision  in  Diabetes aid’ Endocss logy, Universny of  climicii Sfor advi
of job ip on which to  Southampeon, Southampron. support and guidance
assess pay. The latter would be supported by in diabetes care.

a database of DSNs that contains accurate
information on job titles and qualifications
to support both nurse carcer progression, and
would indicate whether a seevice’s workforce
included staff with the necessary skill sets to
mect the needs of people with diabetes.

Actoss the UK, the number of paediatric
DSNs  needs to be to  reduce
inequalities in the support and care of children
and young people with diabetes. Furthermore,
seamless and integrated service delivery would
be faclitated through greater opportunities
for DSNs working in both primary and acute
care to meet regularly for collaboration and
support, thereby ensuring continuity of care

for peaple with diabetes. ]

ncrease
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The fth UK paediatric diabetes services survey:
meeting guidelines and recommendations?

Charlotte Gosden,! Julie A Edge.? Richard | G Holt,* June James.* Bridget Turner,
Peter Winocour® Chris Walton,® Dinesh Nagi,” Bhys Williame.® Krystyna Matyka®

ABSTRACT

Aim To assess the provision of UK paediatic and
adalascent diabetes services and examine changas in
sarvice dalivary sinca 2002

Method Nuastionnairas wara sant to the lead
paadiatric consultant from all paediatric ard adalkescent
diabatas sarvices fn=205). Quastions weare based on
Matianal Institute for Health and Clinical Excellence and
Scottish Intercollegiate Guidelines recammendations for
diabatas care in childhood. Results were analysad using
paRMETric and nor-paramatnic tests.

Results 129 Sarvices {53%) raturned questicnnairas
invalving 220 clinics. Statfing has improvad and 38% of
consultants hava a spacial mbarast in diabetes [29%,
J002). In B8% of services, the diabetes specizist nurse
warked solely in peediatric diabates (53%, 2002).

Oy 21% of clinics have a psychological professional
intagrated within tha diabatas taam {20%, 2002).

Orer 94% of sarvicas offared support with mtansive
insulin ragimens causing problems at school for 368% of
sarvices. Almast all services offer annual microvascular
scraaning (F8-100%)| but transtional cara was vanabla;
only 76% of sarvicas have spacific local pratacols for
tranzition and 21% arganise transhar by kettar anly.
Conclusion Paediatrc and adolescent diabetes
sArvicas are risirg to the challangs of providing high-
guakity care despite rismg prevalence and increasingly
complex insulin regimes. Sarvicas have improved in a
numbear of key areas but serious daficiencies remain.

INTRODUCTION

The incidence of type 1 diabetes has doubled in
the last decade especially in younger children!
The management of these individuals has
became more camplex to aveid long-term com-
plications of disbetes yet maintain good quality
of life. Recent national audit data suggest thae
diabetes control is cnns::ttntl:( paoe t|.1|:uu.g]'.-
out the UK.? It is possible thae deficiencies in
clinical service provision may have an adverse
Lmpact,

Since 1988, there have been four surveys of UK
childhood diabetes services which have shown
an improvernent in service provisien, - The Lase
survey in 202 highlighted serious deficiencies in
dedizated paedmtru.' staff numbers, poor access
to peychelogy support and difficulties in tran-
sitional care’ Since then, the Mational Institute
for Health and Clinical Excellence I:f‘\']l::E]:I and
the Scottish Intercollegiate Guidelines (51GM)
Metwork? p'ub]:shml ﬁujd:]::ws for standards of
diabetes care for children. A ffth national suc-
wiey hias been performed ko assess services against
these criteria 'l?_v Diabetes UK, Association of

Arch (Vr Chite’ 500, 95:237-040. doi 10,1136/ 2009V 78425

What is already known on this topic

* In 2002 services for children had smproved;
childran wiere seen in larger, more specialised
clinics by consultants with an interast in
diabates.

» Thera was poor access to specialised
psychological and psychiatric services.

What this study adds

» Transitional care is still variable, cnly 76%
of sarvices have speci ¢ local protocods far
trangition and 21% of services =il organise
transfer by lettar only.

» There is a need to improve suppart
services such as 24-h telephone contact
with professional advisors and access to
peychologicel suppart.

Children's Diakeres Clinkcians, British Seciety of
Faediatric Endocrinclogy and Diaketes (ESPELY
and Association of British Clinical Diabetologists
[ABCD).

METHODS

A werking group developed and piloted a
questicnnaire comprising 73 open and closed
questions examining the provisien of pacdiarric
diabetes services in England, Northern Ireland,
Scotland and Wales. Topics were based on rec-
ommendations from NICE and SICGH. [rwas rec-
ognised that some clinical services would operate
more than ene cdivi in ditferent geographical
locations. Theretare some questions related to
the whole service and some to individual el
provision, Although the questionnaire was
designed se companisons could be made with
previous SULVEYs, §OmE comparisons proved
difbeule.

Lead censultants from all identifiable services
were invited to complete the survey, Services
were emailed via ‘opinion-taker” website, Where
emails were undelivered, postal copies were
sent, A peminder questionnaire was emailed or
pasted after 1 menth follewed by a celephone
reminder. Data were collected berween April and
December 2008,

kR
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Data analysis
Results are presented by service, except where responses by
clinic were invited

Completed online questicnnaires were exported  inte
Micresoft Excel and SP55 w16 for analysis. Results were analy-
sed wsing parametric and non-parametric tests according oo
the distribution of the data,

RESULTS

A total of 203 questionnaires were posted and responses
received from 129 services {63%) involving 220 clinics,
Responses were received on behalf of 196 paediatric consul-
sanis caring fer a vetal of 17 071 children and young peeple
(CYF) of whem 13 721 were aged 15 and under. Table 1 sum-
marises key survey results and compares to findings from the
four previcus surveys

Workforce

Mast services were led by consultants with an interest in dia-
betes: 3% were pacdiatric diabetologists/endocrinologists,
51% were paediatricians with a special interest in diabetes
and 38% were paediatricians with a spesial interest in diabe-
res and endocrinelogy, Qnly 2% of services were statfed by
general paediatricians (11%, 2002, p=0.004), Fifty-cight per
cent (75} of services were run by one censultant and 1% of
consultants dedicate 1-2 programmed activities (4<h sessions)
o diabetes.

Most clinics (34%) were actended by a Pacdiatric Diabetes
Specialist Nurse (FDEN] BE% of wham worked solely in paedi-
atrics (F5%, 2007} Twenty-four per cent of services have sup-
pert from adulesrained DSNs (28%, 2002) and 72% {123) of
FDSNs werk in both hespital and cemmunity settings (91%,
2002, pl DO Mursing caselaads have decreased from one
nurse 1o 147 patients in 2002 to 192 in 2009,

Minty-thres per cent of clinics offer CYF dietetic SUpport
(B7% of clinics reparted that a distitian r:guLaﬂ)r attended
clinics, 20023, Only 21% of clinics have a psychological profes-
siomal warking as an integrated member of the diabetes team
The median whole time equivalent available va thess clinics is
0.2 (range, 0.02=2. Where there is ne dedicated psychelogical
prnl:zssinnal, referrals rmay alsa e made to the Fn“nwing: FEM

Tabla1 Comparison of results to previous surveys

o a clinical psyc}m]ngi:t {87 %, 2002, p=0.005), 40% psychia-
wrist (0%, 2002), 16% counsellor (27% in 2002), 14% social
worker {18%, 2008}, 10% nurse therapise (499, 2002 10%
farnily therapist, 8% psychotherapist and 1% health paycholo-
gist. Appointment waiting times ranged From 0 to 40 weeks,
the median bu:n,g I weekes (1-18 months, 2003

Fifty-Ewe per cent of services provide diabetes training for
junsor doctors. Four per cent zupurt!d that trainees spent g
time attending the diabetes service and 60% had trainees
wha spend 10% or less of their time in outpatients, where the
musjority of children with disbeses are seen.

Organisation of paediatric diabetes services

Eight per cent of services reported that children are not seen
ina designated paediatric diabetes clinic (2%, 200Z) and fewer
(%) operate ﬂg\e-hnndzd clinics (71%, 2002 (p=L M),

Transition

Seventy-six per cent of clinics have specibic local protocols ba
transher youmng people from paediatric to adult services (B4%,
2002, A wariety of models of transition were reported with
services often using mare than one model (table 2} Transfer
starcted at 18 years {median; range, 1118 yeears) :m{ing at 18
years (range, 14-25 years).

Education
N:inx:.--f:iv: per cent of services report that th:}r otter CYP edu-
cationil oppartunities; 70% obfer & structured education pro-
Framme for those newly ﬂiﬂgnus!d writh type 1 disbetes,
Half of services offer an aleohol education programeme o
yveung people, #8% inform CYP sbout general health prob-
lerns associaved with smuk:in,g and 51% offer CYP smkir.\s_
cessation programmes if appropriate. Eighty-seven per cent
of services advise about driving and 78% give contraceptive
advice.

Management of diabetes

Although NICE recommend that children with newly diag-
noded diabetes are ma.na;g!d at home only 26% of services
offer this option and 68% of services manage all children as
inpatients. Thirty-one per cent of services report that CYF
and their Families are invalved in n:ukmg decisions about care

p ¥alue
1988 Hasd 1998 002 008 FO0E vs 2007

Tatal numsher af cansultant responsas J60 128 4 187 1% Congultarts representing L

124 climical sarvicas
Responss rale BE% 4% B % %
Cansultant with & special mterest in dabstas) % 4a% 8% EEEY 8% ood
endocrnology
Cansulant canng for mare than 40 yoeng peaple % 5% T4y E 1Y 9% by service) Mat comparabis
per chnic |2002 |fservice |2008)
E;:EMMd paadatr disheies clnic [s2race in 1% (A 6% % 1% Mat comparabls®
Diabates specizlist mrse in dinc B1% 0% EE:Y % 9% p=mgdee
Pasduatric dietitizn m clnic % 1% 5% 1% 93% Mat comparabls
Prychalagist/psyehiatnst m cimic 5% prl 1% 2% 2% Kat camparable
Giyrated heemaglabm 2t epch wst 1% % [T:5Y F11 9 fes abweys p=0gEs e

6%

“In 2008 this is measurad by sarvice rethar then by chnic.

“*H owewer m D008 tha question asked d FOSNs atierded the clinic rather than DSNs. i 3000, £3% of DSk working with child had been childres trained iz-< 0 000).
“* T cant dfferance betwean 2002 and 2008

POSN, Pasdatre Dizhetes Specizlist Nursas.

a3e Arch Dz Ohitd 2010;06: 837 B4, dei:10.11 38/adc 2000176025
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Table 2 Modets of transition used in clinics Table 3 Services offering ing for complications and wated
Madals of transitios used in the olinkcs % 0 elinios. complications

Rezasted jaist cinic wilh adell callaaque, then gradusl transfee Bi% NICE rocemmende scresring ::":;":m;'h_“
One-oll jaint chnic with adult colleague, thes ransfar 0% Tatha: discas 2l dagmss 5

Adult dizbetolopist in paediatric clisic, e transfer LY Coeliac avery 1 yaars ussl ransfer "

Paadatrician attends adslt clinic with patient ioe handover g% Tryraid disease at daginsis -

Poads N rens saparate chnic in 2dult diabefes centre 11% Tivgraid snnualy after diagrasis "

Transfer paly betwaen cansutants by letie s Hetinapathy armually fram 12 yaars 100 125

Adull nurses meat patieet hedore transfar il " Micrzaburmsineria ansugly fram 12 years -

Clinic pitar %

pravided by the diabetes teamn through a written care plan,
G5 invelve patients but not a written plan.

Only 44% of services offer 24-h access to advice from the
diabetes teamn, Meost services keep a register of patient data:
G6% keep this electronically, 25% on paper, 4% have both and
6% have none,

Insulin regmens

Binty-four per cent of services offered support with intensive
tnsulin regimens and 78% offer continuous subcutameous
insulin infusion [C500). Seventy-cight per cent of the services
who offer CSIL have & trained specialist tearn available to iniri-
aré insulin pumnp ctherapy. The median number of CYT using
insulin pump cherapy per service is 5 {range, P-65% 5.7% {5) of
clinics who have pump facilitics had no patients on pumps.

Ianitoring glycaemic control

The mean HbA,, reperted by services for CYT under 16 years
weas B.6% (T mmel/mol) (range, 7.7-3.7% [(§1-83 mmel/maol}).
bbost (57 %) services inferm ©YF thar the varger for long-erm
glycaemic control is an HbA | level of less than 7.5 (58 mmol/
ol Services take a more Hexible approach ro wounger chil-
dren and reperted aiming for a mean of 78% (62 mmel/mal;
rnedian, 7.5% (58 moelmel); range, 6.5-9% 4B-75 mmol’
rool]) for - v S-year olds, 76% (60 mmel/mol} for §-11-wear
alds (median, 7.5% (5B mmol/mol), range, §.5-8.5% [48-49
rnmelmol)) and 7.5% (38 mmolomol) for CYF 12 years or older
[median, 7.5 (G mmol/mol), range, 6.5-3% 4875 mmaol’
molfy, Seventy-five per cent of services ensure that HeA mea-
surements are avallable ar every cutpatient clinic 86% of clin-
ics, 2002, p=0.02).

Guidelines

tbost services have local protecols in place for CYT with dia-
betes to support diabetic ketoacidosis (33% follow BSPED:
pravecol), hypeghecacmia {F4%), surgery [(94%) and sick day
rules {327%),

Complications and asseciated complications
Table 3 presents data on how often screening for diabetes
related complications and associated conditions is offered.
This survey did not examine uptake of screening within ser-
wices as this is examined by national awdit.?

Sixty-six per cent of services offer CYF an annual podiar-
ric examinarion and injectisn sites are inspecred ar each climic
wigit in #2% of services. Eighey-five per cent of services have
access to the national retinal screening programme for all
young people over 12 years old.

Managing diabetes in scheols
All services report chat the diabetes team liaise regularly
with schonl staff o etfer diabetes education and infermation.

Arch O OO’ 5010, 95337840, doi 10,1136/ s 2009178925

BP anreally from 12 years o [122)

BP, blood pressune; mEE. Balicnal Irestitute far Health and Cincal Excelonce.

Howewer, 3% have found iv diffoult or wery ditboule
arrange for sorneone at primary schoel ve carry out blood glu-
coge monitoring and 66% found i difhoult or wery difficuls to
find someone 1o administer insulin, Bighoy-thres per cent of
services report that where the child is unable to inject insu-
lin themselves, parents provide this support. Other suppert
comes frem other school staft 437}, the teacher (33%) and
the scheol nurse (187%),

DISCUSSION

Az in previeus surveys these data suggest that paediatric ser-
wiges in the UK are imopreving but there is wide variation in
b services are provided and significant shortfalls exist in
ey Areas.

The trend tewards specialisation of clinicians conrinues
and B of services are led by consultants with a special
ineerest in diaberes however this 8 in jeopardy with the
apparent lack of dedicated training of junier doctors. The
prevision of specialist nursing care has impreved with the
moajority being paediatric nurses. There are still serious dehi-
ciencies in peychelogical suppert which has remained static
for 14 wears, despite the emphasis placed on this in natienal
gurdance,

Services belt they previded support through education
and engagernent with CYF through collaborative care plan-
ning: 70% ofter structured education, most likely a locally
developed programme as currently ne validaved educational
progeammes for children exist. Most obter 3 wide cheice in
tnsulin regimen, however alarmingly of those providing pump
therapy not all are compliant wich MICE by ensuring all statt
have received the necessary training. Fewer than half of ser-
vizes offer 24-h acoess to advice from the diabetes care team
which is concerning given the increasingly complex nature of
diabetes management.

The data suggest almest all services offer screening for
ruicrevascular complications and associated conditions, yet
only §0% of CYF have had blood pressure measured and 26%
had retinal screening [Mational Diabetes Auwdit [NDA) 2007
2008), Iris not possible vo link our daza wich MDA data so the
reason for this discrepancy remains unclear. The presence of
an electronic register in services which may help with data
collection and correlation between surveys has not changed
since 2002,

The process of transition remains problemaric. Only three
quarters have lecal protocels for transitional care and less
than half operate age-banded clinics despite data which
suggest CYF prefer being seen in clinic with their peers.® A
number of different metheds of transicion are wsed reflecting
the lack of robust daca on the optimum method of transfer ¥
Almost & quarter of services arrange transfer by letter only

ab]
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which s unlikely to prepare an adolescent a.d.equ.abely for
transition.

The ditficult isiue of disbetes care in schocols has cecently
been highlighted by a Diabetes UK survey ' Two thirds of
services reported that it was difhcult or very difficult vo End
school staff to administer insulin and 33% of services mpurtud
parents doing injections at school. Children spend up to a third
af their wakmg herz at school durins terem time and need
suppart to manage their diabetes in this environment if ovesall
contral is to be improved.

There are a number of limitations to the seevey, The
response rate has declined to 63% which may reflect the
cwcrwhulming number of surveys emailed to clinicians and
a lack of perceived benefit in participation if no improve-
ments arise Erom surveys, As such resulis cannot be gen-
eralised to all units. ful:thgl:m:!_, ag refults are bazed on
self-report there 25 a sisk thar some units may overestimate
their responses. There are also methodological consider-
ations since the intraduction aof MICE and S1GH standards
af care which have made direct comparnisons between 2002
and 2003 Prul}]um.atic.

In canclusion, national guidance may have infuenced service
delivery since 2002, in particular clinician and nurse speciali-
satian and access to complication screening. Improvements are
not universal and there are persisvent debiciencies in dietetic
prevision, piychological support and transition process. [n the
Future it will be impartant es link service delivery with ous-
comes, as callected by a national audit which should be made
m.!m:l.!tnt}', if e are bo deliver hl_gh quaJl!}r diabetes services
o IncTedsing numbers of CYP with mare tump]:){ manage-
ment regirmens,
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UK workforce survey

of DSNs and nurse
ltants: Update®

consultants: Up 'ao@,

Y

Charlotte Gosden, June James,
Ursula Anderson, Ni

Toe role of the DEN was firss introduced
wver O years ago and became mawe
common in the 193-{11 with the need o
educate Paoplc with diabetes in the transfer to
100 strength imsulin, and with the introduction
nf leF-m:rniturinF of bload ;|u:nsr {D:uri:s (53
:1]. Zﬁﬂ]}_ Clw'ms o the wast number ofpanplr
requiring this support and education, more
effort was directed towards -r:t:l:ﬂﬂu'ns nlursirl;

rrish

Posl‘.l rather than -Dwuidzr.in; their mles. entry
criteria or development. This led 1o 2 profusion
of pnlr titles b:irlg used o describe che rale of
D‘EN. a v:ri!l]r ul‘ Py scales and no clear role
definition {0 Costa, 2000},

In respon e this lack of carcer struscture
and suiﬂlm:! in trnliﬁl::uinn;, An fnrfgmtmr
Carcer  and  Competency  Framewsrk  for
Diabeter Mosing was launched  in 2005
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Page poinis
L. I'5Ms should be registered

nurse with 2 minimuem
E] _twnm' pfx(l.iw i Il'ur_\-
shauld have a proven
merest in diobenes
management, teaching
and counselling.

2. All mew-in-past specialist
e are rw reguaired
i b, ar be warking
ivweanids, a depree-level
qualification o fulfil the
nazicnal jobs profile for
bard & specialist numsing,
anel servinee D55 should
b woghang tawands a
NAsErs deg,ﬁ_-.l'uel
qualification far the
advameed nurse job profile.

Thee aim of this susdy was
o establish a database

of DANz and nurse
commnilants M.\:lIL;nE in
thee UK 1 help predict
worlchre planning and
services needs aver time

cf’Qﬂ

151

o Klfld.l.' “rﬂtl.'si‘.' 'A'DrkFDrEL' Plln“ins '“d
career development (Dhavis et al, 2007). This
framework was updated in 2010 by TREMD-
UK (Training Research and Education for
Murses in Diabetes — UK, 20100,

Whart is a DSN?
Cilil.ll.‘d:il‘ll.‘. wkins with the RD}-i[ Cn[h.'sr
al Nulsins (RCHY in 1991, e AT
recommendations for new DANs, staving that
the role exists to educate and support ]:-r\up[c
living with diabetes and their families at all
SApes of their lives (Castledine, 1991z
@ DEMs should  be wg‘uu.'n.'ﬂ nurses  with
a mumimum 3 vears’ practice and  they
should have a [proven interest in diabeies
management, teaching and counselling.
@ DEMs must worke entirely in diabotes
with adulis or children with dinbcm.
#® The role should encompass speci
im.']udirlg'll.'lﬂl.'r!l'lip. Innaration

ir clinecal lead.

reviewed and n

Nu& F\nrum. thi tes ]nFaxin.'m
st Murse UK Group and
D-U i UK, 2013

part af a rrm|l:'nliscip|:'n:u'f

all work with  medical
I:ul'lmll:ll“ m]l\.“sul.s as fLEDmmL“de b}‘ ‘}K
RCHM (Castledime, 1991 In addion. all mew-
in-post specialist nurses are now required o
[1“.“ O b'f ““kl“s mil"d:. a JLFI'“ .II.'UI.I
qualification to fulfil the national job profile
for band & specialist nursing, and senior DN
should be wurking towards 3 masters d.rnsn.'n.'-
level gualification for the advanced nurse job
Pmﬁ]l.' [:\;l s E:.mp[u}n. 2';“0]. At Fln:sl.'nl.
‘hﬂf u piti] ﬂlﬂKIL' wni!td 1:|'|.|'.I|iﬁr.11in|1 rur
the DEM role (TREMD-UK, 2010k

The evidence so far

A study by Llahana et al (2000) found thar most
pacdiatric DMz {FDEMs} were based both in

h.nspila[s amd 1 r_'ommun;l:,r sl_'lt'lngs (B8, had
undergone further wraining (83%), and a wide
range nFiuh tithes were identafied.

Findings from the Association of E-rl.1|:h
Clinical Dlahl.mlnguts ARCH
2000 also found that the i
worked in both  hospieal

sl.'l.liinsx 1855 (Wino L 20025, The
survey found that the wide variation in
nurse qualification s grading of DENs,

and in dl_l,r—h: . which sun;k:sl.ud a
y coardinated approach to
ur et al, 2002}

survey in 2007 described  how
and responsibilities of N5 had
cmuidl;mb}y with

need for a

uPPDrI.u:nil.ir_s
carer d.f\.'l'|n'|:|m|_'nt into murse consultant
5 and prescribing, although few (22%) had
a foermal role 10 research [_[:mr_s (33 n|.. II:IUS"I'.
The survey also identified that nurses were less

m\mrﬁ: across both primary and specialise

s and lpprmlmﬂc}v one in frve trusts

M not have written job descriptions for the
of hospital DN despite mose wurses having

bocn. banded I::Drﬂms tor the mew pay structure
set out by Agenda for Change (Department of
Health, 2004).

These ch:ngus in the role and work sl_'ltings
of DENs have been in response to the increasing
of  diabetes

directives, such as moving the focus of cre from

prevalence and  gowvernment
specialist inte primary care seutings.

The Drnm'w;- ﬂf‘DMI‘l(MI Care [CM."': Medical
Data, 2009 identihed 1363 DSMs working
across the UK in 2009, but more information
was needed to track gaps n quili.on_ assist with
workforce  planning,  inform  commissoning
and Prwid.n: essential information arcund the
qualifications of NHS-employed DEMs.

Aim

The aim of this study was to establish a database
of DSNs and nurse consuliants working in
the UK to |‘||_'||_:|- Pn_'ﬂicl work foroe p[:nning
and service needs over time by addressing the
|’-nl|nw‘in5 quu:tiocru:

& How many DEMs and nurse consultants are

working in the UKZ?
& What are the i|:||:| ntles of these DSM=?
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Page points

1. A Dizheres UK and MHE
Chiabates working group
daigmad a questionnaire
i 2 nulm:in[_\ ol 12
apen and closed questions
cavering opics, ncluding:
pab siele. pw-'.-hﬂsir
qualificatons, kmgth of
exjrerstice, anticipared
retirement dare, banding,
present employment type.
hiours worked in diaberes,
*l"'l'k e inr |||\| H.'l\: IId

priesence of a clinical lea

. A ol of THE respondents
g 238 meparace job
gitles ||,'|>f|,'\q,'||;i:|F the
rode o the DISM, which
were growped inco che
following categories: TH%
(e TYSM. 163 (12H)
prcdarric TSN arl 2%
418} nurse consulcencs.
The remaining 3% (42}
comprised dual roles, ks
m education, il
aite] pearch numses

-

. Filty-sewen peer e
ATRIB3G) of D55 work
Fuill-tirrse i diaberes
437.9 haues per week),
with bowrs warked rangang
from 5.25 w 375 hours.
O B0 respondents, 98
(M are emaployed by
che MHS, 078 (G

pharmaceurical
and 1% (8] I:l'y"I

.Wlﬂl‘ Lil.'! DbN‘ Ind murse ‘m!ﬂltnllls "L'll'k?

@ What roles are DEMs and nurse consultants
tlrr:lring out?

@ What qualifications have DSNs and murse
consulants gained?

.Wh'l. binl! I'\.W‘I h:'ﬂ.' DbN‘ a.l“l nurse
cotsultants been awarded?

& FHow may think I.['n.'}' will retire in the nest

decade?

Methods

A Diabetes UK and NHS Diabetes working
group  designed a  questionnaire  in 2009
congsting of 12 open and closed questions
covering togacs, including: job utle, post-basic
quu]iﬁ:aliﬂns. 1|.'|1th af n:lpl.'ricm.\':. umi:i.pnn:d
retirement du.tl_', IJIHIjIHE. pﬂ:scnl ulnp[tr}'
tvpe. hours worked in diabetes, work se
and role, and presence of a clinwal le

questionnaine was piloted by o groy

o ‘}.l.' Comiments |T|.b|h'.
Dhestionnaires wel
and nurse consultants

UK, the DISN

Dhaabeter O

2004 any

lLater. T

Diabetes nd MHS D) ites and
pro in the _.rcm T .'\runmlg.

it was agreed o
and nurse consltants

ionnaines were  collated
and the data were Inil]:\l!l.‘d. usinl; Excel amd
Statustacal [’:n:k:llqr for Social Sciences Ifw.'r!i.un
17). Bath parametric and non-parametric tests

g5 of survey respondents [w=830)

Percentage (m}

Hespital and communicy

Hospital and “aches™
Commmniry
Communiry and “other”
“Other”

Haospital, communicy and “other”

47% (388}
28 (233)
1% (8F
0.8 (7)
22% (182)
0.8% (7)
0,68 (3}

254

were used ux_r_urding o the dissribution of the
data, which are presented here as percentages

with actual numbers in brackets.

Resulles

OF 1363 qul::l::il.mn:in.'x ot
received, giving a response

the LK. Misﬁing respon:
from the Inu]:nsis IHS reflect those who
ticns.

provided an answe

Job titles @
A total gmndumsp.w 238 separate job
titles tqu the role of the DS N.. which

ped inio the following categories
DEN, 16% (128) PDENS and 2%
mrse comsuliants. The n'lnninins 5%
42) comprised dual roles, roles in education,

Facilitators and rescarch nurses.

settings and role
of 830 respondenis described 2 varieey of
settings [ Table J1. and B10 described their
: T6% 1612) indicated that their role inchuedes
g:n..'r;ﬂ udu]l.s.. 41% 113_'12] inFﬂx:iL‘l:ll.!, 2'1%
[185) paediatrics, but enly 10% 77} incleded
rescarch in dher role, Seven per cent {58}
included “other™ as part of their role. examples
of which included specialise midwife, education,
managemernt. I.'HI!IJ-L'ri.IIl.'A]Df}' and miluril:.r onsct

dialretes of the young,

Q:ual‘:ﬁ::.tim:

Bespondents (n=793) were asked 1o describe
the Pult-blm.' qua[ifu.‘lliuns L|'||.':.r had ga'mud
[Tm&u’i’ 2,'I Five per cent (4‘5.'8_-18] either did not
respond 1o this gquestion or have no further

1.|Iu.l|1'ﬁr.iui|:plls.

Driabetes experience
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D‘SN!, '\"{11Eh EUL'I[‘.[ imFﬂEt ﬂ.dmsl.'lr on th
care of people with diabetes.

There were a number of limitations w0 the
study, [t was difficult to devarmine an acourate
number of DSNs o send the questionnaine o
as there are o rulﬂﬂy available lists of DSMs
employed by pharmaceusical companies, GPs
i Fl‘.imaly care EDmm]"u‘Dﬂinﬁ EI'WF’«. 1-5‘
rL'Il:h a5 many DHN, as P.lehll.' ‘}k_’ FUrVEY Wils
promoted via the forraa! of Diabetes Nursing,
MHS Diabetes and Diabetes UK webstes and
wther appropriate organisations. However, it
cannot be certain that all DENs in the four UK
nations were Ei'n.'n the uppqﬂlm'ny tor take part.
Also, given that people change jobs and change
names 1hn:|ulg|'| manin.ﬁl.‘. sOIme qunliunnii:r\r_s

may not have reached the intended person.

Conclusion
This study provides information on DM and

nurse  consulant  roles, qualiﬁ:al.iuns. work
sl.'l.linp and bnmling. The establishment of an
accurate database of DSMs wall help o ensure
that the workforce is appropriace for the needs of
'PHJPL: with diabetes and thas P]:n: can be made
tor ensune that it remaing or becomes s, [t
also be extended in futune WS Do l'll‘,[",]'l.lis[‘l
IL"J'L'I UF PrD\'isiDn d‘]m lnlj Funl:ling ﬁ"
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The stud]r has pm'\riﬂl:d a for
mappang the progression and
kiey part of the workforcl,

services. Additional

informatien 1o map
the qua]iru:ll.ilms

Used in
Framework for Dutberes
N D-ETK, 20100, this daabase has
lh@lz::'pawidu an invaluable resource
it doters and service managers involved
in the design and planning of diabetes services.
This is vital to ensure that over time there will
be aPPruprimc}y trained individuals o deliver
increasingly complex care 1o the growing
population of people with diabetes in a rapidly
th:nsinﬁ]’mhﬁ:nm ervironment

T is c:]:\ﬂ:l.ﬂl that this sluﬂgr will be rL'PL'IlL'd
in 2000, and in all four UK natiens, w build
up national and I\csi.imﬂ Fidun.'s af the
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qua[ifu:lliunx. wark sl:lli.ut; and roles of DSMNs
and muarse consultants. L |
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