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DOES AMOUNT AND SATISFACTION WITH COMMUNITY SUPPORT AFFECT
OUTCOME FOR INFORMAL CARERS OF STROKE PATIENTS IN THE
COMMUNITY?

by Chantal Anne Else Simon

Informal carers underpin community care policies of recent years. Many suffer both physical
and psychological consequences due to their role. General Practitioners are the main point of
access to the community support services for carers but general practitioners feel they have
neither the time nor the training to perform that role. The aims of this thesis were to
investigate: 1) health and social effects of caring on informal carers of stroke patients in the
community at different points in time after stroke 2) relationship between health and
satisfaction with care 3) relationship between satisfaction with care and level of service input.

A cohort study design was used. 105 new hands-on informal carers for stroke patients were
interviewed using a fully structured, face-to-face questionnaire including measures of
psychological health, physical health, lifestyle, social wellbeing, and formal community
support provision. Interviews took place prior to discharge of the stroke patient home, six
weeks after discharge, and 13 months after stroke. The carers’ cohort was compared with a
cohort of 50 matched non-carers over the same time period.

Results showed that carers had significantly higher psychological distress than non-carers
which was present before the stroke patient was discharged home (CIS-R 11.16 vs. 7.52,
t=2.405, p=0.018) and still present a year after discharge home (12.58 vs. 7.45, t=3.34,
p=0.001, CI: 2.08-8.18). Early after stroke psychological distress was associated with
perceived weight change since stroke and quality of informal social support. After a year
caring, it was determined by previous low mood, alcohol consumption and low income.
Physical health also deteriorated over the course of the study (number of health problems:
1.55 first vs.1.87 final interview, t=2.02, p=0.046, CI: -0.64--0.002). Physical health was
predicted by age early on. Later previous poor health, factors associated with increased
workload, and support received to help with that workload became more important. All carers
received input from the formal community services and 64% were satisfied with that support.
Soon after discharge, amount of formal support was associated with level of handicap of the
stroke patient, carers’ self-rated health, number of supporters identified and other care
commitments. Later on, in addition to level of handicap, quality of support and previous
experience of care giving became more important factors. Soon after discharge, satisfaction
with support depended on perceived quality of informal support and restriction of usual
activities. A year later quality of the relationship between stroke patient and carer prior to
discharge, age, psychological distress and cost of care were more important factors.

In conclusion, carers suffer physical and psychological health consequences as a result of
care giving. These start very early on, before the stroke patient is discharged home. Carers
with poor social support, and poor pre-existing relationships with the stroke patient, have
more psychological distress. These factors should be taken into consideration when discharge
planning. Further work is needed to establish whether identification of carers with
psychological distress prior to discharge, and early interventions, in hospital or in the

community, to improve quality of social networks, would improve outcome for carers long
term.
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Chapter 1 - Introduction

Chapter 1: Introduction

Most General Practitioners undertake some work out of the practice to maintain their
interests and skills. I worked one session a week at our local hospice. I could not help but
notice that informal carers of patients who had been referred to the hospice were treated
completely differently than carers of other sick, frail or disabled patients in the practice.
They had a specialist carer support officer to help them; all their forms were filled in for
them; information packs abounded and they had a hot line to the carer’s officer if they
needed any help. Other carers of non-cancer patients registered with my practice had
none of this and yet often took on equally heavy and stressful burdens — frequently over

periods of many years. There was a definite and marked inequality of care.

When the opportunity came to investigate a topic of relevance to general practice I
decided to look into the effects of caring for someone with a disability on the carer, and
interventions from the community and primary care services which provide support, with

a view to finding ways to improve support for carers from the community services.

1.1 Definition of a carer:

Carer 1s a generic term used to describe someone who assumes a caring role. ‘Caring’ in
this instance means doing something for someone that they cannot do for themselves.
Carers (often referred to as ‘informal’ carers to distinguish them from ‘professional’ or

‘formal’ carers) are usually friends or relatives of the disabled person.

There 1s no standard definition of a carer. Carers UK, the leading national carer support
charity uses the following definition on its website (Carers UK, 2004): “Carers look after
family, partners or friends in need of help because they are ill, frail or have a disability.

The care they provide is unpaid.” This definition was used for the purpose of this study.

However, there are problems with this definition - when does a carer become a carer?

How disabled does a person have to be before the person looking after them is termed a
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carer? Are people carers if they don’t think they do anything special for someone who is
frail or disabled?

“Carers are no more alike than women” was a comment made by a district nurse in a
postal survey to determine current practice of GPs and district nurses with respect to

carers (Simon C, Kumar S, & Kendrick T, 2002). The range of carers and problems they
face is huge. To limit the scope of this study, the field had to be narrowed, so a decision
was made to concentrate on carers of stroke patients. The reason for this was that the

aftermath of stroke can have profound effects on both the individual and their family,

carers often look after a stroke patient for many years, there is a definite point of “onset”

of caring and this group is relatively neglected in the carers’ literature.

1.2 Stroke as a cause of disability:

Stroke is characterised by rapidly developing clinical symptoms and signs of focal, and at
times global, loss of cerebral function lasting more than 24 hours or leading to death,
with no apparent cause other than that of vascular origin (Hatano S, 1976). Around
100,000 people suffer a first stroke each year in the UK (The Stroke Association, 2000)
and stroke is the third most common cause of death in most developed countries (Bonita
R, 1992). It is a worldwide problem: about 4.5 million people die from stroke each year

and stroke can occur at any age, but half of all strokes occur in people over 70 years old
(Bamford J et al., 1988).

At the time this study was carried out, thrombolysis was not routinely given to patients
presenting with a diagnosis of stroke. Without thrombolysis, about 10% of all people
with acute ischaemic strokes will die within 30 days (Bamford J et al., 1990). Of those
who survive the acute event, about 50% will experience some level of disability after six
months (Wade DT, 1987) making stroke the most common cause of adult-onset
disability in the UK, and one of the biggest claims on health and social care resources. It
1s estimated that, in 2004, the cost of the aftermath of stroke to the NHS is £2.5 billion

annually and, in line with population trends, stroke survivors are also becoming older and

living longer in a disabled state so that figure is set to rise.
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Stroke is a devastating condition. It usually has a sudden and unexpected onset and, in the
early stages, it is very difficult to predict outcome whatever the severity of the initial
event. However severe the stroke is, the lives of patients and all around them, instantly

change forever.

Of those admitted from independent living with a diagnosis of stroke, who survive the
initial event, 6-20% are discharged to institutions (Royal College of Physicians, 1998) but
the rest return home - often cared for by relatives or friends (The Stroke Association,

2000). There are many potential role changes someone caring for a stroke patient might

have to face. Returning someone who has had a stroke home can entail changes to both
the structure and appearance of the home. Once home, caring for someone who has had a
stroke may entail helping with communication, coping with new financial responsibilities
and attending to tasks for which the carer has no previous knowledge or experience such
as incontinence problems (Napoleoni L, 1994). A stroke can also severely limit the social
life of both stroke patient and carer impacting on work, hobbies and family activities

(Brocklehurst JC et al., 1981; Isaacs B, Neville Y, & Rushford I, 1976). Any situation in

which there is such rapid and lasting change is likely to have health consequences.

1.3 Informal carers in society:

From General Household Survey data, there are six million carers in the UK with 23%

spending more than 20 hours a week and 11% more than 50 hours per week on caring
activities (Rowlands O & Parker G, 1998). However these are self-defined carers giving a
positive response to a single question in the General Household survey asking if they
regularly spend time looking after someone who is frail or disabled. Parker (1992)
suggests that our efforts in supporting carers should be focussed on the 1.3 million
“main” or “heavily involved” carers spending more than 20 hours per week on caring

activities. This subset represents around one in 25 adults in an average area.

There have always been informal carers but the issue of formal care for carers has
become more prominent in the last 20 years. There may be several reasons for this related

to both social structure of our community and the role of health professionals within it.



Chapter 1 - Introduction

First, the policy of care in the community has resulted in closure of many long-term
residential care facilities. This is not a bad thing as there is good evidence that care in the
home is both a cheaper and a better option for most patients (Chiu L, Shyu WC, & Chen
TR, 1997). Compounding this, our population is ageing (Office for National Statistics,
2000) and more people survive illnesses that were previously fatal, being left frail or

disabled and requiring help to live at home. There are therefore more disabled people in

the community and more carers.

Citing a re-analysis of the General Household Survey, the Royal Commission on Long
Term Care (HM Government, 1999b) notes that people aged 65 and over provide 35% of
the care for people of that age and that spouses provide care for 51% of severely disabled
older people. As carers are frequently spouses (Warner N, 1995), the carers themselves
are becoming older and frailer too so require more assistance from the formal support

services.

Second, improvements in transport and communications have resulted in loss of local
community. Loss of the extended family (Office for National Statistics, 2000) has led to

relatives often living too far away to be of practical help. Informal carers are probably

more isolated than they have ever been and so rely more on formal support services.

Third, inpatient care is expensive and there is financial pressure for patients to be

returned to the community within the shortest possible time (Beech R et al., 1999). This
policy also has benefits for patients and there is good evidence supporting early discharge
in several conditions (Mayo NE et al., 2000; Rudd AG et al,, 1997). However it does
mean that community services and informal carers take on the burden of care earlier and
at a point where more input is required (Jones AL, Charlesworth JF, & Hendra TJ, 2000).
Whether this leads to increased carer strain is controversial (Donnelly M et al., 2004;
Jones AL, Charlesworth JF, & Hendra TJ, 2000; Teng J et al., 2003).

Lastly, there have been marked changes in the primary care system in the UK over the

past 20 years. As a result of the shift from hospital to community-based care and
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increasing patient expectations, GPs and other members of the primary care team feel
increasingly overburdened with work (Boseley S, 2003; Butler P, 2001). In an attempt to
limit workload they are perhaps becoming more preoccupied with role definition. A GP 1s
no longer the doctor in the community who will turn his hand to anything. The doctor’s

life is now fairly strictly bound in achieving Government driven targets (Department of
Health, 2003c).

Carers have no formal medical diagnosis and do not suffer illness as we traditionally
regard it. They are seen as having social rather than medical problems (Simon C &
Kendrick T, 2001; Twigg J & Atkin K, 1994) and so are on the periphery of the GP’s role
— an area where general practice can absolve its responsibility. As the GP is the most
frequent point of access to the primary care team (Henwood M, 1998), this will have an

impact on the support other primary care team members can offer.

1.4 Carers and the primary health care team:

Approximately nine out of ten carers have seen their GP and half have seen a district
nurse within the last year. When asked who has the most power to improve their lives,
72% of carers rank their GP top of the list (Henwood M, 1998). The Griffiths Report
(Griffiths R, 1985) highlighted the importance of general practice in providing this
support. Primary Care Services were envisaged to play a key role in supporting carers in
the 1995 Carers Act (Department of Health, 1996) and the 1999 National Strategy for
Carers (HM Government, 1999a) formally recognized that for many carers the most
important initial point of contact is with their GP or another member of the primary care

team.

At government level it is clearly regarded that GPs have a key role to play in supporting
carers and inﬂue;ming service providers in their local community. However, problems of
interaction between GP and carer have been identified as a reason for delay in access to
support services and a source of distress for carers (Bruce DG & Paterson A, 2000).
National surveys of informal carers have shown that 71% feel their GP does not

understand their needs (Warner L & Wexler S, 1998) and 40% think their GP could have
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done more for them (Henwood M, 1998). Moreover, most GPs do not feel it is their task
routinely to support carers (Simon C & Kendrick T, 2001).

1.5 Public policy relating to carers:
1.5.1 National Strategy for Carers (1999): This Government policy document reviewed

Carers’ needs and set out a strategy and policy for supporting informal carers. It
recognized that carers need support from statutory and/or voluntary services and that

carers might miss out on services available to other sectors of the population as they have
less opportunity to use those services due to their care commitments. It pledged to offer
carers: freedom to have a life of their own; time for themselves; the opportunity to
continue to work, if that is what they want to do; control over their life and over the

support they need in it; better health and wellbeing; integration into the community; and,

peace of mind.

1.5.2 Disabled persons’ and carers’ assessments

For stroke patients in hospital, under the Community Care (Delayed Discharges) Act
2003, if a patient is due for hospital discharge and the carer is concerned about how s/he
will provide care in the home, the patient is entitled to a home assessment, which
includes the caring role. This assessment should determine the need for aids, adaptations

and home care, the latter being provided free of charge for a 6 week tnal period.

Carers’ assessments were first mentioned in the Carers (Recognition and Services) Act
(1995). Any carer can ask for an assessment of their own needs from a social work or
other health or social care professional, when the person they are caring for is having an
assessment or re-assessment of their needs. Assessments for people with disabilities in
the community are carried out under legislation introduced in the 1990 NHS and
Community Care Act and look at the needs of the disabled person and decide what
community care services are required to meet those needs. Many areas now use a "single
assessment process” which is a joint assessment process for disabled people and their

carers carried out by all the health and social care professionals involved in the situation.



Chapter 1 - Introduction

In 2000, the Carers and Disabled Children Act took this a step further. It gives carers

who provide or intend to provide regular and substantial care, the right to ask for an

assessment of their own needs to help them continue to care, irrespective of whether the
person being cared for has had or is having a needs assessment. This Act also allows

social services departments to provide services directly to carers.

The Carers Equal Opportunities Act (2004) was implemented in April 2005. It placed a
duty on social services departments to inform carers of their right to an assessment. It

also changed the purpose of the assessment so that it is not only designed to help the

carer to continue to care, but also includes discussion of the carer’s employment,

educational and leisure needs. Lastly, it enabled social services departments to refer

carers to other public bodies, such as health services, for provision of services.

1.5.3 Carers and the GP contract:
The 2004 new GP Contract included provision for support for carers within its Quality
and Outcomes Framework. Under Management Indicator 9, practices are awarded with

three Quality points for having ‘a protocol for the identification of carers and a

mechanism for the referral of carers for social services assessment’. In most practices this
simply means that carers are Read coded on the computer to enable identification and

nothing else and this has done very little to support informal carers.

More recently the Scottish ‘Services for Carers’ Directed Enhanced Service (NHS
Scotland, 2006) stressed that carers should be partners in care and rewarded practices for
ensuring carers have been referred to appropriate support agencies. There is currently no

equivalent Directed Enhanced Service for England, Wales or Northern Ireland.

1.5.4 National Service Frameworks and carers:

National service frameworks (NSFs) are long term strategies for improving specific areas
of care. They set measurable goals within set time frames. Several NSFs, including the
National Service Framework for older people (Department of Health, 2001), National
Service framework for coronary heart disease (HM Government, 2000a) and National
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Service Framework for Mental Health (Department of Health, 1999) contain guidance for

involvement of carers in the care process, carer assessment and carer support. The
National Service Framework for older people, in the context of stroke, also requires
carers to be included in a multidiciplinary programme of secondary prevention and
rehabilitation with the stroke patients they care for.

1.6 The need for more evidence:

The structure of general practice has changed enormously over the last ten years. Since
the advent of primary care groups and, more recently primary care trusts, GPs have had
far more control over provision and integration of community services than ever before.
Modern technology can ensure effective inter-agency communication and make support
of carers tied to the home easier (Goodman CC & Pynoos J, 1990; Zorowitz RD, 1999).
This is an opportunity to develop co-ordinated services for groups such as carers who

have fallen between traditional health and social services boundaries and thus have been

relatively neglected in the past.

The National Service Framework for older people (Department of Health, 2001) proposes
that more people will be cared for at home with the help of specialist services. It also
explicitly demands that carers are involved in the rehabilitation of stroke victims as part
of the team and demands that carers are consulted at local level about the services
provided to them. However evidence about which strategies are helpful 1s lacking (Royal
College of Physicians, 2000) and evidence is needed before scarce resources can be

directed into this area.

Finding effective ways for the formal support services to help carers in the community is
therefore an important topic which, until now, has been relatively under-explored and a

decision was made to focus this research into that area.
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Chapter 2: Literature review

2.1: Search strategy

The aim of this literature review was to ascertain what work had already been done

about effects of caring on the carer, formal support of carers and specific interventions

to support carers in order to focus in on suitable research questions for my PhD

project. I searched both generally (all groups of carers) and specifically (carers of

stroke patients) as there was only very limited information regarding carers of stroke

patients. I confined the search to literature describing effects of caring on carers and

community support for carers.

MeSH terms used for searching:

Carer terms:
Caregivers
Spouses

Family relations

Patient terms:
Homebound persons

Disabled persons

Effects of Caring:
Anxiety disorders
Depressive disorder
Morale

Life change events
Behaviour and behaviour
mechanisms

Table 2.1: MeSH terms used for literature searching

Formal supporters of cares:

Nursing

Community health, nursing
Community workers
Community health services
Nursing care

Night care

Patient care

Palliative care

Home care agencies and
SErvices

Home nursing

Long term care

Hospice care

Respite care

Social welfare

Patient care team

Patient centred care

Disease specific terms:
Cerebrovascular accident
Parkinsons disease
Motor neurone disease
Terminal illness
Paraplegia
Alzheimer’s disease
Dementia

Head injury

Amputee

HIV

Care Provision:

Patient care planning

Needs assessment

Community medicine

Community networks

Delivery of health care

Delivery of health care, Integrated

First, a list of MeSH terms/keywords to search with was constructed. These are listed
in Table 1. EMBASE, MEDLINE, CINAHL and PSYCHLIT databases spanning

1990 to 2006 were searched with these terms. Generally I combined each “carer term”

individually with each of the other terms listed. The exception to this rule was the

term “cerebrovascular accident” which was searched in combination with each carer

term individually and then was searched in combination with each of the other terms

individually too.
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These search terms were very wide due to lack of a specific term for informal carer,
so it was possible to screen out a large proportion of the references accessed in this
way just by their titles. Then abstracts of those which appeared relevant to the study
were downloaded and, on the basis of these abstracts, decisions were made about

which papers should be read in full and included in the review.

The reference sections of all papers identified in this way were also searched for
additional papers missed on the database searches. Additionally, as much of the
literature about carers has not been published in conventional journals but has been
produced by charities supporting patient groups and/or carers, these groups were
contacted directly to obtain any publications held and their websites were searched for

publications and links to publications.

The Department of Health Website was used to obtain National Statistics (Statbase ®)

and details of Government legislation relevant to this topic and a search of the
National Research Register was made to ensure no similar work was underway

elsewhere. Lastly the Citizen’s Advice Bureau Website was searched to obtain details

of help and services available to carers.

2.2: Theoretical basis for research on the effects of care giving

Most studies within the literature about carers generally have either explicitly or
implicitly used the stress and coping theory in various formats as a basis for
investigation (Lazarus RS & Folkman S, 1984; Nieboer A, 1996; Pearlin LI, 1990;
Schulz R & Quittner AL, 1998). This model (see figure 2.1, page 11) was onginally
developed by Lazarus and Folkman (Lazarus RS & Folkman S, 1984) and then

adapted for use in analysis of the caring role by other researchers (Pearlin LI, 1990).

In this model, a life-event causes stress which, in tumn, affects the well-being of the
individual from a physical, psychological and social perspective. The way in which an
individual assesses and copes with the situation and the presence of other “mediating
factors” determine the outcome for a given individual. These mediators fall into
several groups:

1) Characternistics of the carer - age, gender, socioeconomic status, relationship to the

person they care for (e.g. spouse, daughter etc.), education, personality, appraisal

10
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Figure 2.1: A graphic representation of Lazarus and Folkmann's stress and coping
theory as applied to the caring situation

Appraisal
Coping

Ouicome
-Physical health
-Menztal health
-Social wellbeing

Mediating factors
-Carer characteristics
-Situational
-Patient

of their role as carer, burden caused by caring and enjoyment of the positive
aspects of caring.

2) Situational characteristics - social activities, social network, satisfaction with
social support, previous quality of relationship with the person cared for, duration
of caring, other life events.

3) Characteristics of the patient and their illness - suddenness of onset, number of

tasks required, prognosis and degree of change of the patient, depression and
behavioural disturbance.

Therefore care giving is a complex task. The way in which individuals respond to it

will depend on the carer, the patient and their environment.
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2.3: Caring tasks
One might also suspect that the tasks performed by carers will cover a huge range and

depend on many factors including:

+ Factors relating to the person being cared for. For example, a person with mental
health problems will have very different care needs to a person with paralysis.

« Factors relating to the carer. For example, if the carer works or has other caring
responsibilities he or she might not have the time to perform some caring tasks.
Similarly, if the carer has previous expert nursing experience he or she might take
on tasks other carers would not be capable of.

« Factors relating to the environment. For example, which services are available

locally or whether the carer lives in the same home as the patient.

The literature supports this. The Princess Royal Trust for Carers Health Survey (2004)

of 1066 informal carers who identified themselves as such, showed that 86% of carers

they interviewed lived with the person they cared for and 70% spent over 50 hours per

week on care giving activities. Most were long term carers and more than half had
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