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The role of the dementia specialist nurse in acute care: a scoping review

ABSTRACT

Background: Extended stays and adverse events mean that hospital admissions are costly for people
with dementia, and patient experiences and outcomes can be poor. Specialist nurses have been
identified as having potential to enhance care quality, reduce excess stays and reduce costs, but the

evidence base for dementia specialist nurse roles has not previously been synthesised.

Aims and objectives: To identify the potential benefits of dementia specialist nursing and to inform
the implementation of roles to support people with dementia during hospital admission.

Design: Scoping review.

Data sources: Cochrane Library, Campbell Collaboration, Clinical Evidence, Evidence-Based Medicine,
York Centre for Reviews and Dissemination, PubMed, Medline, CINAHL, and PsycInfo databases and
internet searches and personal libraries / expert consultation to identify grey literature

Methods: Initial scoping searches were used to inform more focused systematic searches. Studies
directly evaluating dementia nurse specialist roles or giving evidence of effectiveness of
interventions/services that could be delivered by them to improve core outcomes were identified by
one reviewer and verified by a second reviewer.

Results: While direct evidence for the effectiveness of these roles is lacking, a number of areas were
identified in which a nurse specialist role could make a contribution, including preventing adverse
events and improving patient experiences and outcomes. There is a considerable body of evidence
for the effectiveness of these interventions although the volume of evidence for specific
interventions is not always significant.

Conclusions: The evidence indicates that a skilled dementia specialist nurse, undertaking a clearly
defined role, and working directly with people with dementia and their carers for a significant

proportion of the time, could benefit people with dementia in hospitals and their family carers.



Relevance to practice: Clear guidance for the development and implementation of dementia

specialist nurse roles in acute hospital settings.
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What does this paper contribute to the wider global clinical community?

e This paper reports the identification and synthesis of the evidence base that can guide the
development and implementation of dementia specialist nurse roles in acute hospital
settings.

e It provides recommendations for an intervention that has the potential to improve the

quality and safety of acute hospital care for people with dementia.



INTRODUCTION

This paper presents the findings from a scoping review of the evidence base with the aim of
informing the implementation of dementia specialist nurse roles in hospital settings. Dementia is an
umbrella term for progressive disease processes (most commonly Alzheimer’s disease) that cause
cognitive impairment. It is a significant challenge and a key priority for health systems globally.
Thirty-six million people globally were estimated to have dementia in 2010, with this figure set to
almost double to 66 million by 2030 (Alzheimer's Disease International 2013). People with dementia
can be high users of health services. In the UK, for instance, it is estimated that at any one time up
to 25% of acute hospital beds are occupied by people with dementia (Alzheimers Society 2009), with
the figure likely to be considerably higher in some types of wards (Goldberg et al. 2012, Mukadam &
Sampson 2011). However, while there is increasing interest in dementia specialist nurse roles in the
acute setting, the evidence base to support and guide the implementation of these roles has not

been previously synthesized.

A focus on these roles in acute setting is worthwhile given the well documented issues regarding
quality and outcomes of hospital care for people with dementia. People with dementia experience
substantially longer hospital stays and require more nursing resources than similar patients without
dementia (CHKS 2012, Mukadam & Sampson 2011). They are more likely to experience adverse
events including dehydration, falls and malnutrition, more likely to die or to be readmitted, and at
high risk of losing their ability to care for themselves (CHKS 2012, Mukadam & Sampson 2011,

Sampson et al. 2012).

A conservative estimate of the additional costs to the English National Health Service (NHS) of these
poor outcomes is over £250,000,000 per year, but this is likely to be a significant underestimate
because dementia is often unrecognized or not recorded as a secondary diagnosis when people
come into hospital (CHKS 2012). International evidence suggests that other health care systems

produce similar outcomes for people with dementia (Wimo & Prince 2010).



In addition to the financial costs, the human costs are great. The experiences of care in hospitals for
people with dementia are poor in the UK and these experiences are mirrored in health care systems
internationally (Bridges et al. 2010). A UK survey conducted by the Alzheimer’s Society found that a
majority of family carers reported significant negative effects on the physical or mental health of the
person with dementia that was unrelated to the medical condition that led to admission. Seventy
seven percent were dissatisfied with the overall quality of dementia care in hospital (Alzheimers
Society 2009). A national audit of dementia care in hospitals in England and Wales revealed
significant shortcomings in both clinical and interpersonal care (Royal College of Psychiatrists 2011).
While high quality person-centred care was found, this was only in ‘pockets’ with variation between
wards and between individual caregivers in wards. A repeat audit identified some improvements

but also identified significant scope for further improvement (Royal College of Psychiatrists 2013).

Part of the solution to this problem is to avoid unnecessary admissions (Alzheimers Society 2009,
Crisp 2011) but this does not remove the challenge of providing high quality care for people with
dementia in hospital. While many admissions are for conditions that could be treated in the
community with early intervention or the provision of alternative services, many are not (Alzheimers
Society 2009). People with dementia continue to have a right to acute care when the need arises.
Their need for hospital care will continue to be significant as the population ages and the number of

people with dementia rises (Crisp 2011).

The care delivered by nurses has been identified as being vital in supporting people with dementia
and ensuring that the overall quality of hospital care is improved (Alzheimers Society 2009,
Thompson & Heath 2011). Many of the negative experiences and outcomes are directly or indirectly
linked to nursing care (Griffiths et al. 2008, Maben et al. 2012) and, as part of a multidisciplinary
team, nursing can contribute to improving these outcomes. Caring for people with dementia is

difficult and complex but many nurses lack the specialist knowledge and skills required, and



provision of education and training at all levels is, at best, variable (Alzheimers Society 2009, Royal

College of Psychiatrists 2011, Skills for Health 2010).

In the UK, there is increasing interest in developing specialist nurse roles as part of the strategy to
improve care of people with dementia. The competency framework developed for the “Admiral”
specialist dementia nurses (Dewing & Traynor 2005) provides a broad framework for understanding

a dementia specialist nurse role:

Therapeutic work (interventions)

e Sharing information about dementia and carer issues

e Advanced assessment skills

e  Prioritizing work load

e Preventative and health promotion

e Ethical and person centred care

e Balancing the needs of the carer and the person with dementia

e Promoting best practice

Specialist nurses have a long history of providing excellent care for people with a variety of long-
term conditions?. For example, specialist nurses in cancer care work to provide improved
coordination, communication, and to give emotional support and supportive interventions for
symptoms. Patients in NHS trusts with more cancer nurse specialists report better experiences of
care on a range of dimensions (Griffiths et al. 2013c). Specialist nurses have been associated with

economic benefits (Royal College of Nursing 2010) and work in a variety of ways to support care

L While clearly codified in some countries, in the UK and elsewhere, terminology on advanced practice nursing
roles remains ill-defined and inconsistently used (Bryant-Lukosius et al. 2004). We use the term specialist
nurse to encompass all nurses in advanced roles (e.g. clinical nurse specialists, nurse practitioners, and nurse
consultants) with a defined specialty.



including direct care, consulting with other staff and supporting education and practice development

(Leary et al. 2008).

The success of specialist nurses in other fields suggests an opportunity to ascertain the extent to
which dementia specialist nurses could support their nursing colleagues and others in delivering high

quality and safe care in hospital settings. This evidence has not previously been synthesised.

AIMS

This scoping review aims to identify the potential benefits and to inform the implementation of
dementia specialist nurse roles to support people with dementia during hospital admission. While
there are specialist roles focusing on admission avoidance and facilitating primary/secondary care
transitions, the focus of this review is solely on roles operating in acute hospitals in inpatient areas,
emergency departments and/or operating theatres. Given the known under-diagnosis of people
with dementia, the review also encompassed interventions targeted at people with signs and
symptoms of dementia, but not necessarily with a formal diagnosis. This paper summarises the

findings from a written report of the review (Griffiths et al. 2013a).

METHODS

We drew on the broad principles of scoping review to give an overview of the existing research base
relevant to the topic (Arksey & O'Malley 2005, Davis et al. 2009). Initially broad searches using
simple terms (e.g. “dementia nurse specialist”) and with no date limits were undertaken across
Medline, CINAHL, the Cochrane Library, Google Scholar and Google in order to gain a rapid an
overview of the amount and quality of the evidence, derive topics for further systematic
investigation and present a body of literature against which the findings of the more formal searches

could be validated.



Following on from this general scoping review, more systematic searches were carried out to
identify high quality evidence of effectiveness for a specific set of outcomes related to the potential
impact of the dementia specialist nurse role in hospitals. Because the initial scoping searches
revealed a dearth of direct evidence, these searches aimed to identify interventions of known or
likely effectiveness that could be delivered by dementia specialist nurses. These searches focussed
on falls, length of stay and readmissions, the three core cost drivers of excess cost for hospital stays

in a recent analysis of hospital admissions for people with dementia (CHKS 2012).

In addition we searched for evidence and reviewed research literature in relation to other specific
interventions and outcomes relevant to the dementia specialist nurse role, focusing on studies which

provided evidence for the potential effectiveness of such a role, including:

e Screening, diagnosis and assessment

e Pressure ulcers

e Delirium

e Agitation and behavioural symptoms of dementia

e Behaviour, knowledge and attitudes of non-specialist staff (including nursing and medical
staff)

e Patient and carer reported outcomes (quality of life and experiences of care)

These outcomes were selected as being potentially nurse sensitive based on recent overviews
(Griffiths et al. 2008, Maben et al. 2012) and consultation with experts in the field. Searches of the
Cochrane Library, Campbell Collaboration, Clinical Evidence, Evidence-Based Medicine, York Centre
for Reviews and Dissemination, PubMed, Medline, CINAHL, and Psycinfo databases were undertaken
from December 2012 to March 2013 (see online appendix for more detail of the search strategies
(Griffiths et al. 2013b)). A Project Advisory Group of academics with expertise in dementia care
helped identify relevant grey literature. One reviewer selected evidence for inclusion with

verification from a second reviewer. This included checking the relevance of all included material



and assessing the accuracy of decisions to exclude material. Consistent with the scoping
methodology we aimed to give an overview of the nature and extent of high quality evidence
available. Where existing systematic review were found we used these as our primary source. Where
they did not exist we sought material at the top of widely recognised hierarchies of evidence for
effectiveness, only moving further down the hierarchy if no relevant material was found. A simple
version of the hierarchy of evidence for studies of effectiveness is shown in Figure 1. Where
relevant, this paper also draws on material outside the immediate scope of the review in order to set
findings in the context of the wider evidence base. For each outcome we also considered the
implications of the evidence reviewed for the role of the dementia specialist nurse. Because the
evidence is largely indirect, this analysis is mainly in terms of mechanisms by which a specialist nurse
could influence outcomes, based on interventions of known or likely effectiveness. No formal
synthesis was undertaken but a narrative description of findings is given, as appropriate for a

scoping review.

RESULTS

A single empirical study reports on and evaluates the role of a dementia specialist nurse in an acute
hospital setting (Elliot & Adams 2011). Priorities included raising awareness of dementia among
staff and providing good quality information for people with dementia and their family carers,
improving inpatient care for patients with the condition and, where appropriate, facilitating
optimum end-of-life care for them. The role is described as being based on a person-centred
approach. Specific aspects of the role described include addressing behaviour that challenges and
discouraging inappropriate sedation, facilitating dementia training for other staff based on a person
centred approach, developing a dementia policy including pathways and screening tools for use by
all hospital staff, detailed care planning including all the activities of daily living (Alzheimers Society

2009), consultation on dementia specific pain assessment, and screening for delirium and



depression. A role in admission avoidance through providing consultation and assessment on

patients in accident and emergency is also described.

The role was delivered by a single nurse in a 538 bed hospital who screened 20 new cases per month
and provided on-going support to an average of 18 patients through daily follow-up in the hospital.
The authors estimate that 720 bed days per year were potentially saved by the introduction of the
dementia specialist nurse based on a reduction of average stay from 11 to 9 days, although the
empirical basis of this claim is unclear. While the evidence from this single evaluation cannot be
placed in a high position on the hierarchy of evidence (Figure 1) and is therefore considered weak in
terms of its capacity to indicate effectiveness, it does indicate potential for patient benefit and cost

savings.

The remainder of this paper reviews research literature in more detail in relation to specific
interventions and outcomes relevant to the dementia specialist nurse role, focussing on studies
which provide evidence for the potential effectiveness of such a role in a range of areas including
prevention of falls and other adverse events, reducing length of stay and avoidable readmissions,
contributing to screening and diagnosis of dementia, and staff education. Table 1 displays the

search results used to inform the part of the review.

Falls

There is a substantial evidence base on falls prevention in hospitals, care homes and the community
which is reported in a number of high quality systematic reviews (Cameron et al. 2012, Gillespie
Lesley et al. 2012, Oliver et al. 2007, Udell et al. 2011). The evidence for simple single strategies for
fall prevention in hospital (e.g. routine falls risk assessments) is weak (i.e. it is low on the hierarchy of
evidence), whereas there is support for multifactorial interventions where an individual’s risk is
assessed and interventions targeted to their need. Evidence suggests that the rate of falls can be
reduced by over 30% although evidence for a reduction of the risk of falling at all is less clear

(Cameron et al. 2012). Effective interventions combine some or all of the following: exercise,



medication review, management of urinary incontinence, fluid or nutritional therapy, environmental

change or assistive technology and changes to the social environment.

Many of the studies in these systematic reviews explicitly exclude people with dementia and the
evidence base for falls prevention in this group is much weaker. One systematic review found no
overall association between dementia or cognitive impairment and the impact of strategies to
prevent falls or fractures in care homes and hospital (Oliver et al. 2007), suggesting that the same
broad approaches will work for people with dementia. Conversely a randomised controlled trial
found that some otherwise effective strategies appear to be ineffective in people with cognitive
impairment (Haines et al. 2011). Another study found that some effective strategies seem to most

benefit those whose stays in hospital are longer (Haines et al. 2004).

Thus it seems likely that a reduction in falls among people with dementia in hospital is achievable.
Prevention requires strategies that are tailored to the individual risk factors of the person with
dementia. It is likely that some of these strategies will address risks that are directly related to
dementia, such as wandering. Others will be based on fall prevention strategies known to be

effective in the general older population but adapted for use with people with dementia.

A dementia specialist nurse could:

e Undertake individual risk assessments and plan / implement a tailored prevention strategy,
based on best evidence
e Reduce risk by delivering support for specific dementia-related risk factors

e Advise on dementia-specific factors to be considered in broader strategies

Length of stay
Findings from a Cochrane systematic review indicate that nurse specialist roles in general can make
a contribution to reducing length of hospital stay for hospitalised patients (Butler et al. 2011). The

review included studies on the impact of masters-prepared specialist nursing roles focused on care

10



coordination to address the needs of specific patient groups, such as patients with diabetes or
multiple sclerosis. Results from a further systematic review that included studies on the impact of
gerontological nurse practitioners, also suggest that such roles can help reduce length of stay
(Newhouse et al. 2011). A number of primary studies indicate a clear contribution by specialist
nurses to interdisciplinary interventions shown to be effective in reducing length of stay. These
interventions include a clinical pathway for people with dementia (Kazui et al. 2004), a psychiatric
and geriatric consultation service (Slaets et al. 1997) and an Acute Care for Elders (ACE) inpatient

team (Benedict et al. 2006).

A dementia specialist nurse could:

e Provide comprehensive assessment and care coordination

e Qversee the delivery of inpatient care and progress review tailored to individual care needs
and focused on reducing individual risk of adverse events

e Support other caregivers (including family carers) in identifying and delivering management
strategies

e Support or undertake discharge planning as part of a multidisciplinary team

Readmissions

A number of studies provide evidence about the positive impact on readmission of interventions
delivered by nurses, including nurse specialists, which have implications for the potential role of
dementia specialist nurse. Most centre around ways of organising services for older people such as
care management, liaison nurses, multidisciplinary approaches and discharge planning, although
many studies have explicitly excluded older people with dementia and few report on them
separately (Crotty et al. 2010, Ellis et al. 2011, Handoll et al. 2009, Handoll et al. 2011, Krichbaum
2007, Shepperd et al. 2010). Modest reductions in readmission were associated with discharge
planning in a Cochrane systematic review (Shepperd et al. 2010) although the role of nurses in the
interventions was not always clear and a systematic review of nurse staffing models found no

11



evidence for a positive effect on readmissions from the addition of specialist nurses to the nursing

team in general (Butler et al. 2011).

The advanced practice nurse transitional care model, in which experienced masters-prepared
specialist nurses undertake discharge planning and coordinate care across the transition from
hospital to home, has been extensively tested in the US with strong evidence from trials to support
reduced readmissions and costs for some groups of older patients (Naylor et al. 2011). While
outcomes have not yet been reported, this approach has been piloted and tested with cognitively

impaired older adults (Bradway et al. 2012, Naylor et al. 2007, Naylor et al. 2005).

A dementia specialist nurse could:

e Provide comprehensive assessment and care coordination

e Support or undertake discharge planning as part of a multidisciplinary team

e Reduce readmissions by redesigning care delivery and implementing evidence based
programmes

e Provide post-discharge follow-up and care coordination with community services

Other adverse events

People with dementia are vulnerable to other physical and psychological problems whilst in hospital
including delirium, infection, pressure ulcers and post-operative respiratory complications. Evidence
from a recent high quality randomised trial indicates that in general hospital settings, multiple risks
(pressure ulcers, infection and falls) can be targeted through a multifaceted education and
performance feedback programme (van Gaal et al. 2011). Inouye and colleagues found that a
nursing education programme in a hospital setting resulted in a beneficial effect, preventing or
reducing functional decline in frail older patients with delirium, functional impairment, incontinence,

or pressure ulcers (Inouye et al. 1993). In a controlled before and after study, specialist

12



gerontological nurses worked with staff in care homes to implement evidence based protocols

leading to reductions in pressure ulcers, depression, and aggressive behaviour (Ryden et al. 2000).

While evidence for the effectiveness of non-pharmacological interventions for cognitive, behavioral,
psychological and depressive symptoms of dementia is lacking (Butler & Radhakrishnan 2011), there
is a clear body of expert opinion relating to strategies for communicating with people with dementia
(Cunningham & McWilliam 2006, Tueth 1995, Zimmermann & Ortigara 1998) aimed at avoidance of
adverse events including in patients attending the emergency department (Clevenger et al. 2012).
Similarly there are numerous aspects of environmental design that are likely to improve the
experience of older people and reduce the risk of both physical and psychological adverse events

(Mason 2011).

A dementia specialist nurse could:

e Support the dissemination and implementation of best practice in avoiding harm

e Enhance assessment and identify dementia specific risk factors and individual indicators of
distress

e  Give specific support, consultation and assessment in settings including A&E and pre and
post-operative units

e Review medication and ensure timely referral to liaison psychiatry services

Screening and diagnosis

There is a significant potential role for dementia specialist nurses in screening, assessment and
diagnosis of dementia, but limited direct evidence of the impact. One systematic review addressed
screening, diagnosis and assessment in A&E but found no empirical studies. The use of standard
cognitive screening by emergency nurses as a strategy for recognizing dementia in the Emergency
Department is recommended (Andrews & Christie 2009), as is assessment of delirium (Cunningham

& McWilliam 2006). One review identified a tool recommended for nurse administration (Hare et al.

13



2008). A Geriatric Nursing Education Course has been shown to increase self-reported use of a
cognitive assessment tool and an improvement in ability to screen for depression and dementia in a
controlled before and after study (Brymer et al. 2001). There is evidence that appropriately trained
specialist nurses can reliably identify and stage dementia using standardised instruments (McCulla et
al. 1989, Page et al. 2008). Other more comprehensive interventions to support older people in
hospital, such as the Hospitalised Elder Life Programme use specialist nurses to assess multiple risk

factors, including cognitive impairment (Rubin et al. 2006, Steele 2010).

A dementia specialist nurse could:

e Support hospital wide strategies for case finding and screening
e Provide further detailed assessments for those identified by screening tests

e |nitiate referrals for specialist diagnostic assessment

Models of care

People with dementia who are admitted to hospital are likely to have complex needs, which may be
unrelated to the primary presenting condition, that need proper assessment and intervention to
ensure optimal outcomes. These needs include nutrition, hydration and help with washing and
dressing which are often unrecognised and unmet (Alzheimers Society 2009, Mukadam & Sampson
2011). Disorientation and delirium are common (Mukadam & Sampson 2011, Thomas et al. 2012),
and often associated with agitation, distress, behaviours that staff find challenging and substantial
morbidity (Thomas et al. 2012). In addition, the assessment and management of symptoms
associated with the presenting condition, or other comorbidities, can become more complex
because of cognitive impairment and communication difficulties. For example, pain can be difficult
to assess and there is evidence that people with dementia may be given far less post-operative pain

medication than others who have experienced the same painful procedures (Scherder et al. 2009).

14



Effective approaches to assessment and intervention are comprehensive in nature, with a focus on
domains beyond the primary presenting condition; and multi-faceted, requiring multidisciplinary
input and a focus on care coordination or case management. A number of models of care targeted
at people with dementia in hospital, or at hospitalised older people, were identified, although there

is no evidence for the specific impact of dementia specialists within these interventions.

Specialised care units and specialist consultation teams have been associated with improved care for
older people in hospital. One scoping review identified eight different specialised care units for
older people that commonly included interdisciplinary specialised geriatric resources on designated
units (Parke et al. 2012). None were focused on patients with dementia, although the Hospital Elder
Life Program (HELP) is aimed at reducing delirium in hospitalized older adults and an evaluation
found significant improvement in the degree of cognitive impairment among patients with
impairment at admission (Inouye et al. 1999). Spencer and colleagues (Spencer et al. 2013) found
that a specialist unit which had enhanced staffing from mental health nurses and OT’s, the
introduction of activities, personalised care plans, improved environment and training, and resulted

in improved carer satisfaction.

Parke et al. (2012) also identified a range of specialised consultation teams for older hospitalised
adults, including one led by a geriatrician trained in geriatric psychiatry and including a specialised
geriatric liaison nurse. The team focused on providing psychogeriatric liaison for medical patients. A
randomised controlled trial showed improvements in physical functioning, length of stay,
readmissions and nursing home placements (Slaets et al. 1997). A Cochrane systematic review on
comprehensive geriatric assessment (CGA) for older hospital patients concludes that CGA increases a
patient's likelihood of being alive and in their own home at up to 12 months (Ellis et al. 2011), but
only two of the 22 included trials evaluated CGA for patients with dementia (Cole et al. 1991, Volicer

et al. 1994).

15



In general hospital settings dementia care mapping (DCM), a care improvement process to enhance
person-centred care for people with dementia has been shown to be feasible (He et al. 2012). There
is some evidence to support its efficacy in long-term care settings however, its impact on patient

outcomes in acute settings has not yet been established.

A dementia specialist nurse could:

e Lead the development and implementation of multidisciplinary programmes of care

e Provide nursing input as a member of a specialist team

Developing the skills of non-specialist staff

As noted earlier, training in dementia care is required for most staff in general hospitals — from basic
awareness training through to more comprehensive training for staff delivering direct care to
people with dementia. Relevant features of educational interventions described in the literature
include designing an educational plan based on assessment of a team’s educational needs (lliffe et
al. 2012); the use of strategies such as dementia care mapping (Brooker 2005); practice-based
education and role modelling (Burgess 2003, Feldt & Ryden 1992); and the inclusion in training
programmes of content related to communication strategies, management of disturbing behaviours,
focusing on resident/patient abilities, caregiver involvement, patient safety, advocacy, pain
management and ethics (Andrews & Christie 2009, Cunningham & McWilliam 2006, Douglas-Dunbar
& Gardiner 2007, James J & Hodnett 2009, Wells et al. 2000). However the evidence base for these

features is mostly weak.

Two systematic reviews indicate that educational interventions that are strongly theoretically
based, multi-faceted, of sufficient intensity and duration, and supplemented by additional
supervision and sufficient management support, may deliver the best outcomes, while concluding

that the evidence base is weak (Kuske et al. 2007, Spector et al. 2013). Tailored feedback on

16



performance is supported by a high quality systematic review as a strategy that leads to change in

professional behavior and patient outcomes (Ivers et al. 2012).

A dementia specialist nurse could:

e Lead the assessment of educational need across staff groups

e Design, deliver and evaluate classroom-based and ward-based education

o lLead the implementation of strategies such as dementia care mapping

e Role model best practice to colleagues through collaboration and participation in patient
care

e Guide assessment of the effect of education and support change through audits of practice

and individualized feedback

DISCUSSION

Hospitals in many health care systems are making improvements to services provided to people with
dementia but this is often in the absence of a robust evidence base. This review has focused on
identifying and synthesising evidence of measurable effect that could guide the development of
nurse specialist roles. There is little direct evidence because this is a new role. There is however,
ample evidence that gives confidence that a dementia specialist nurse working in an acute setting
could improve the experience and outcomes of hospital care for people with dementia and their
family carers and reduce the excess costs of care by delivering services and interventions that are
themselves based on evidence. Interventions of known effectiveness that could be delivered or
enhanced by specialist nurses include focal interventions such as falls prevention and wider service

reconfigurations such as transitional care programmes.

To be effective and efficient, the dementia specialist nurse role will need aligning with other
services, such as community services, medicine and psychiatry for older people, but with attention
paid to offering a direct service to patients and families that is new and distinctive, rather than

17



simply replicating, or substituting for, the work of others. The review findings indicate a wide range
of potential demands on a nurse specialist and hence a risk that they are asked to do far too much to
have any measurable benefit. Additionally to these direct care roles, there is potential for senior
specialist nurses to support and further develop care standards across the organisation, bridging
boundaries between professional groups. To succeed they would need significant expertise,
seniority and authority and to be recognised as opinion leaders by senior colleagues from other
disciplines (Flodgren et al. 2011). Their reduced capacity to deliver one-to-one patient care must be
explicitly recognised. Strategic goals must be clear, the appropriate levers of action identified and
the required structures must be in place to make success possible. The limitations of educational
interventions need to be acknowledged and the efforts of specialist nurses need to be targeted so
they can support behaviour change through role modelling and provision of targeted feedback on

performance to others (lvers et al. 2012).

The size of the patient population with dementia in many hospitals means that it is unlikely that one
person with a dementia remit can make a measurable difference to all dementia patients, unless the
role is focused on facilitating the adoption of evidence-based strategies in staff groups across the
hospital. A clear balance needs to be struck between the benefits to individual patients with
dementia and their carers from the direct involvement of a specialist in their care, and the need for
whole organisations to shift their thinking and practice to more dementia-friendly ways. It may be
that most organisations need more than one dementia specialist nurse. To deliver benefit, the case
load must be such that the nurse can have a meaningful impact (Brooten et al. 2012). Based on the
case loads identified by the single direct evaluation that we found (Elliot & Adams 2011) it appears
that there should be at least one whole time equivalent dementia specialist nurse for every 300

annual hospital admissions of people with dementia per year.

It will be important to be mindful of lessons learned from the implementation of other advanced

practice nursing roles. Bryant-Lukosius (2004) summarised the issues. Organizations often initiate
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new roles as a solution to a specific health care issue but do not set well-defined achievable goals
based on a systematic needs assessment and clear understanding of the evidence base for what is
feasible and effective. Organizations fail to define new roles and how they will achieve priorities for
improving health care. In the absence of clear or realistic goals, roles become shaped by the
expectations of stakeholders such as managers and nurses in the role, resulting in wide variations in
how roles are interpreted and used. Lack of role clarity and inconsistent expectations contribute to
problems such as role conflict, role overload, and variable stakeholder acceptance. The novelty of
the role for others who interface with it can lead to misinterpretation and under-use of the role

(Bryant-Lukosius et al. 2004).

We identified little specific evidence regarding the personal characteristics and competencies
required in a dementia specialist nurse although the evidence we reviewed does give a broad
indication of generic and specific competencies. In the USA and Canada, and in some UK hospitals,
masters preparation is required for clinical nurse specialist roles and where educational level is
specified in the interventions we reviewed, masters-prepared nurses commonly feature. However, a
recent survey suggests that a relatively small proportion of existing dementia specialist nurses are
qualified to this level (Griffiths et al. 2013a, Griffiths et al. 2013b). The existing capacity of the

workforce to assume these roles is unclear,

Because the evidence base presented is indirect, implementation should be accompanied by the use
of routine data for local evaluation and more definitive evaluation of effectiveness through cluster
randomised controlled trials or observational studies based on natural experiments, and qualitative

studies that identify the barriers and facilitators to role effectiveness.

CONCLUSIONS

Dementia specialist nurses working in an acute setting could deliver benefit for people with
dementia and their family carers, but such roles need to be careful designed. The evidence indicates

that there is a need to move beyond broad role descriptors to the design of a specific ‘job’ delivering
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effective interventions and programmes of care with a defined ‘caseload’. The specific competencies
and skills required should be relevant to the services to be delivered. It is unlikely that one specialist
nurse with a dementia remit can make a measurable difference to all dementia patients in a large
hospital. To deliver benefit the case load must be such that the nurse can have a meaningful impact.
Strategic leadership elements of the role require the specialist nurse to have the positioning,

expertise and authority to enact these successfully.

RELEVANCE TO CLINICAL PRACTICE

This paper provides clear guidance for the development and implementation of dementia specialist
nurse roles in acute hospital settings. The existing evidence indicates that dementia specialist nurses
working in an acute setting could deliver benefit for people with dementia in hospital and their
family carers. Such roles should be carefully designed and targeted at activities for which the

evidence base is strongest.
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Figure 1: Simple hierarchy of evidence (from Greenhalgh 2014)

Table 1: Summarised scoping review outcomes

Number of papers included in
final review

Falls 6

Length of stay 5

Readmissions 11

Other adverse events 9

Screening and diagnosis 12

Models of care 16

Developing staff skills 12
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