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Abstract: In the UK, service user involvement is an important factor in health policy, and
obtaining research funding. It may be helpful in expanding our knowledge in areas where
research evidence is poor such as experiences of hospital discharge planning for the family
carers of people with dementia.

Methods: A rapid review. All study designs published in the English language were eligible
for inclusion. Databases included: Medline, Embase, CINAHL, PsycInfo, Cochrane library and
Web of Knowledge. A qualitative analysis was undertaken.

Results: Four themes were identified: preparation for hospital discharge — dissatisfaction with
being kept informed, discharge arrangements and management of conditions; little time to
prepare. Communication between staff and families at discharge — insufficient communication
regarding services, not being listened to and being undervalued as a resource could compro-
mise post-discharge care. Support services post discharge — carers need help negotiating, and
working with, services with regard to timing, and meeting requirements. Coping post hospital
discharge — inadequate understanding about ability to cope, and patient’s impairment, and family
conflict over care may lead to unnecessary re-admission to hospital, or long term care. Evidence
of specialist dementia models at discharge is described.

Discussion: Carers are not always involved in hospital discharge planning as well as they
might be. Issues are complex and depend on a number of factors. Poor communication can
be overcome and carers can be better supported to cope post discharge as illustrated in the
dementia models. The evidence base is weak but the absence of evidence does not indicate an
absence of good practice.

Conclusion: Carers who may feel their world is far removed from the academic world may
not ordinarily participate in research studies. Service users, as co-researchers, may be able to
improve trust and rapport between research and communities, collect fresh insights and gain
deeper and more insightful data from participants.
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Introduction

In the UK, service user involvement has become an important factor in health policy
and in obtaining research funding. Both are important drivers in user involvement and
patient engagement in research. The National Institute of Health Research,' funded
through the Department of Health to improve the health and wealth of the nation
through research, is a major funder. A key requirement of their funding application
is for applicants to explain how user involvement has helped to develop the research
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proposal and how service users will be included in the project.
The success of this initiative, documented in a recent report, is
anticipated to shape the next 10 years of public involvement in
research.? The National Institute of Health Research also funds
INVOLVE,? an organization that supports active patient and
public involvement in research in the National Health Service
(NHS) and public and social care. The Alzheimer’s Society*
also has a large network of actively involved service users.
Priorities for research are regularly set by the Quality Research
in Dementia lay review panel and committees in Alzheimer’s
Society’s governance framework. Lay members also review,
and comment on, the funding applications. With this in mind,
research funding applications in health research are often at
a disadvantage where service users are not involved at some
stage of the project development and/or research process.

A systematic review® found clear evidence that user
involvement can have a positive effect on the development
of research studies. It found that by giving a voice to service
users at an early stage, proposed topics, aims, and methods
could be challenged for importance and relevance to those
with the condition under investigation. Service users enable
easier access to hard-to-reach groups,® and as coresearchers
who may have similar experiences, they can identify issues
that may seem insignificant to an academic audience, can
make sense of results from their own perspectives creating
meaningful interpretations,” and are more likely to act as
advocates for the findings,’ thereby widening dissemination
to places where researchers, with limited time on a study, may
not normally have time to go to beyond presenting to academic
audiences, writing academic papers, and submitting reports to
funders. Another systematic review® found that user involve-
ment in health and social care services has been shown to be
beneficial in cancer and stroke services and health service
planning, where there was some evidence that services were
reorganized, relocated, or enhanced and additional services
were put in place as a result. Often the changes were simple
but made a major difference to those using the services.

This paper seeks to understand the scope of involving
service users as lay researchers in health research, from a
researcher’s perspective, where solutions might be found at the
ground level, ie, from the bottom up, rather than from reports
and policy initiatives where the agenda is already likely to be
set by policymakers and professionals, ie, from the top down.
The topic under investigation is hospital discharge planning.
This paper reports on the global scale of dementia, and the
consequences for people with dementia and their families expe-
riencing poor decision-making at hospital discharge. It presents
aliterature review focusing on hospital discharge planning from
the perspective of family carers of people with dementia. It

then argues a case for the involvement of service users as lay
researchers who may be able to further our knowledge of carers’
experiences that academic researchers may miss.

In recent years, the Department of Health in the UK has
been a driver for improving care and support for people with
dementia and dementia research;*!* the latter previously
lagged behind other conditions such as cancer research,
as by comparison, dementia research has received far less
government funding. Following the G8 summit on dementia
in 2013," the government has greatly increased funding into
both dementia care and support and research.'? The Prime
Minister’s Challenge on Dementia 2020'* focuses on mak-
ing England the best country in the world for dementia care
and support and in undertaking research into dementia and
other neurodegenerative diseases. Two factors emerged from
the G8 dementia summit'' and the latest response from the
government:'3 a call for “greater innovation to improve the
quality of life for people with dementia and their carers while

reducing emotional and financial burden”!!

and the aspiration

that dementia research takes place through a partnership of

patients, researchers, funders, and society.!?
This paper addresses:

e the scope of the problem on leaving the hospital with
dementia;

e the experience of hospital discharge planning for family
carers of people with dementia through a rapid review
of the literature; and

e where service user involvement might be meaningful in
the development of the evidence base.

The scope of the problem on

leaving the hospital with dementia
Dementia is a fast growing worldwide problem. An estimated
35.6 million people lived with dementia in 2010, and this
number is projected to double every 20 years, so that by 2050,
the figure could be as high as 115.4 million. The global annual
cost of dementia is reported to be $604 billion." The G8
summit on dementia in 2013 identified dementia as a major
disease burden having an increasingly significant financial
impact on the world’s health economy.'!

In the UK, 835,000 people are currently estimated to have
dementia, costing the economy £26 billion annually." Up to
70% of acute hospital beds are occupied by older people,
many with chronic illnesses, and it is estimated that almost
half of these patients have some form of cognitive impairment,
including dementia.’ A person with dementia may need com-
plex care following hospital discharge, particularly as he/she
may have varied levels of awareness, as well as multimorbidi-
ties, and increased dependency on a family member.'
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The importance of hospital discharge planning cannot be
underestimated as it plays a vital role in bridging the gap between
acute care and community support. Research has confirmed
a direct link between the quality of discharge planning for
people with dementia and readmission to hospital.'”!® Leg-
islation in the UK aims to ensure that patients are not kept in
hospital unnecessarily' and gives responsibility to health care
professionals to provide a smooth discharge from hospital, to
ensure that community services are in place and that the patient
and their carer are supported once they are home.?*?!

Taking the time to get hospital discharge planning right
can delay discharge and block urgently needed hospital
beds,* but getting it wrong can place extra (or new) burden
on family carers to cover the gap until services can be opera-
tionalized (if at all) or lead to premature, and often permanent,
admission to a care home.?

People with dementia who are admitted to acute hospi-
tals have a higher rate of mortality, increased morbidity, and
higher risk of entering institutional care* than people without
dementia. Hastily made decisions at hospital discharge can
result in poor health outcomes? and life-changing decision-
making. A large percentage of people with dementia currently
live in care homes (30%), and two-thirds of residents in care
homes have dementia. One-third of patients with dementia are
discharged to a care home from hospital.*** Neither the cost
of this nor the planned workforce needed to cope with this has
been planned for.” Behavioral and psychological symptoms
of dementia, which include agitation, aggression, calling out,
sleep disturbance, wandering, and apathy, are the key factors
that lead to carer strain and are reasons for institutionalization
when families can no longer cope.?” Families generally want
to stay together as long as possible, and they find the decision-
making around care homes difficult and fraught with feelings
of guilt and failure.”® Premature admission to a care home is
not only expensive for the health economy but can also be
devastating for the person with dementia and their families.

Recent enquiries and reports

It has been recognized that many hospital staff have a poor
knowledge of dementia. This has led to investigations into the
experiences of people with dementia in hospital and at hospital
discharge. Hospital discharge processes and those who imple-
ment them are governed by the Mental Capacity Act (2005)*°
and common law in England and Wales. There are concerns
that there is poor compliance with the Act when people with
dementia leave hospital, particularly as many patients with
dementia who are admitted to hospital from their homes are
discharged to a long-term care home.** An ethnographic study*!
found that family carers were often ill-equipped to challenge

professional, best interest, decisions to place a person with

dementia in long-term care from the hospital, although there is

an implicit assumption within the Mental Capacity Act (2005)%

that they are able to safeguard the patient’s interest and rights

where appropriate. However, the Act is reported to have “suf-
fered from a lack of awareness and a lack of understanding”

(p 7) by professionals, individuals, families, and carers, and

its implementation is lagging behind the legislation.*

Questions have been raised about the extent to which risks
and resources take the lead in decision-making and whether
these decision makers adequately consider improved support
at home and the roles of relatives.*

Extensive consultation with professionals, carers, and
people with dementia has led to several national reports,
guidelines, standards, and recommendations issued by the
Department of Health, health organizations, and charitable
bodies, which have acknowledged the lack of appropriate
health and social provision given to people with dementia
and their carers.”*?3235 There is little research evidence to
inform key decision makers and policy makers, but emerg-
ing insights from recent commissioned reports point to some
major gaps in the process that can only negatively impact
on patients and their families.?*233% Key issues have been
raised, which included the following:

1. The identification of poor quality, and possibly unsafe,
hospital discharges, which include a rush to discharge:
without a proper assessment, without proper liaison with
social services, and without a proper package of care
arranged.>

2. Families reporting specific concerns with the timing of
hospital discharges* with some hospital records showing
that no notice, or less than 24 hours notice, of discharge
had been given.**

3. Alack of coordination between hospitals and care provid-
ers at discharge leading to delays in care packages, eg,
home care and intermediate care.?

4. Few hospitals having guidelines that include asking the
main carer about their wishes and ability to provide
care and support after hospital discharge and a lack of
coordinated services for carers which takes into account
their needs.’” Despite carrying the responsibility of car-
ing, a report** found that only 40% of hospitals had a
process for including families at discharge and that just
half of the hospitals had guidelines for involving families
in arrangements for discharge and support services.
The Carers Strategy®” is a 10-year strategy that focuses on

the provision of personalized services that are fit for the purpose

of carers and that aim to support people and their carers in
their own homes to the maximum degree possible. By keeping

Journal of Healthcare Leadership 2015:7

submit your manuscript 23

Dove


www.dovepress.com
www.dovepress.com
www.dovepress.com

Mockford

Dove

people in their homes, family carers save the UK NHS economy
around £11 billion per year in dementia care, more than cancer
and heart disease together.?® The financial cost of dementia to
the economy totals £26.3 billion, and two-thirds of this is paid
for by the people with dementia and their families by way of
care and private social care. Unlike other diseases such as heart
disease and cancer where NHS care is free, with dementia,
although classed as a physical disease of the brain, the major-
ity of care provided is means-tested social and personal care,
which falls under social care services rather than health care
services.*® Families, often struggling to cope with their caring
role, may find social care services have to be paid for but which
are reported to be financially at breaking point.*’

Fiscal restraints have been affecting the health and social
care services in recent years,*#? and the social care budget
is reported to have fallen by 20%,* cutting some services
and forcing others to continually reevaluate their working
practices. Specialist services for people with dementia who
are discharged from hospital are rare.”

With the older population rising and with dementia numbers
increasing at an alarming rate, it is clear that more and more
family carers will be bearing the brunt of the care burden.

Currently, there is little evidence documenting carer and
patient perspectives of health and social care services during
and after hospital discharge,? little published evidence to guide
best practice for people with dementia who leave hospital and
return home,? little evidence that discharge planning meets best
practice,'® and there is an absence of evidence on good outcomes
for carers of people with dementia at hospital discharge.*

There is a small window of opportunity in the period from
hospitalization to hospital discharge where people with demen-
tia and their families and carers can find their lives changed
forever. This is a timely opportunity to assess the research evi-
dence base on the experiences of health and social care services
received from the point of hospital discharge to home from the
perspective of carers of people diagnosed with dementia, as
they offer valuable insight into what the person they care for is
experiencing and communicating.* This could inform health
and social care services and enable the person with dementia
and their families to have a better quality of life after a hospital
episode and possibly delay admission to long-term care.

The experience of hospital
discharge planning for family
carers of people with dementia:

a literature review
A literature review was conducted that examined the evidence
base for family carers’ perspectives of hospital discharge

for people with dementia, and it found a paucity of reported
studies across the globe.

Data sources

A multifield search was made using Ovid Medline (1946—
week 1 of February 2015) Embase (1980-2015), CINAHL
(1991-February 2015), PsycINFO (1800—February 2015),
Cochrane Library (till February 2015), and Web of Knowl-
edge (1898—February 2015) for all published papers written
in the English language. Search terms included caregiver,
carer, dementia, hospital, and discharge. Inclusion criteria
were any study design, informal or family carers, a person
with dementia, and at hospital discharge. Exclusion criteria
were conference proceedings, think pieces, and editorials.

Study selection

The literature search produced 139 hits. From these studies,
a citation and key author search was also conducted. Most
studies were discarded as they referred to diagnosis and treat-
ment, hospital to other care facilities, patient health, did not
include carers, were not dementia studies or the data were
provided by the carer on behalf of the patient. Ten studies
(13 papers) were included in this review.

Of the ten studies, four (five papers) were from the
USA, 7254547 three from the UK,* two (four papers) from
Australia,”'* and one from Taiwan.>® Three studies used a
cross-sectional telephone survey,'’#*4” three studies conducted
qualitative interviews with carers,**>153% and three studies
utilized a mixed methods approach.?*334 One study performed
a secondary statistical analysis from a parent study.”

A narrative synthesis was performed as the diversity of
data collection processes made it impossible to collate the data
in any numerical form, such as a meta-analysis. It involved
familiarization with the papers and then identification of
emergent themes. The assessment of the quality of the studies
was guided by the Centre for Reviews and Dissemination.>
A formal assessment of quality was not conducted as the scope
and purpose of the studies was diverse and quality varied, but
no study was excluded on quality thresholds.

Results

Focusing on the family carer of a person with dementia, the
findings presented themselves in four themes: preparation
for hospital discharge, communication between staff and
families at discharge, support services post discharge, and
coping post-hospital discharge. Lastly, there is some evidence
of specialist dementia models being introduced into hospitals
to support families after hospital discharge, and this is also
reported.
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Preparation for hospital discharge

The importance of discharge planning was rated more
highly by family carers than the patients who expected that
their family would deal with this when the time came.>
Carers reported being dissatisfied with being kept informed,
discharge arrangements, and the management of medical
problems, even though the hospital in one study considered
person-centered care to be a standard practice and deliber-
ate attempts had been made to improve carer and patient
experience.”® When asked, carers described the exhaustion
and despair they experienced and the challenges they faced
at hospital discharge,”’ such as seeking out information
about the patient’s condition, post-discharge care, and sup-
port services.’! There was concern that there was little time
to prepare for the discharge®® and an immediate need for
support services after discharge.’ It was reported in one
Australian study that carers felt that discharge planning was
ad hoc with an absence of any organization.’'*> There was
significant association with levels of carer strain and their
psychological well-being measured at hospital admission,*
and carers reported that they needed long-term and continu-
ous emotional support to cope post-hospitalization.> The lack
of available and affordable resources or possible complica-
tions presented by family carers are not always considered in
discharge planning.'” The complex nature of dementia and the
unrealistic expectations of some families often make disease
management difficult.*’

Communication between staff

and families at discharge

There was insufficient communication with services about the
patient’s needs, and carers felt that the staff did not listen to
them at the hospital and undervalued them as a resource.’'53
In this Australian study,’> carers were mostly ignored in
discharge planning, leaving them unprepared and unable to
ask questions about the patient’s care and thus compromising
post-discharge care. Carers felt that they were given little time
to absorb new information from hospital staff in order to make
critical decisions,!” and they sometimes needed direction®’
and help in searching for relevant resources,'”** especially
when the patient was in hospital. Informing families about
the availability of support or support services varied, where
some professionals were more likely to give helpful advice
to families than others.*

Support services post discharge
A family carer played a key role in the transition back home,
and an early study by Cox and Verdieck® found that if there

were formal services in place and the carer had assistance with
medication, bathing and supervision, and support and coun-
seling, then the patient tended to return home from hospital
rather than making the transition to a care home. However,
carers needed to know how to negotiate service provision and
manage the care of the patient in conjunction with services,?
particularly with regard to timing and levels of service pro-
vision that may fail to meet the families’ requirements.’!
Sometimes families were let down when the services failed
to turn up due to a breakdown in communication.’!

Coping post discharge

The immediate difficulties faced by carers were attributed to
the carer being unrealistic about their ability to care and not
accepting the severity of the patient’s functional impairment.'”
Carers did not always continue with hospital discharge
instructions or individual care plans once the patient was
home, which may stem from a lack of understanding of both
post-hospital care and the patient’s condition.*® Carers also
found it difficult to coordinate appointments with transport,
to manage specialist care, or occasionally refused the help
offered.* In one study,'” 18% of patients with dementia were
readmitted to the hospital within 1 month, with much of the
predictive factors being attributed to family carers’ inability
to carry on, eg, the patient needed heavy care, the patient
had problematic behavior, or the carer lacked social support.
Long-term family conflict over care provision may lead to the
person with dementia being admitted into a care home.*” In
measuring levels of stress in carers of people with dementia,
Gage et al* found that this was significantly reduced when
the person they cared for was admitted to residential care.

Dementia-specialist care models

There are some dementia-specialist care models in place, but
the research evidence for these is patchy. Two studies based
on care models and conducted in the USA?*7 offer educa-
tion, information, behavioral management, long-term care
planning, support for the patients with dementia and their
carers, and training of carers. One of these® reported that
the specialized staff leading a tailored care program were in
a position to authorize delayed discharge until appropriate
services were in place at home. Each care package was cus-
tomized to the individual patient and carers’ needs.?*’ The
patient and carer were supported post discharge, eg, carers
were guided by nominated health professionals offering
information; identifying problem areas, symptom manage-
ment, and interventions; and providing linkages for long-term
planning. One program was goal oriented and time limited
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to 6 weeks during the period of transition from hospital to
home,> whereas the other was ongoing from diagnosis and
included time in hospital.’

Discussion of the literature review
Comparing the findings from this review with the UK
reports on hospital discharge of people with dementia, it
is clear that carers have not been involved in the discharge
process as well as they might have been. This is not to say
that there is no good practice across hospitals, but the good
practice is not always reported. The literature review found
four themes of importance to carers: preparation for hospital
discharge, communication between staff and families at
discharge, support services after discharge, and coping
post discharge. Internationally, hospital discharge policies
may differ between countries, but there were some com-
monalities across the literature.

Official reports®* identified a discharge that may be
rushed, unplanned, and without proper liaison with social
services. The research literature found that carers had little
time to prepare for a discharge™ or absorb new information
in order to make critical decisions.!” The experience may have
been better if someone had spent some time with the family,
particularly at this crucial time, when a hasty decision can
lead to long-term institutional care.

It has been reported that a few hospitals have guidelines
for including carers in hospital discharge planning** and
there is a lack of coordinated services to consider the carers’
needs.”” The literature found that hospital discharge planning
is very important to many carers> and that carers are seen as
playing a key role in the patients’ discharge.* However, carers
reported a lack of communication with health professionals,
not being listened to and feeling undervalued as a resource.™
A lack of communication and professional support may
explain the reasons why some carers may not comply with
hospital instructions, care plans, or appointments or refuse
any help offered.*® Hospital discharge is an ideal time to speak
to the patient and family together, to plan for the immediate
future, and to possibly avoid readmission to the hospital.

The psychological well-being of carers of people with
dementia is often reported as poor, and hospital discharge can
be a time of significant change for both the patient and carer
and many families need emotional and practical support.’’
Some specialist services are being developed and have shown
some promising results but are a few in number and differ
in care models.>*

Key messages from this literature review indicate that
little evidence is available: a) for firm conclusions to be

reached about how carers experience hospital discharge when
the patient has dementia; b) to understand why carers report
dissatisfaction with hospital staff and particularly a lack of
communication at discharge even when the hospital might
think they are being person centered; ¢) to know why services
appear to fail families once the patient is back in the com-
munity; and d) to describe why there is discordance between
hospital care plans and carer behavior post discharge. There
may be something to learn from the dementia-specialist care
models described in the two US studies;****” however, much
more research is needed in this complex area. The findings
from this review are limited as there were a few studies
that included the combination of terms: carers, people with
dementia, and hospital discharge. Other terms such as frail
elderly or cognitive impairment might reveal more studies.
Despite the lack of research evidence, the number of reports
compiled on people with dementia as inpatients in acute
hospitals and on leaving the hospital, however, illustrates
the value of examining this topic in more detail. If more
communication and support for carers are all that are needed,
then simple, cost-effective changes may make a major change
to families’ experiences and enable more time at home for
people with dementia.

Where service user involvement
might be meaningful in the

development of the evidence base

There are many forces that are shaping service delivery in
health care, not only policies and budgets but also the needs
and wishes of patients and their families. An Australian
study®' recommended that a comprehensive discharge plan
should be in place that includes the carer as a partner in
care and offers a person-centered approach to the patients’
unique circumstances. Oyebode® also championed the
idea of carers as partners in mental health services where
the partnership can be described as on a continuum from
a point where the focus of services lies solely with the
patient’s needs to a shared partnership consisting of
patient, carer, and services working toward shared goals.
However, families and those with dementia may not have
the time or energy to make their argument heard, although
many will participate in research studies in the hope that
it will make a difference to others in the same situation.
Involving service users in health research has already been
shown to gain fresh insights, and it was reported that, as
lay coresearchers, deeper and more insightful data were
collected, rapport was improved with participants, and
trust was gained between research and communities, all of
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which have helped with the success of research studies.®
Service users as coresearchers may reach those who would
not ordinarily participate in empirical studies and may
be helpful in expanding our knowledge in areas where
research evidence is poor, such as where data are difficult
to obtain, eg, where patients and carers are too involved
in trying to cope with post-hospitalization recovery and
negotiating social care.

Conclusion

Family carers are vital to the ongoing recovery of the patient
who has dementia and in the prevention of unnecessary
readmission to hospital or premature admission to long-term
care. The literature review has highlighted several problem
areas that lack research evidence. Gathering evidence from
those directly involved, particularly those experiencing
hospital discharge and care services, is key to developing
services that are not only personalized but also give control
to families to organize their lives as they want to. However,
important, information may not be divulged by families to
researchers, whose academic world seems miles apart from
theirs, or they refuse to participate, and we are missing this
evidence that may contribute to improving services. Service
users who have similar experiences may be able to access
hard to reach participants, may be able to ask different but
more pertinent questions, and offer personal insights that
may be missed by professionals or academic researchers
when developing a research study, collecting data, analyz-
ing data, and disseminating research findings. Service user
involvement in health research has the potential to contribute
a unique understanding to the development of the evidence
base, which is relevant to those receiving services and is
relevant to those providing the services.
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