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Abstract

Background: People with dementia and their caregivers often lack equitable access to hospice care which is a concern internationally.
Domains of best practice in palliative care for this population exist and hospices are urged to become dementia friendly.

Aim: This study aimed to evaluate the model of ‘Hospice Enabled Dementia Partnership’ mapped to international domains of best
practice.

Design: Three-phased monitoring, group interview and individual interview study using a formative evaluation framework.
Setting/Participants: The partnership model was a collaboration between a large specialist palliative care hospice, a dementia charity
and a Health Care Trust in the United Kingdom. Service documents were subjected to documentary review of monitoring activity
and key indicators of service success. Group interviews and individual interviews took place with family carers (n = 12), health care
professionals involved in delivering the service (n=32) and senior professionals (n=>5) responsible for service commissioning in
palliative or dementia care.

Results: One hundred people with dementia were referred to the service between May 2016 and December 2017. Thirty-eight of the
42 people who died, achieved their preferred place of care and died at home. Four themes were derived from the data ‘Impact of
Dementia’, ‘Value of the Service’, ‘Information and Learning Needs’ and ‘Working in Partnership’.

Conclusions: Positive outcomes resulted from this best practice model; achievement of preferred place of care and death at home,
dual benefits of therapies for patients and families and partnership in cross working and learning between services. Replication of this
model should be considered internationally.

Keywords
Hospice, dementia, caregivers, interview, focus groups

Key statements

What is already known about the topic?

e Concerns have been highlighted across the globe around unmet needs at the end of life of people with dementia and
their caregivers

e Although positive outcomes from access to hospice care for people with dementia and their caregivers are evidenced
there is also evidence that access to hospice care is suboptimal.
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for this population and their caregivers.

What this article adds?

building design, signage, lighting and colour contrast.

Implications for practice, theory or policy?

e International (EAPC) domains of best practice in palliative care of people with dementia exist to guide services in caring

e This study presents a model of palliative care for people with dementia and their caregivers, mapped to internationally
agreed-upon domains of optimal palliative care for this population. This provides outcomes such as achievement of
preferred place of care and death at home and dual benefits of therapies for patients and family carers.

e The study provides insights into the delivery of a dementia friendly partnership across hospice and community settings,
which reflects the WHO ethos of age-friendly initiatives. A reciprocal partnership relationship in cross working and
learning between services who lack a history of working together has been generated.

e Thisis an evidence-based example and framework for use internationally by other services wishing to implement such
dementia-friendly initiatives. This would require consideration of dementia awareness and dementia palliative care
training for staff, creation of new working service partnerships and possible adaptations to the environment such as

e The study also promotes the concept of a public health model for palliative and dementia care
e Given these experiences and given the international relevance and incidence of dementia globally, this partnership

model of palliative care for people with dementia should be replicated

Introduction

Dementia is recognised as a major health issue. Globally
55 million people have this condition, which is projected
to increase to 139 million by 2050.1 Dementia is an incur-
able condition progressively limiting the lives of those
diagnosed.?3 The concept of dementia- friendly has origi-
nated to promote age-friendly communities,* with various
initiatives® such as dementia awareness training, and con-
sideration of the building design and architecture-.57 This
refers to the physical and social environment promoting
inclusion, acceptance and access for people living with
dementia and family caregivers.”-10

Internationally palliative care is recognised as relevant
to people with dementia.'* Concerns exist around unmet
end-of-life care needs for people with dementia and fam-
ily caregivers'>14 and healthcare needs to be tailored to
their needs. Many dementia- friendly initiatives have
focussed on acute care, yet the condition is incurable, and
end- of- life care is sub-optimal.1>16

Across the world, a number of different models of hos-
pice and specialist palliative care exist.}” These caninclude
hospice and specialist palliative care teams providing care
to in-patients and outpatients in hospice or hospital, and
to those in day care, community, and nursing home set-
tings.'” Internationally hospice care is infrequently
accessed by people with dementia and family caregiv-
ers, 121819 put studies from America show an increased
number of this population are being referred to hospice
care.?0-23 Hospice care can create desirable outcomes
such as achievement of preferred place of care and death
and caregivers reporting positive experiences of care.?4-26

This is important given that family caregivers often pro-
vide most of the care to their loved one but may feel
unequipped.27-30

Models of specialised palliative care input for peo-
ple with advanced dementia, in the Netherlands,
included a palliative care unit delivering specialised
care to those with advanced dementia in a nursing
home3! Studies in hospices in New Zealand, America
and United Kingdom have developed end-of-life care
for people with dementia using educational approaches
for staff32-34 whilst one initiated a hospice and demen-
tia charity partnership.3*

The concept of Hospice Enabled Dementia Care has
been promoted in the United Kingdom?® and also at a
wider European level.1%1% Central to this concept are
building new skills, establishing new service partner-
ships and creativity in the provision of care to meet the
needs of people with dementia.l® Hospice Enabled
Dementia Care!® promotes and resonates with the
European Association for Palliative Care international
domains of evidenced best practice in dementia care.!!
Eleven care domains were recommended which services
should address. Previous studies have developed care
relevant to a small number of these domains such as
staff education.32-34

Against this backdrop, of unmet needs of people with
dementia at end of life, a Hospice Enabled Dementia
Partnership, specifically mapped to the eleven interna-
tional domains of best practice!! has been implemented
in the United Kingdom. This partnership exists between a
large specialist palliative care hospice, a leading United
Kingdom dementia charity (providing advice, support and
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resources to people with dementia and their carers) and
community services in palliative and dementia care within
a Health Care Trust. This project, as an intervention, is
described using the TIDieR Checklist3® recognised as appli-
cable across all evaluative study designs (Supplemental
Appendix 1). The Hospice Enabled Dementia Partnership
offered: Holistic assessment and care of the person with
dementia and family carers, and assessment and manage-
ment of symptoms, behaviours and the environment. This
was provided through partnership working between pal-
liative care and mental health/ dementia services in a
Dementia- Friendly Hospice or in the person’s home. Staff
had developed enhanced knowledge and skills in demen-
tia palliative care.?

Aim

This study aimed to evaluate the model of Hospice
Enabled Dementia Partnership, mapped to international
domains of best practice, between a large specialist pallia-

tive care hospice, a United Kingdom dementia charity and
a Health Care Trust.

Methods
Design

This study used a three-phase, formative evaluation
framework to identify influences and study the com-
plexity of the implementation3® of a novel Hospice
Enabled Dementia Partnership model of care. The three
phases are shown in Figure 1. Phase 1 involved docu-
mentary analysis of clinical records of people with
dementia referred to the project. Semi-structured indi-
vidual, face-to-face interviews took place in Phase 2
with family carers of those referred. In Phase 3 health
care professionals involved with the project took part in
focus group interviews and some requested an individ-
ual or telephone interview. Phase 3 also involved tele-
phone interviews with senior professionals responsible
for service commissioning in palliative or dementia
care. A qualitative approach was included in this study
to obtain rich data, through focus groups and inter-
views, around participants’ experiences and percep-
tions of the Hospice Enabled Dementia Partnership.
Consolidating criteria for reporting qualitative research
(COREQ) guidelines3” were used.

Population

The population under study were patients and their fam-
ily carers referred to the Hospice Enabled Dementia
Partnership, health care professionals who were involved
in the project and senior professionals regionally respon-
sible for service commissioning in palliative or dementia
care.

Criteria. Inclusion criteria for individual, face-to-face
interviews with family carers were that they:

e Were 18 years old or over

e Had been or were caring for a family member with
dementia referred to the Hospice Enabled
Dementia Partnership project

o They were excluded if they had experienced a recent
bereavement within the previous 3 months383°

Inclusion Criteria for focus groups with health care pro-
fessionals were that they:

e Had cared for people with dementia within the
Hospice Enabled Dementia Partnership Project

Inclusion criteria for individual telephone interviews
with service commissioners were that they:

e Were senior professionals responsible for service
commissioning in palliative care or dementia care

All participants provided written informed consent.

Setting

This study took place within a partnership of a large spe-
cialist palliative care hospice, a Dementia Charity and a
Health Care Trust. Interviews with family carers took place
either in the Dementia Day Hospice or their own home. A
private room at the hospice was used for focus groups and
interviews with health care professionals. Telephone
interviews with service commissioners took place in a pri-
vate room at the University.

Recruitment and data collection

Purposive sampling was used with all participants who
met the inclusion criteria.

Phase 1. The project clinical lead of the Hospice
Enabled Dementia Partnership provided anonymised data
from clinical records of each person with dementia
referred to the project during May 2016—December 2017.
This determined nature of referrals, age range, length of
time in care, place of care and death. Patient outcomes
collected included; recorded advance care planning dis-
cussions, expressed advance care planning preferences,
achievement of preferred place of care and death, num-
ber of best interest decisions,*® number of unscheduled
hospital admissions and record of anticipatory prescribing
for out of hours care.

For Phases 2 and 3, a letter about the study was for-
warded to potential participants by the project clinical
lead. Those interested contacted the Principal Investigator
of the study directly and were forwarded an informa-
tion and recruitment pack. All were eligible and
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Phase 1: Documentary Analysis of Clinical Records of People Referred to the Project — May 2016—Dec 2017 (n=100)
Phases 2 and 3 were completed during Aug 2017 to Feb 2018
Phase 3- .
Phase 2- Phase 3 (Continued)
Health Care . .
Family Carers (12) Professionals (32)- Senior Professionals
Individual Sem.i- Focus Groups x 6 (28), V‘ého we're.Serwce
structured Interviews Tl e - o:mlsTloner§—
(1), Telephone elep! one5 nterviews
Interviews (3) (5)
AIM

The objectives of this study were to:

care
(Phase 1)

with dementia
(Phase 2)

(Phase 3)

(Phase 3)

(Phase 2 and 3)

This study aimed to evaluate the model of partnership, mapped to international domains of best practice, between a large specialist palliative
care hospice provider, a United Kingdom dementia charity and a Health Care Trust.

1.  Determine the demographics of people referred, the number of referrals and other key indicators of success in this model of hospice

2. Explore family carers’ experiences of this model of hospice care and the perceived effect on their life and that of their family member

3. Establish the perceptions of health and care professionals in the delivery of this partnership model of hospice care

4. Assess the perspectives of service commissioners in relation to the future development of this model of hospice care

5.  Generate key recommendations to inform policy, service development and education in this area of care

Figure 1. Three phases of the study.

interviews took place at an arranged place, date and
time following receipt of a signed consent form.
Interviews and focus group guides, containing broad
questions and prompts, were informed by the interna-
tional domains of best practice for palliative care of
people with dementiall (Supplemental Appendix 2).
They lasted for 40-80 min and all participants were
provided with information on support and counselling
services.

Semi-structured, face-to-face interviews took place in
Phase 2 with 12 family carers of those referred. Nine were
interviewed in a private room within the Dementia Day
Hospice and three at home. At the time of data collection
none of the patients referred to the project had capacity
to consent nor to be interviewed. In Phase 3, health care
professionals involved with the Project took part in six
focus group interviews (n=28), at their request three

participants, unable to attend the focus group, took part
in individual telephone interviews and one other in a face-
to-face interview.

Phase 3 also involved five individual telephone inter-
views with senior professionals regionally responsible
for service commissioning in palliative or dementia care.
Twelve were invited to take part in a telephone inter-
view, but only five responded. Data Collection for Phases
2-3 took place between August 2017 and February 2018.

Data analysis

Quantitative data (Phase 1) were analysed using descriptive
statistics. Qualitative data (Phases 2 and 3) were subjected
to thematic analysis by DMcL, FH, JR and LR, using a recog-
nised six-step framework (familiarisation, coding, generat-
ing themes, reviewing themes, defining and naming
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Table 1. Nature of referrals (n = 100).

Table 2. Characteristics of patients (n = 100).

Main reason for referral Number Demographics

Care in last days of life n=41(41%) Gender

Holistic assessment n=24(24%) Women n =55 (55%)
Pain and symptom assessment and n=28(28%) Men n =45 (45%)
management Ethnic origin All White
Carer support n==6(6%) Age Mean (SD) 82 (9)
Respite care n=1(1%) [Range], years [49-100]

Total n =100 (100%) Dementia Diagnosis Number and %

themes, writing up).*! Transcripts were independently ana-
lysed by three other team members (KB, CS and JS) and
themes agreed on discussion.

Ethical considerations

Ethical approval was obtained from NHS Research Ethics
Committee Reference Number: 17/55/0024 in April 2017.

Results

Phase 1: Analysis of clinical records of
people referred to the project

One hundred people with dementia were referred to the
project from May 2016 to December 2017. All but seven
(7%), referred for caregiver support or respite care, were
referred for either end-of-life care (n =41, 41%) or holistic
symptom assessment and management (n=52, 52%)
(Table 1). Patient characteristics are shown in Table 2. Of 82
people (82%) with a single dementia type specified, 65
(65%) had Alzheimer’s disease (Table 2). One quarter of
people referred (n =25, 25%) did not have any recorded
co-morbidity.

Forty-two people with dementia (42%) died during
this timeframe, 38 (38%) at home and four (4%) in hospi-
tal admitted there from their own home. The median
length of time these 42 people were cared for was
22 days. Family caregivers reported preferred place of
care and death as achieved for all 38 (38%) people who
died at home. Advance care planning took place with 22
people with dementia (22%) and preference outcomes
recorded. Anticipatory prescribing for out of hours care
took place with the majority of people referred (n =96,
96%).

Phases 2 and 3: Interviews and focus groups
on experiences of the project

Table 3 shows the demographics of interviewees. They were
predominantly women and all white ethnicity. Professionals
were representative of the inter-disciplinary team, in both
palliative care (n=27) and mental health (n =5). Four core
combined themes were derived from the data: ‘Impact of
Dementia’, ‘Value of the Service’, ‘Information and Learning
Needs’ and ‘Working in Partnership’.

Alzheimer’s disease
Probable Alzheimer’s disease
Vascular dementia

n=24(24%)
n=41(41%)
n=11(11%)

Mixed aetiology dementia n=28(8%)
Lewy body dementia n=4(4%)
Parkinson’s dementia n=1(1%)
Frontotemporal dementia n=1(1%)

Unspecified dementia n=10(10%)

Co-morbidity Number and %
Cardiac disease n=19 (19%)
Cancer n =15 (15%)
Glaucoma n=1(1%)
Parkinson’s disease n=4(4%)
Chronic kidney disease n=2(2%)
Depression n=2(2%)
Osteoarthritis n=9(9%)
Osteoporosis n=2(2%)
Chronic obstructive pulmonary disease n=3(3%)
Type 2 Diabetes mellitus n=4(4%)
Cerebral vascular accident n=3(3%)
Diverticular disease n=2(2%)
Peptic ulcer n=1(1%)
Pulmonary fibrosis n=2(2%)
Fibromyalgia n=2(2%)
Asthma n=3(3%)
Pernicious anaemia n=1(1%)
No recorded co-morbidities n=25(25%)

Impact of dementia

Across the data, the reported impact of dementia on the
person, family and daily living was apparent and relevant
to the support and help which the Hospice Enabled
Dementia Partnership offered. (Supplemental Appendix 1)

‘He can be very aggressive. He did attack me one night. | had
to ring my family at 3.30 in the morning screaming and crying
‘Come and help me’ (Family Carer, 8).

There was a range of symptoms which health profes-
sionals had observed and which required assessment and
management:

‘The big ones that we would see would be restlessness,
agitation and depression is a big co-morbid problem with
dementia. . .other ones that we get referred to us-
aggression, physical and verbal aggression’ (Health care
professional 31).
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Table 3. Demographics of family carers, health care
professionals and service commissioners.

Family carers (n=12)

Gender

Age range in years

Ethnic origin
Caring role

Health care
professionals (n = 32)
Gender

Age range in years

Ethnic origin
Professional role

Time in current
professional role
Service commissioners
(n=5)

Gender

Age range in years
Ethnic origin

Time in current
professional role

Women
Men
41-50
51-60
61-70
Over 70
White
Full-Time

Women

Men

20-29

30-39

40-49

50-59

60-69

White
Nursing
Medicine
Social Worker
Physiotherapist
Occupational
Therapy
Chaplaincy
Other

Women
Men
41-50
51-60
61-70
White

n=11(92%)
n=1(8%)
n=4(33%)
n=2(17%)
n=3(25%)
n=3(25%)

n =12 (100%)

Ranged from 1 to

15 years

n =29 (91%)
n=3(9%)
n=2(6%)
n=6(19%)

n=11(34%)
n=7(22%)
n=6(19%)

n =32 (100%)

n =18 (56%)
n=3(9%)
n=2(6%)
n=2(6%)
n=3(9%)

n=1(3%)
n=3(9%)
(Complementary
Therapy &

Dementia Support

Workers)

Ranged from 1 to

15 years

n=3(60%)
n=2(40%)
n=1(20%)
n =3 (60%)
n=1(20%)
n =5 (100%)

Ranged from 1 to

10 years

Pain as a symptom could be underdiagnosed:

‘Most of the patients referred, | would say about 85%, have
had some aspect of pain even if that hasn’t been on the
referral sheet, because pain would be one of the most
underdiagnosed symptoms that somebody with dementia
has. . .not understanding that what they feel is pain. .

being able to express it’ (Health care professional 29)

In addition to carer burden support for family carers
was required in coping with the loss of the person they

had known:

.not

As the illness progresses you start to lose sight of the person
that they once were. | would sometimes say. . .it robs the
sufferer of their memories; it also robs the carers, because | try
to get old photographs out, but | can only remember X as X now.
I find it very difficult to remember the old X’ (Family Carer 6).

Value of the service

The Dementia Friendly Day Hospice, compared to other day
care, was perceived unique in offering dual holistic support
and therapies to both the person and family caregivers.

‘We have an aromatherapist here-the carers get
aromatherapy as well which is lovely. . . and each week one
of the staff nurses will come along and invite me in to have
a little chat and see if there is any deterioration in X’s
condition or if there is anything that they could do to
help. . .then they would inform the appropriate service. . .
honestly, they’re brilliant’ (Family Carer 1)

Key outcomes for family caregivers were peer support,
being with others and socialisation. This peer support net-
work helped in sharing concerns, problems and fears and
provided insights into the care journey. It was a safe place
and they appreciated emotional support from staff:

‘It’s a wonderful service (Day Hospice) you don’t think the
staff are watching, but they are and they can see when
someone is upset, the staff they’ll put their arm around you
so they’re making you feel like a person (Family Carer, 6).

Positive feedback was also echoed by professionals
who referred people to the Hospice Enabled Dementia
Partnership:

‘I think it’s been a very positive project. . . the feedback | get
from patients and their relatives. The Day Hospice. . .the
patients and carers that | know who go to that . . .they absolutely
love it, not only from the patient’s point of view, but the carers
get so much out of it as well’ (Health care professional 31)

Some family caregivers found it difficult seeing other
people with dementia, but valued observing their family
members engaging with therapy and receiving stimulation:

‘Quite a lot of it is music and music is good for the brain and |
can see X coming out of himself and taking part and doing
physical movements in time with the music and really taking
an interest in what’s happening’ (Family Caregiver 1)

Similarly, professionals observed the benefits of thera-
pies in linking with the person with dementia thus seeing
the person behind the illness.

‘Creative therapy . . .it’s mainly to stimulate them and see
where they feel comfortable . . .bring them together and do
a one-to-one session as well because Creative Therapy can
bring them out of the dementia and see the person for who
they are’ (Health care professional 2.
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It was also apparent that the service placed emphasis
on providing person centred care:

‘Even though someone’s got dementia, it’s like a label, but
they’re still a human being. . .Your still the person. . .l don’t
think us as a team, we don’t look at any of our patients
as. . .the condition. . .it’s the person first’ (Health care
professional 1).

Family caregivers valued the person with dementia
being accepted and felt this addressed isolation:

‘Now x comes from a big extended family and they sort of
avoid him. It’s just been so isolating. . . every so often he’ll
sing a couple of words and then he’ll look around him.
Everybody (Day Hospice) just accepts them because
everybody is in the same position’ (Family Caregiver 9)

Family caregivers reported positive experiences of home
visits and telephone contact in providing emotional support
and advice, thus reducing isolation and in use of therapies
for symptom and behavioural management and comfort:

‘X comes out and she does Mummy, her feet and all the oils to
help her breathe and it’s fantastic. Mummy loves it and she
plays her music and Mummy just lights up when she comes.
The oils they’re lovely and they soothe her because she gets
lovely wee sleeps after it” (Family Carer 11).

Professionals and Service Commissioners highlighted
the need for the project to be available to people with
dementia over a wider geographical region to ensure
equity of service access.

Information and learning needs

All participants understood palliative care and the project
highlighted the applicability of palliative care to non-malig-
nant disease. Most family caregivers had self-sought infor-
mation from the internet. Several had completed a
Dementia Charity’s Informal Carer Course and read their
leaflets and some identified their own learning needs
around the dementia disease and advance care planning.

Professionals perceived the practical management of
people with dementia to be a learning need for family car-
egivers. All family caregivers perceived staff to be compe-
tent and skilled. Staff attended a Dementia Awareness
Day or completed a Certificate Course in Holistic Dementia
Care. They identified a number of other specific training
areas: education of primary care teams for early identifi-
cation of people with dementia; recognition of dementia
as a palliative care condition; timely advance care plan-
ning and behavioural assessment and management. A key
area of learning was identified:

‘One of the successes. . .the legacy that’s left behind is that
there’s an understanding about palliative care within the
mental health teams and there’s an understanding about

mental health dementia care within the palliative care
teams and to me that’s been very good’ (Health care
professional 29)

Collaborative working generating shared learning and
expertise between services was valued:

‘I know some of the psychiatric nurses would have said . . .
they would be familiar with recognising somebody’s
behaviour and when it’s deteriorating into moderate to
severe dementia, but they wouldn’t always recognise
palliative signs, whereas the palliative nurses would have
said we can recognise the palliative signs, but we wouldn’t
know the dementia signs’ (Service Commissioner 1)

A public health approach about dementia and rele-
vance of palliative care was suggested. Participants pro-
posed education to disseminate knowledge and skills
from the project. This included screening and identifying
training needs,*? clinical placements across both services,
recognised courses on palliative care and dementia and
other modes of education.*?

Working in partnership

Family caregivers reported that staff included them in
decision-making and care planning. They had observed
partnership between staff where different uniforms and
badges were worn. There was a professional consensus
on the importance of partnership between mental health
and palliative care services. Developing good relation-
ships was pivotal to the success of the project:

‘The first year of the project, building those relationships was
probably one of the most important things. . .there was a genuine
willingness for each world of mental health and palliative care,
wanting to get this right for this patient population. | think if it
wasn’t for the project’s creation, we wouldn’t have the partnerships
now that we have and we didn’t have at the beginning of the
project’ (Health care professional 16)

A reciprocal partnership relationship in cross working
between mental health and palliative care services was
generated by the project:

‘I think this project has been really invaluable in promoting
the partnerships between ourselves and palliative care.
People | have been worried about have been referred through
and the project have been very, very quick to pick them up.
Even just building personal relationships with people out of
the hospice, it’s been very helpful and very positive. They
know they can pick up the ‘phone and ring me if they want
advice about something’ (Health care professional 31)

Professionals recognised challenges and enablers to
partnership working. Perceived challenges were time and
role ambiguity whilst enablers were mutual respect for
roles and ability to work as a team. Table 4 shows findings
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Table 5. Key Findings of the study.

Phase 1.

Phase 2 and Phase 3 (4 Core Themes)

Impact Of Dementia

e Undiagnosed Pain

e Aggression, agitation, depression and restlessness

100 people with Dementia were referred to the project May 2016—December 2017

42 people (42%) died during the project (38 died at home and 4 in Hospital)

Family carers reported that preferred place of care and death was achieved for all 38 people (38%) who died at home
Advance care planning took place with 22 people (22%) with dementia and preference outcomes were recorded
Anticipatory prescribing for out of hours care took place with the majority of people referred

e Family carer burden and experience of loss (All of the above are relevant to services offered by Hospice Enabled Dementia

Partnership)
Value of the Service

Peer support for family carers at Day Hospice
Emotional support from staff

Benefits of therapies for family carers

Person centred care

Patient isolation addressed

Symptom and behavioural assessment and management
Information and Learning Needs

All participants understood palliative care

Family carers perceived staff to be competent and skilled
Staff identified other professional training needs

Some family carers had training on dementia care

Family carer learning needs were identified

Working in Partnership

Dual holistic support and therapies to the person and family carers

Benefits of therapies for patient observed by staff and family carers

Project highlighted applicability of palliative care to non-malignant disease

Collaborative working generated shared learning and expertise between services
A Public Health Approach was promoted to raise awareness of palliative care and dementia
Modes of education were identified to disseminate knowledge from the Project

e Family carers reported that staff included them in decision making and care planning
e Shared decision making and care planning enabled family carers to be partners in care with prior knowledge of the person with

dementia

e Areciprocal, partnership relationship in cross working between mental health and palliative care services was generated and

promoted by the project

mapped to the International Domains of Best Practice for
people with dementia The Key Findings of the study can
be seen in Table 5.

Discussion

This study sought to evaluate a model of Hospice Enabled
Dementia Partnership, mapped to international domains
of best practice.! A novel framework is presented, inte-
grating the care of people with dementia and family car-
ers within a hospice environment showing positive
outcomes and impact, learning and development and
broadening of networks for staff.

Impact of dementia

Those referred had a range of dementia diagnoses and for
some a co-morbidity. The range of symptoms, and impact
of dementia on the person and family resonates with

studies internationally444-46 and shows the relevance of
the Hospice Enabled Dementia Partnership to this popula-
tion and family carers. The impact and carer burden,
reported by professionals, was similar to that documented
across the world.*”=*° Family caregivers were dealing with
anticipatory grief due to the loss of the person as they
knew him or her.>® They recognised a need to develop
inner strength and sought to become resilient in their
role.5!

Value of the service

All participants recognised the value of this service
model. Family caregivers perceived a uniqueness about
the Dementia-Friendly Day Hospice due to the dual
holistic assessment, support and therapies for them
and their family member. This weekly dual support was
lacking within other Day Care facilities. Family
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caregivers accessed peer support and witnessed their
loved ones responding positively to therapies. A sense
of belonging and acceptance was perceived to help
address isolation®? as the person participated in thera-
pies or were assisted by staff. The benefits of this ser-
vice were also apparent at home for those too unwell
to attend Day Hospice.

Professionals showed enthusiasm and commitment to
this new service. It enhanced job satisfaction by empower-
ing them with skills and knowledge to assess and provide
end-of-life care as services worked together in a joined-up
care pathway. In addition to the dual benefits of therapies
the project achieved a number of positive recorded out-
comes such as achievement of preferred place of care for
all 38 people who died during the project and anticipatory
prescribing for out of hours care with the majority of peo-
ple. The Clinical Lead of the service facilitated advance care
planning with almost one quarter of people referred.
Outcomes included power of attorney, right to refuse treat-
ment and preferred place of care and death. The remainder
of those referred to the project lacked capacity to take part
in advance care planning and if required, best interest dis-
cussions took place. Earlier introduction of advance plan-
ning conversations in primary care, or with dementia
services following diagnosis could have promoted more
advance care planning taking place.53

Information and learning needs

Both family carers and professionals reported unmet
learning needs, most of which were identified and
addressed through carer and professional education.
Family carer unmet learning needs were similar to those
within international literature.27-30 It is recognised that
family carer’ information and education are an important
supportive intervention.>* Family carers also believed
they were learning from their practical experience of car-
ing for someone with dementia and had a desire to
develop their preparedness in this role. They recognised
learning needs in advance care planning resonating with a
randomised controlled trial, which found that advance
care planning can reduce uncertainty in decision making
for informal carers of people with dementia.>> All family
carers perceived staff to have a good level of prepared-
ness in knowledge and skills, whilst staff perceived they
lacked competencies and identified areas for training. Key
to professional education was thought to be the fusion of
knowledge and skills from collaboration between pallia-
tive and mental health services. A wider Public Health
Approach was proposed by participants to promote the
concept of palliative care for people with dementia.>¢

Working in partnership. Collaborative practice across ser-
vices has had a global empbhasis,*’involving ‘sharing’,
‘working together’ and ‘role awareness’.>® Although

mental health and palliative care services lack a history of
working collaboratively, partnership working, and rela-
tionship building was generated. Time invested in early
discussions and joint service planning were key to this
result. This centrality of partnership working between ser-
vices was a thread throughout the data and enabled inte-
grative coordination of care. Core to person centredness
service users were at the heart of this partnership.59.60
Shared decision-making and care planning enabled family
carers to be partners in care with prior knowledge of the
person with dementia.®%6! |dentified enablers and chal-
lenges to collaborative working resonate with a best
practice model for partnership practice between pallia-
tive care and intellectual disability services,® in relation to
fusion of knowledge and skills, robust assessment, care
planning and maintenance of place of care.5°

Strengths and weaknesses of the study

This study’s strength is the integration of views from the
interdisciplinary care team, and family carers, enabling a
broad spectrum of insights. Limitations are possible
female gender bias and, lack of information on hospital
admissions out of hours. The study involved healthcare
systems in one region of the United Kingdom which may
vary internationally.

What this study adds. This study provides novel insights
into the delivery of a dementia- friendly partnership
across hospice and community settings, the practicalities,
and outcomes of delivering the service and the untapped
potential such services have in ensuring that the person
with dementia and carers are placed at the centre. Whilst
the evaluation of this model provides initial evidence,
more longitudinal studies on effectiveness and implemen-
tation are required.

Conclusion

This study sought to evaluate a model of partnership,
based on international domains of best practice, between
a large specialist palliative care hospice provider, a demen-
tia charity and a Health Care Trust. Positive outcomes and
impact resulted, such as achievement of preferred place
of care and death at home, dual benefits of therapies for
patients and families and partnership in cross working
and learning between services. This model should be rep-
licated given the international relevance and incidence of
dementia globally.

Acknowledgements

The authors appreciate greatly the valuable contribution and
perspectives of the family carers and health care professionals
from palliative care and mental health/dementia services. All
authors made substantial contribution to the study conception,
design and development of data collection tools. Acquisition of



12

Palliative Medicine 00(0)

data was undertaken by DMcL, FH, JR and JB. Data were inde-
pendently analysed and interpreted by DMcL, FH, JR., KB., LR.,
CS. and JS. DMcL drafted the article and all authors revised it
critically for important intellectual content and all made final
approval of the version to be published.

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The author(s) disclosed receipt of the following financial support
for the research, authorship, and/or publication of this article:
This study was supported by Atlantic Philanthropies and
Northern Ireland Hospice.

Research ethics

Ethical approval was obtained from the NHS Research Ethics
Committee Reference Number: 17/55/0024 in April 2017

ORCID iDs
Dorry McLaughlin https://orcid.org/0000-0002-2889-9842
https://orcid.org/0000-0002-8200-9732
https://orcid.org/0000-0001-5820-862X

https://orcid.org/0000-0002-9063-

Felicity Hasson
Joanne Reid

Jenny T. van der Steen
7501

Supplemental material

Supplemental material for this article is available online.

References

1. World Health Organisation. Dementia: Key Facts. https://
www.who.int/news-room/fact-sheets/detail/dementia
(2921, accessed 27 June 2022).

2. Mclaughlin D, Brazil K and Carter G. Dementia in palliative
care: a new era for the hospice. Int J Palliat Nur2015 2015;
21(8): 369-370.

3. Livingston G, Huntley J, Sommerlad A, et al. Dementia
prevention, intervention and care: 2020 report of the
Lancet commission. Lancet Commiss 2020; 396(10248):
413-446.

4. World Health Organisation. Global age-friendly cities a
guide: Geneva: World Health Organisation. https://apps.
who.int/iris/handle/10665/43755 (2007, accessed 28th
June 2022).

5. Buckner S, Pope D, Mattocks C, et al. Developing age-
friendly cities: an evidence-based evaluation tool.
Population Ageing 2019; 12: 203-223.

6. Dementia Services Development Centre. Iris Murdock
Building. Universty of Stirling. Stirling, Scotland. FK9 4LA.

7. Mitchell L, Burton E and Raman S. Dementia-friendly cities:
designing intelligible neighbourhoods for life. J Urban Des
2004; 9: 89-101.

8. CramptonJ, DeanJand Eley R; AESOP Consortium. Creating
a dementia-friendly York: Joseph Rowntree Foundation. jrf.
org.uk (2012, accessed 28 June 2022).

10.

11.

12.

13.

14.

15.

16.

17.

19.

20.

21.

22.

23.

24,

Department of Health. Prime Minister’s challenge on
dementia: Delivering major improvements in dementia care
and research. London: DH. https://www.gov.uk/govern-
ment/publications/prime-ministers-challenge-on-demen-
tia (2012, accessed 31 July 2021).

Mayrhofer A, Goodman C and Holman C. Establishing a
community of practice for dementia champions (Innovative
practice). Dementia 2015; 14: 259-266.

van der Steen JT, Radbruch L, Hertogh CM, et al. White
paper defining optimal palliative care in older people with
dementia: a Delphi study and recommendations from the
European Association for Palliative Care. Palliat Med 2014;
28(3): 197-209.

Lewis LF. Caregivers’ experiences seeking hospice care for
loved ones with dementia. Qual Health Res 2014; 24(9):
1221-1231.

Marie Curie and Alzheimer’s Society. Living and dying
with dementia in England: barriers to care. https://www.
mariecurie.org.uk/globalassets/media/documents/policy/
policy-publications/december-2014/dementia-report.
pdf(2014, accessed 31 July 2021).

Dempsey L, Dowling M, Larkin P, et al. The unmet pallia-
tive care needs of those dying with dementia. J Palliat Nurs
2015; 21(3): 126-133.

Waller S and Masterson A. Designing dementia-friendly
hospital environments. Future Hospital Journal 2015; 2(1):
63-68.

Handley M, Bunn F and Goodman C. Dementia-friendly
interventions to improve the care of people living with
dementia admitted to hospitals: a realist review. BMJ Open
2017; 7: e015257.

Payne S, Harding A, Williams T, et al. Revised recom-
mendations on standards and norms for palliative care
in Europe from the European Association for Palliative
Care (EAPC): A Delphi Study. Palliat Med 2022; 36(4):
680-697.

Epstein-Lubow G, Fulton AT, Marino LJ, et al. Hospice refer-
ral after inpatient psychiatric treatment of individuals with
advanced dementia from a nursing home. Am J Hosp Palliat
Care 2015; 32(4): 437-439.

Hospice UK. Hospice enabled dementia care. http://tinyurl.
com/q3rtxa2 (2015, accessed 31 July 2021).

Ankuda CK, Mitchell SL, Gozalo P, et al. Association of
Physician Specialty with hospice referral for hospitalized
nursing home patients with advanced dementia. J Am
Geriatr Soc 2017; 65(8): 1784-1788.

US National Hospice and Palliative Care Organisation
https://www.nhpco.org/hospice-care-overview/hospice-
facts-figures/ (2021, accessed 28 June 2022).

De Vleminck A, Morrison RS, Meier DE, et al. Hospice care
for patients with dementia in the United States: a lon-
gitudinal cohort study. J Am Med Dir Assoc 2018; 19(7):
633-638.

Cross SH, Kaufman BG and Warraich H. Trends and factors
associated with place of death among individuals with car-
diovascular disease in the United States. Innovation Ageing
2019; 3: S132-S3.

Shega JW, Hougham GW, Stocking CB, et al. Patients dying
with dementia: experience at the end of life and impact of
hospice care. J Pain Symptom Manag 2008; 35(5): 499-507.
2008.


https://orcid.org/0000-0002-2889-9842
https://orcid.org/0000-0002-8200-9732
https://orcid.org/0000-0001-5820-862X
https://orcid.org/0000-0002-9063-7501
https://orcid.org/0000-0002-9063-7501
https://www.who.int/news-room/fact-sheets/detail/dementia
https://www.who.int/news-room/fact-sheets/detail/dementia
https://apps.who.int/iris/handle/10665/43755
https://apps.who.int/iris/handle/10665/43755
https://www.gov.uk/government/publications/prime-ministers-challenge-on-dementia
https://www.gov.uk/government/publications/prime-ministers-challenge-on-dementia
https://www.gov.uk/government/publications/prime-ministers-challenge-on-dementia
https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/december-2014/dementia-report.pdf
https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/december-2014/dementia-report.pdf
https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/december-2014/dementia-report.pdf
https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/december-2014/dementia-report.pdf
http://tinyurl.com/q3rtxa2
http://tinyurl.com/q3rtxa2
https://www.nhpco.org/hospice-care-overview/hospice-facts-figures/
https://www.nhpco.org/hospice-care-overview/hospice-facts-figures/

McLaughlin et al.

13

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.
41.
42.

43.

Teno JM, Gozalo PL, Lee IC, et al. Does hospice improve
quality of care for persons dying from dementia? J Am
Geriatr Soc 2011; 59(8): 1531-1536.

Jones BW. Critically appraised topic: the effect of hospice
care in patients with dementia. Am J Hosp Palliat Care
2013; 30(6): 590-593.

Payne S and EAPC Taskforce on Family Carers. White paper
on improving support for family carers in palliative care:
part 1. Eur J Palliat Care 2010; 17(5): 238-245.

Carter G, Mclaughlin D, Kernohan WG, et al. The expe-
riences and preparedness of family carers for best
interest decision-making of a relative living with advanced
dementia: a qualitative study. J Adv Nursing 2018; 74(7):
1595-1604.

Kupeli N, Sampson EL, Leavey G, et al. Context, mecha-
nisms and outcomes in end-of-life care for people with
advanced dementia: family carers perspective. BMC Palliat
Care 2019; 18: 87.

McKibben L, Brazil K, Hudson P, et al. Informational needs
of family caregivers of people with intellectual disability
who require palliative care: a two-phase integrative review
of the literature. Int J Palliat Nurs 2019; 25(1): 4-18.

van der Steen JT, Lemos Dekker N, Gijsberts MJHE, et al.
Palliative care for people with dementia in the terminal
phase: a mixed-methods qualitative study to inform service
development. BMC Palliative Care 2017; 16: 28.

Bolton L and Loveard T. Te Kete Marie—the peaceful bas-
ket: an initiative for supporting people with dementia or
delirium. Int J Palliat Nurs 2016; 22: 130-136.

Daniels RA, Torres D and Reeser C. Where words fail, music
speaks: a mixed method study of an evidence-based music
protocol. J Evid Inf Soc Work 2016; 13: 535-551.

Harrop E, Nelson A, Rees H, et al. The challenge path-
way: a mixed methods evaluation of an innovative care
model for the palliative and end-of-life care of people
with dementia (innovative practice). Dementia 2018;
17(2): 252-257.

Hoffmann TC, Glasziou PP, Boutron |, et al. Better report-
ing of interventions: template for intervention description
and replication (TIDieR) checklist and guide. BMJ 2014;
348: g1687.

Stetler CB, Legro MW, Wallace CM, et al. The role of forma-
tive evaluation in implementation research and the QUERI
experience. J Gen Intern Med 2006; 21 Suppl 2: S1-S8.
Tong A, Sainsbury P and Craig J. Consolidated criteria for
reporting qualitative research (COREQ): a 32-item check-
list for interviews and focus groups. Int J Qual Health Care
2007; 19(6): 349-357.

Koffman J, Higginson 1J, Hall S, et al. Bereaved relatives’
views about participating in cancer research. Palliat Med
2012; 26(4): 379-383.

Bentley B and O’Connor M. Conducting research interviews
with bereaved family carers: When Do We Ask? J Palliat
Med 2015; 18(3): 241-245.

MCA: Best interests principle | SCIE (accessed 1 April 2022).
Braun V and Clarke V. Using thematic analysis in psychol-
ogy. Qual Res Psychol 2006; 3(2): 77-101.

Health and Social Care. Dementia Learning and Develop-ment
Framework. Belfast, Health and Social Care Board. 2016.
Project ECHO. Hospice UK. https://professionals.hospi-
ceuk.org/ (accessed 28 June 2022).

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

Kiely DK, Givens JL, Shaffer ML, et al. Hospice use and out-
comes in nursing home residents with advanced dementia.
JAm Geriatr Soc 2010; 58(12): 2284-2291.

Sampson EL, Candy B, Davis S, et al. Living and dying with
advanced dementia: a prospective cohort study of symp-
toms, service use and care at the end of life. Palliat Med
2018; 32(3): 668—681.

Eisenmann Y, Golla H, Schmidt H, et al. Palliative care in
advanced dementia. Front Psychiatry 2020; 11: 699.
Grande G, Stajduhar K, Aoun S, et al. Supporting lay carers
in end of life care: current gaps and future priorities. Palliat
Med 2009; 23(4): 339-344.

Stajdubhar K, Funk L, Toye C, et al. Part 1: home-based fam-
ily caregiving at the end of life: a comprehensive review of
published quantitative research. (1998-2008). Palliat Med
2010; 24(6): 573-593.

Aoun SM, Deas K, Kristjanson LJ, et al. Identifying and
addressing the support needs of family caregivers of peo-
ple with motor neurone disease using the Carer Support
needs Assessment Tool. Palliat Support Care 2017; 15(1):
32-43.

Machin L. Understanding and assessing grief and bereave-
ment. In: Walshe C, Preston N and Johnston B (eds)
Palliative care nursing. Principles and evidence for practice.
London: Open University Press, 2018, pp. 301-321, 3rd ed.
Teahan A, Lafferty A, McAuliffe E, et al. Resilience in family
caregiving for people with dementia: A systematic review.
Int J Geriatr Psychiatry 2018; 33(12): 1582-1595.

Xiang X, Lai PHL, Bao L, et al. Dual trajectories of social
isolation and dementia in older adults: A population-based
longitudinal study. J Ageing & Health 2021; 33(1-2): 63-74.
Dening KH. Advance care planning in dementia. Nurs Stand
2015; 29(51): 41-46.

Payne S and Morbey H. Supporting family carers: Report on
the evidence of how to work with and support family carers
to inform the work of the Commission into the Future of
Hospice Care. London: Help the Hospices, 2013.

Brazil K, Carter G, Cardwell C, et al. Effectiveness of
advance care planning with family carers in dementia
nursing homes: a paired cluster randomized controlled
trial. Palliat Med 2018; 32(3): 603-612.

Kellehear A. Health-promoting palliative care: developing a
social model for practice. Mortality 1999; 4(1): 75-82.
World Health Organisation. Framework for action on interpro-
fessional education and collaborative practice. Geneva: World
Health Organisation. https://www.who.int/publications/i/
item/framework-for-action-on-interprofessional-education-
collaborative-practice (2010, accessed 31 July 2021).

Petri L. Concept analysis of interdisciplinary collaboration.
Nurs Forum 2010; 45(2): 73-82.

Ewing G, Austin L, Diffin J, et al. Developing a person-
centred approach to carer assessment and support. Br J
Commun Nurs 2015; 20(12): 580-584.

McLaughlin D, Barr O, Mcllfatrick S, et al. Developing a best
practice model for partnership practice between specialist
palliative care and intellectual disability services: a mixed
methods study. Palliat Med 2014; 28(10): 1213-1221.
Mclaughlin D and Nyatanga B. Palliative care for those
in disadvantaged groups. In: Walshe C, Preston N and
Johnston B (eds) Palliative care nursing, 3rd ed. London:
Open University Press, 2018, pp.221-239.


https://professionals.hospiceuk.org/
https://professionals.hospiceuk.org/
https://www.who.int/publications/i/item/framework-for-action-on-interprofessional-education-collaborative-practice
https://www.who.int/publications/i/item/framework-for-action-on-interprofessional-education-collaborative-practice
https://www.who.int/publications/i/item/framework-for-action-on-interprofessional-education-collaborative-practice

