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Abstract

Background: In Ireland and around the world populations are ageing, contributing to an
increase in the number of people living with dementia. Dementia is a life-limiting condition
and evidence suggests that people with dementia would benefit from specialist palliative
care (SPC) input. There is ongoing investigation into how people with dementia access the

services they need at the right time.

Aim: The aim of this study was to explore how people with dementia access SPC services in
aregion in the Mid-West of Ireland, from the perspectives of key healthcare workers linked

to the service.

Methods: Semi-structured qualitative interviews (n=10) were conducted with healthcare
professionals involved in the referral process of accessing SPC input, including consultants,
specialist registrars, clinical nurse managers and an assistant director of nursing. The data

was analysed using thematic analysis.


mailto:email99020882@umail.ucc.ie

Results: Overall four main themes were identified from the data: Capacity for providing SPC
services to people with dementia; Appropriate Referrals and Recognising Need; Inadequate
volume and inequitable geographical distribution of dementia services; Service integration
and inter-professional collaboration. The underlying premise was the disease trajectory of

dementia and a changing model of care.

Conclusion: A needs assessment rather than a diagnosis is the referral process that
underpins access to SPC for people with dementia. However, there is little consensus on
‘grey’ areas within this process and some SPC professionals may be less comfortable with

treating patients with dementia. A different model of care is needed.

Keywords: Specialist palliative care, dementia, needs assessment, referral

Introduction

Dementia is an umbrella term for a range of conditions that affect memory, thinking,
language, and the ability to carry out activities of daily living. In Ireland, over 64,000 people
are living with dementia with 11,000 new cases every year!.This is forecasted to be more
than double in the next 25 years to over 150,000 in Ireland? and over 14,298,671 in Europe
by 2050.

Palliative care is the active, total care of patients whose disease is not responsive to curative
treatment3. Dementia is not a normal part of ageing; it is an incurable, life-limiting illness. It
is now widely accepted that a palliative care approach is applicable for people with
dementia, and results in better outcomes for this vulnerable population and their families®.
However, despite mounting empirical evidence and numerous policy reports highlighting
the need, only a minority of European countries currently have sufficiently available
palliative care to their citizens with dementia®.This is especially concerning considering that
the need for palliative care is expected to increase further from 25-47% by 2040, and
dementia is the main driver of this increasing need®. One reason for inadequate access to

specialist palliative care (SPC) services for people with dementia is that the disease



trajectory of dementia is different to other conditions requiring SPC. Dementia can have a
gradual decline over many years’. Although the course can be long and protracted for some
people, for others it can be cut short due to an acute event such as a pneumonia or a fall’.
An assessment of SPC needs can be carried out at diagnosis, episodes of exacerbation or
progression, a significant change in family and/or support systems, a significant change in

functional status, at request of patient and/or family and, of course, at end-of-lifeé.

The National Clinical Programme for Palliative Care in Ireland has the aim that “every person
with a life-limiting condition can easily access a level of palliative care appropriate to their
needs regardless of care setting or diagnosis in order to optimise quality-of-life”®. To ensure
an equitable provision of limited SPC service capacity, it is helpful to understand the
processes around referrals to SPC of people with dementia, including the drivers and the
appropriateness of referrals. The research question driving this study was, what are SPC

professional’s views on access to their services for people with dementia?

Methods

Design

The study adopted a qualitative approach. Semi-structured interviews with open-ended
guestions were used due to their ability to explore participant thoughts, feelings and beliefs

about a particular topic and to delve deeply into issues of interest?©.

Setting

This study was conducted in a medium-sized hospice and co-located residential care facility,
in the Mid-West of Ireland. The service is a voluntary, not-for-profit organisation,
specialising in SPC and older person services. The hospice and the residential care facility
share resources but have different management structures. All prospective study

participants were employees of this service.

Participants



The target population was healthcare professionals involved in the coordination and/or
provision of dementia and palliative care, including those who refer and accept referrals to
the hospice inpatient unit. This included SPC healthcare professionals working in the
community, the inpatient unit, clinical management, and managers from the residential care

facility for older people.

Inclusion criteria were those professionals who refer to the SPC inpatient unit, those who
accept the referrals as part of a multi-disciplinary team discussion and healthcare
professionals involved in delivering SPC, care of the older person and triaging referrals.
General palliative care nurses, healthcare assistants and allied health professionals were

excluded due to their lack of involvement in the referral process.

Recruitment

Participants were recruited using a mixture of purposive sampling and convenience sampling.
An invite was sent to recruit all professionals involved in the referral acceptance process and
this included consultants, doctors, charge nurses and clinical management.

An invitation e-mail, including details of the study and contact details for the researcher, was
sent to all prospective participants meeting the inclusion criteria via their work email
addresses. Prospective participants then opted-in to the study by approaching the researcher

either in person or contacting them via e-mail.

Researcher’s relationship to participants

The researcher who conducted the interviews worked at the service where this study was
conducted, and had a professional relationship with the participants. To maintain rigour and
transparency, interviews were standardised; all participants were asked the same questions
in the interview in the same format. The researcher was critically self-reflective about their
own preconceptions and relationship dynamics!! and two supervisors experienced in

qualitative methodology oversaw this process.

Data Collection




Data was collected over a three-month period, between March-May 2021. Interviews were
conducted either in-person in a private room or via teleconferencing in private office spaces.
This was due to Covid-19 restrictions and poor availability of appropriately sized and
ventilated rooms. All interviews were audio-recorded. Participants were all informed that the
interview was being recorded and how the resulting data would be used.

A total of ten interviews took place (see Table 1 for participant characteristics). The range of

the interviews was 13- 40 minutes and the average was 20 minutes 30 seconds.

Roles N
Clinical Nurse Manager in Hospice 3
Consultants 2
Specialist Registrars 2
Specialist community Nurses 1
CNM of residential care facility 1
Assistant Director of Nursing 1

Data Analysis

Thematic analysis was employed. Thematic analysis ‘is a method for identifying, analysing
and reporting patterns (themes) within data. It minimally organises and describes your
dataset in (rich) detail’*2. Braun and Clarke’s'? seven stage framework of thematic analysis
was followed: 1. Transcription, 2. Reading and familiarisation, 3. Coding, 4. Searching for
themes, 5. Reviewing themes, 6. Defining and naming themes, 7. Writing— final analysis.13
The transcribed data was read and re-read prior to coding, for familiarity. It was then colour-
coded into specific themes that were relevant to the research question and organised with
memos and brief summaries of what was being said and the potential meaning(s) behind

this.

Ethics



Ethical approval was granted via the Social Research Ethics Committee at University College
Cork. The study was also approved locally at the hospice by the head of education and the
consultant with remit for research studies. GDPR approval was obtained from the local

GDPR commissioner.

Results

Overall four main themes were identified in the dataset: Capacity for providing SPC services
to people with dementia; Appropriate Referrals and Recognising Need; Inadequate volume
and inequitable geographical distribution of dementia services; Service integration and

inter-professional collaboration.
Capacity for providing SPC services to people with dementia.

Unanimously, participants felt there is an increasingly high demand for non-malignant

conditions, accessing this SPC service:

“Absolutely, we get much more admissions of patients with non-malignant conditions. So,
we’re seeing a lot more MIND [Motor Neurone Disease]. We’re seeing a lot more Parkinson’s
dementia. So, like, we’re definitely seeing a lot more of those conditions. But | think people
are becoming more aware that actually palliative care isn’t just about cancer patients, that

it’s about patients that have a terminal illness, whether it’s malignant or not.” (Participant 2)

Participants questioned the current capacity of SPC services. A common premise, was that
SPC services typically do not provide the same quality of dementia care as a dementia
specific unit. Participants noted that while SPC services do, and should, have a role in caring
for people with dementia, those with dementia tend to have complex needs, are often older

and have multiple comorbidities.

“...in our society now, everyone’s got a diagnosis of something. And if you have someone
with cognitive impairment, people with dementia [you’re] less able to manage those as

actively as you would like.” (Participant 5)

Some focused on capacity in terms of the infrastructure and resources needed to provide

SPC to people with dementia. The interviewees noted that the building, including the



facilities and physical environment are not optimized according to the needs of people with

dementia:

“It’s not a dementia unit only built for patients with dementia. The ward is one long corridor,

it’s not what you would look for in a dementia unit.” (Participant 4)

Appropriate Referrals and Recognising Need

In the context of greatly increased demand, participants stressed that providing SPC must be
appropriate for every referral accepted. Some participants spoke of an approach for “the
right care at the right time for the right person”, and that admission is based on a person’s

overall needs as opposed to their diagnosis:

“I think any patient including patients with dementia, if they meet the criteria for admission,
we’ll present them to the multi-disciplinary team in addition to community services.”

(Participant 7)

Participants acknowledge that there are many people with dementia who do require SPC
input at a certain point in their life. SPC can assist not only in managing physical symptoms,
but can also facilitate important discussions and decisions relating to the patient’s current

and future care preferences:

“..Sometimes with dementia, | suppose our role might be in terms of planning for the future,
like for example, ceilings of care, the appropriateness of future hospital admissions, and it
might be that specialist palliative care services are part of the discussion of the multi-
disciplinary team with the GP, geriatrician, with the patient, if they are able...and with the
patient’s families and there can be a role in communicating with regards to realistic

prognosis, what could be achieved, what will be the benefit versus burden...” (Participant 6)

Interviewees expressed that SPC input for dementia patients may be at multiple points in
time along the person’s iliness trajectory, in response to their changing needs, rather than at
one specific point in time. This is different to the traditional model of SPC where

involvement was for a defined time, namely for end-of-life care:



“..So, it might be a dip in and dip out...but it might be that everything that’s needed to be
done is done at that visit, and the specialist palliative care team may or may not be involved
again, say, if that person deteriorates and starts to die and is having particularly complex
symptoms. So, | suppose, it’s not so much an access issue, its more that the model of care

might be a little different to best meet these people’s needs.” (Participant 6)
Inadequate volume and inequitable geographical distribution of dementia services

Participants recognized one of the reasons for the volume of referrals and some of the
inappropriate referrals, may be the limited options available to people with dementia within
services in the community. Even if the information is available in the person’s locality, there
may not be enough services available and/or available services are not easily accessible to

people:

“..but even community-based services aren’t enough (dementia specific care), and that’s just
a reflection of the health service and the community services that we live in. | think they have

gotten better, but we do have a long way to go, you know.” (1)

One participant with previous professional experience outside of Ireland was able to
compare and contrast services, adding to the argument of limited dementia specific

community services:

“Yeah, | think there’s a very big geographic variation and it often depends on the strength of
the local geriatric service and psychiatry service...And having worked in the UK previously, |
would see that our community services are not as well developed, not as well coordinated as
the services | would have been familiar with in the NHS. And so, | think particularly the

respite side of things is very ad hoc.” (Participant 10)

On the other hand, if SPC services are not available for people with dementia and their
families, it may not have a direct impact on SPC services but can directly impact on people

with dementia, adding to the inequality in service provision:

“If patients don’t ask, they don’t get...If a consultant doesn’t have a lot of knowledge or
experience about, or in palliative medicine, then they’re less likely to refer...And it’s down to
either a patient’s family member or GP to suggest because we don’t know these patients

exist until they are referred.” (Participant 5)



Service Integration and inter-professional collaboration

These participants saw the solution to effective palliative care for people with dementia to be
service integration and inter-professional collaboration. This was seen to be best for the
patient as participants acknowledged one professional or one team cannot be the expert in

everything:

“...The behavioural and psychological symptoms of dementia, | think, there is kind of ongoing
discussion, but it may well be that medicine for the elderly doctors or geriatricians are better
placed to meet those needs and are more expert in that area rather than specialist palliative

care doctors.” (Participant 6)

Participants maintained that there is always a role for education and upskilling through
inter-professional collaboration. Healthcare professionals outside of SPC can have increased
confidence and enjoy a level of trust in themselves that they are providing high quality

[palliative] care. An interviewee summed this up in a recent positive experience:

“For the specialist palliative care teams to provide training in nursing homes. With regard to
end-of-life care, absolutely, and | think a lot of this is actually being done in the last few
years...And | think it is kind of empowering people for the people who are dying without
complex symptoms...I do think there is an ongoing role for education and collaborative

working there.” (Participant 6)

Discussion

There is a growing amount of literature to suggest that palliative approaches at end-of-life
for people with dementia are effective, yet there are insufficient levels of palliative care
services available to people with dementia 4. Within a changing landscape of SPC service
provision, including the upcoming model of palliative care for dementia in Ireland®>1® ;it is
important to understand the views of SPC professionals on the increasing volume of

referrals for people with dementia to their services 7.

This study has provided some understanding of the process involved in the facilitation or the

barriers that people with dementia can face when referred for SPC input. The disease



trajectory of dementia is long and progressive, with a gradual decline. It is often not well
defined and individual patients will die at various stages along their predicted trajectory’.
SPC professionals in this study identified that there needs to be a changing model of care to
meet the needs of different people on different disease trajectories. The typical model of
cancer palliative care might not suit people who have a gradual, progressive decline with
unpredictable exacerbations’. This changing model of care may come in the form of a more
intermittent involvement, providing assistance when needs are exacerbated and
anticipatory care planning®.The importance of working with families and advance decision
making was also highlighted’. The findings of this study suggest that this has already been

in motion for some time given the changing nature of referrals and input from SPC.

SPC professionals agree that there needs to be collaborative working and education to
effectively implement this changing model of care. Combining knowledge and expertise
from SPC and dementia care can have positive outcomes *1%17 SPC does not need to be
involved with every person with a life-limiting illness, it is more of a health care system
revision that needs to adapt to integrated working when needed '8 .The findings of this
study propose that this integrated working is already happening due to the different disease
trajectories and presentations. Perhaps it needs to be better resourced within the wider
health care system in Ireland. This also incorporates inequitable services for people with
dementia throughout the country. A national population-based study concluded that a
larger number of people with advanced dementia can benefit from access to supportive
services including skilled palliative care staff 1°.There is a need to develop a dementia
specific palliative care pathway or referral guidelines to promote a needs-based palliative
care models®®.This is sharply underlined by the finding of this study that SPC staff feel they

are lacking the expertise to effectively treat and manage patients with dementia.

This study concurs with other sources demonstrating the variability in healthcare access and
how national standardised formats continue to have ‘grey’ areas >'¢ . There is no clear
distinction to which stages of dementia that SPC applies'® ; although there is a higher
tendency to agree it was more applicable in severe dementia'® and this concurs with the
findings of this study. As the disease trajectory is so protracted in dementia, there can be
many times that SPC is needed, however these may all not be in one period. Although, there

is more focus on the latter stages,'® it is important to note that a palliative care approach



might be beneficial prior to the advanced stages in life limiting illness other than cancer!®
and a multidisciplinary palliative approach is ideally suited to all people and not confined to
those actively dying®®. This is in agreement with this study with regards to anticipatory care
planning and working in partnership with families and colleagues in different areas of

expertise.
Limitations

This was a single-centre qualitative study, and the results are therefore not generalisable to
the population. However, the study provided insight on the experiences of an SPC team on
referrals for people with dementia. Some interviews were conducted online, owing to
Covid-19 restrictions, however, efforts were made to increase rapport with participants
through small talk proceeding the interviews, and a good quality teleconferencing software .
The researcher worked with the participants, but a critically reflective approach was

adopted to maintain transparency and rigour in data collection and analysis.
Conclusion

There are many factors to consider when managing the referral process for all people with a
life limiting condition for access to a SPC service. With new policies and models promoting
the access of people with dementia to SPC services, which are often already near capacity,
the challenge is to have a standardised format for equity for all. This can be difficult and
requires appreciating limitations of, and changing, models of care that are well established,
changing work practices, and looking to the health service for a more realistic integrated

way of working.
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