
Journal of Advanced Nursing, 2024; 0:1–15
https://doi.org/10.1111/jan.16556

1 of 15

Journal of Advanced Nursing

EMPIRICAL RESEARCH QUALITATIVE OPEN ACCESS

A Qualitative Exploration of Healthcare Workers' 
Experiences of End of Life Care for People With an 
Intellectual Disability
Mary McCarron1,2  |  Eilish Burke1,2  |  Philip Mc Callion2,3  |  Fiona Timmins4

1Trinity Centre for Ageing and Intellectual Disability, Trinity College, The University of Dublin, Dublin, Ireland  |  2The School of Nursing and Midwifery, 
Trinity College, Dublin, Ireland  |  3Temple School of Social Work, College of Public Health, Temple University, Philadelphia, Pennsylvania, USA  |  4UCD 
School of Nursing, Midwifery and Health Systems, Dublin, Ireland

Correspondence: Fiona Timmins (fiona.timmins@ucd.ie)

Received: 1 November 2023  |  Revised: 1 October 2024  |  Accepted: 4 October 2024

Funding: This work was supported by the Intellectual Disability Supplement to the Irish Longitudinal Study on Ageing (IDS-TILDA), which is funded by 
the Health Research Board and the Department of Health & Children, Ireland and the All Ireland Institute of Hospice and Palliative Care (AIIHPC).

Keywords: age-specific care | death | developmental disability | hospice and palliative nursing | intellectual disability | interviews | palliative care | semi-
structured interviews

ABSTRACT
Aim: To explore healthcare workers' experiences of end of life care for people with an intellectual disability.
Design: A descriptive qualitative study.
Method: Semi-structured interviews were conducted with 28 healthcare workers who cared for older people with an intellectual 
disability at their end of life. Data were analysed using thematic analysis and reported according to the COREQ guidelines.
Results: Three major themes emerged: not joining up the dots, living the life desired in one's last days and dealing with death 
and beyond.
Conclusion: Gaps emerged in the care of the person with intellectual disability. Pain assessment and pain management were 
particular challenges. End of life care was not always effectively planned, and earlier intervention, including end of life conver-
sations, were needed. More needs to be done in terms of education for healthcare workers, and especially those in the acute care 
setting and palliative care services who may be unfamiliar with the needs of this cohort.
Implications for the Profession and/or Patient Care: There is little consensus or understanding about the palliative care 
needs of those with intellectual disability. There are often specific challenges around providing palliative care particularly in 
relation to healthcare staffs' knowledge and confidence in understanding palliative care needs of this group and indeed com-
municating and assessing particular needs. Staff require educational preparation and training in palliative care to address the 
particular needs of this cohort.
Impact: This study revealed that there are gaps emerging in the care of the person with intellectual disability at the end of life. 
Pain assessment and pain management are particular challenges that require urgent attention.
Patient or Public Contribution: There was no patient or publication contribution in this specific study, although IDS-TILDA 
has a client representative and advisory committee that advise on all aspects of project design and management.
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1   |   Introduction

People with intellectual disabilities have “problems with general 
mental abilities that affect functioning in two areas: intellectual 
functioning (such as learning, reasoning) [and] adaptive func-
tioning (activities of daily life such as communication and in-
dependent living)” (APA 2022). This definition is understood in 
the context of social functioning and ability to meet the demands 
of daily life compared with peers (Psychology Today 2022). The 
severity of intellectual disability is categorised as mild, mod-
erate, severe, or profound, with most individuals (more than 
85%) falling within the mild category (APA 2022). Historically, 
due to co-existent medical conditions and other factors, the life 
expectancy of those with intellectual disability was less than 
the general population (Doyle et al. 2021). While this remains 
largely the case, the gap is narrowing due to improvements in 
treatment, lifestyle, and detection (Doyle et al. 2021).

However, despite the knowledge that people with intellectual 
disability are increasingly living longer (Doyle et al. 2021), and 
experiencing high levels of multiple comorbidity, approaches to 
palliative care have received limited attention among this pop-
ulation (Adam et al. 2020; McCarron et al. 2011). As the aver-
age age of death before 2000 was 45 years (Doyle et  al.  2021), 
there was less requirement for this type of care. While advanced 
treatments and lifestyle improvements have resulted in longev-
ity, there are also missed opportunities when it comes to the 
management of terminal illness (Stirling et  al.  2021; Dobrina, 
Chialchia, and Palese 2020; Flynn et al. 2015).

While there is some understanding of the experience of those 
with intellectual disability receiving cancer treatment for exam-
ple, there is little by way of understanding around their specific 
palliative care needs (Witham and Haigh  2018). The inequity 
presented by the fact that little attention paid to the palliative 
care needs of people with intellectual disability in the main-
stream nursing literature is not surprising, given that it is well 

known that health inequities exist among this group, for exam-
ple in terms of access to cancer treatment and end of life care 
outcomes (Stirling et  al.  2021). However, providing end of life 
care to people with intellectual disability is nuanced and com-
plex (Kirkendall, Linton, and Farris  2017), most notably by 
the occurrence of complex multi-comorbidities (van den Bemd 
et al. 2022; Cooper et al. 2015), lack of screening/late detection 
of disease (Morris and Julian 2024) dementia, early onset of age-
related health problems (Tse, Kwan, and Lau 2018), and commu-
nication challenges (Tuffrey-Wijne 2017). This presents unique 
challenges when caring for this population, and one that most 
likely exacerbates the existent barriers (Doherty et  al.  2020) 
faced by these individuals when accessing healthcare. Moreover, 
these omissions in the context of austerity and reduction in ser-
vices for those with intellectual disability in areas such as the 
UK (Forrester-Jones et  al.  2018; Malli et  al.  2018) and global 
workforce issues (Jackson et al.  2024) may mean that there is 
a significant amount of missed care that is as yet unexplored 
in this population. Thus, existent health disparities (Stirling 
et al. 2021) may be compounded in this cohort.

2   |   Background

While there is direction and guidance in relation to palliative 
care support at end of life in the general population, there are 
significant gaps in understanding related to the provision of this 
support to people with intellectual disability and their families 
(Kang and Barcelona  2023). However, there have been some 
developments in terms of progressing the nursing profession's 
understanding and skills, and ultimately improving end of life 
care, including consensus statements (McCallion et  al.  2017; 
McCarron, Mccallion et  al.  2017; Tuffrey-Wijne, Curfs, and 
Deliens  2016) yet there is much remaining to be developed 
to address the current inequalities in healthcare provision. 
Tuffrey-Wijne, Curfs, and Deliens  (2016) importantly outlined 
core principles and consensus, from a European perspective, 
that sought to support approaches to the inclusion of people 
with intellectual disabilities in their end of life care planning 
and ensure more awareness about greater access to mainstream 
palliative care services. However, the enactment of these recom-
mendations is slow and challenging because of the gaps in staff 
knowledge, service provision, and policy implementation (Kang 
and Barcelona 2023).

Indeed, there are often specific challenges around providing 
palliative care to people with intellectual disability, particularly 
in relation to nursing staffs' knowledge and confidence in un-
derstanding the care needs of those with intellectual disability 
(Dobrina, Chialchia, and Palese 2020; Dunkley and Sales 2014). 
Outside of specialist intellectual disability settings, staff can 
struggle with even the most basic communication with these 
clients, and so assessing and communicating particular needs 
at end of life can be challenging (Dobrina, Chialchia, and 
Palese 2020, Dunkley and Sales 2014). UK oncology nurses, for 
example, reported discomfort communicating with clients who 
had an intellectual disability (Flynn et al. 2015). In fact, these 
nurses reported that caring for these clients was stressful (Flynn 
et al. 2015). Moreover, these health professionals also reported 
lacking confidence when dealing with this population (Flynn 
et al. 2015). Recently, Voss, Francke, and de Veer (2023) found 

Summary

•	 Although people with intellectual disability are in-
creasingly living longer and experiencing high levels 
of multiple comorbidity, palliative care has received 
limited attention among this population.

•	 There is little consensus or understanding about 
the palliative care needs of those with intellectual 
disability.

•	 There are often specific challenges around provid-
ing palliative care particularly in relation to nursing 
staffs' knowledge and confidence in understanding 
palliative care needs of this group and indeed commu-
nicating and assessing particular needs.

•	 Overall, there is very little attention paid to the pallia-
tive care needs of people with intellectual disability in 
the mainstream nursing literature.

•	 This study revealed that there are gaps emerging in 
the care of the person with intellectual disability at the 
end of life. Pain assessment and pain management are 
particular challenges.
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that there were very limited referrals to palliative care services 
across 10 intellectual disability services in the Netherlands. 
While they found that healthcare professionals reported a high 
level of competency when caring for these clients, they also iden-
tified gaps in knowledge and skills. Results revealed that 24% 
of staff were “probably not skilled” in relation to collaborating 
with care organisations that specialise in palliative care (Voss, 
Francke, and de Veer 2023). This is surprising given the key role 
that these services play in supporting quality end of life care. 
The team identified that clear improvements were needed to en-
hance the health professionals' expertise in supporting end of 
life care for those with intellectual disability, but skills were also 
needed in identifying palliative care needs of the clients (Voss, 
Francke, and de Veer 2023). Due to the dearth of research on this 
topic, there is an urgent need to address gaps in understanding 
end of life care for people with intellectual disability in order 
to inform policy and service. As a first step in developing this 
awareness, interviewing carers' to understand their experiences 
of end of life care is important. This can provide in-depth insight 
into this unknown area of care to establish a basis for future 
research, policy, and practice.

3   |   The Study

3.1   |   Aim

This study aims to explore healthcare workers' experiences of 
end of life care for people with an intellectual disability.

3.2   |   Research Question

What are healthcare workers' experiences of end of life care for 
people with an intellectual disability?

4   |   Methods And Methodology

4.1   |   Study Setting and Recruitment

4.1.1   |   The Study Origins and Context

This research drew indirectly on the dataset of a larger study in 
the Republic of Ireland (ROI) entitled the Intellectual Disability 
Supplement to the Irish Longitudinal Study on Ageing (IDS-
TILDA) (2024, McCarron, Mccallion et al. 2017). IDS-TILDA is 
a multi-wave longitudinal study of older adults with intellectual 
disability designed to explore their ageing profile, physical and 
behavioural health, health services use, psychological health, 
social networks, living situations, and community participation 
including employment (McCarron, Mccallion et al. 2017). It in-
vestigates the health and well-being of people with intellectual 
disability aged 40 years and older in the ROI during 3-yearly cy-
cles (McCarron, Mccallion et al. 2017). Participants for this lon-
gitudinal study are derived from National Intellectual Disability 
Database (NIDD), which the ROI hosts. This is managed by the 
Health Research Board (Hourigan, Fanagan, and Kelly  2017) 
and comprises a register of people in the ROI with an intellec-
tual disability (approximately 28,000). IDS-TILDA  (2024) re-
trieves its representative sample (approximately 800) from the 

NIDD in order to examine the health and social needs of the 
intellectual disability cohort in the ROI. IDS-TILDA collects 
data directly from individuals with intellectual disabilities. This 
current study focuses on people who provide care to these indi-
viduals and who were recruited through their association with 
IDS-TILDA participants. All carers of IDS-TILDA participants 
who had died (n = 57), at the end of wave one of the study, were 
contacted to take part in this study. Thirty-seven consented to 
be interviewed (McCarron, Burke et al. 2017), 9 took part in the 
pilot study, and 28 took part in the main study.

4.1.2   |   Operational Definitions

4.1.2.1   |   Intellectual Disability.  The ROI hosts a National 
Intellectual Disability Database, managed by the Health 
Research Board (Hourigan, Fanagan, and Kelly 2017). The esti-
mated population with intellectual disabilities in the ROI (accord-
ing to this data) is approximately 28,000 (Hourigan, Fanagan, 
and Kelly 2017), although the national census reports four times 
that amount (CSO 2022). These discrepancies are likely due to 
interpretations and could be impacted by the lack of formalised 
definitions (McConkey, Craig, and Kelly 2019). For the purposes 
of this study, persons with intellectual disabilities are those 
enrolled on IDS-TILDA (McCarron, Mccallion et al. 2017) who 
by default are deemed to have intellectual disabilities by virtue 
of their registration on the National Intellectual Disability Data-
base (ROI) and subsequent inclusion in IDS-TILDA.

4.1.2.2   |   Carers.  Following the confirmed deaths of 57 par-
ticipants identified within the IDS-TILDA (McCarron, Mccal-
lion et al. 2017), carers were identified as family members and/
or healthcare staff members who provided support with activi-
ties of living for the respective person with intellectual disabil-
ity at the end of their life, and who consented and were willing 
to take part. Carers were recruited by means of the IDS-TILDA 
study (McCarron, Mccallion et  al.  2017). Following the con-
firmed deaths carers of those participants who had died were 
contacted and invited to take part in this study. Only carers 
who had supported the individual with intellectual disability, 
enrolled in IDS-TILDA, for at least 1 year, were included.

4.1.3   |   Recruitment

Following the confirmed deaths of 57 participants identi-
fied within the IDS-TILDA wave one (McCarron, Mccallion 
et  al.  2017) dataset, carers of those participants who had died 
were contacted by a gatekeeper by email and invited to take part 
in this study. These were carers who had supported the indi-
vidual with intellectual disability for at least 1 year. Prospective 
carers of these 57 participants were contacted initially by email 
and followed up (once agreement to participate had taken place) 
by telephone call. Ultimately, 37 carers consented to be inter-
viewed, of those 9 took part in the pilot interview, but not in the 
main study. These 28 individuals worked across 17 formalised 
intellectual disability services in the ROI, across both rural and 
urban contexts. All of the 28 carers were health care staff, and 
although family carers were also invited and included, only 
one took part in the pilot study. Specific demographics related 
to these healthcare professionals were not collected during the 
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study; however, only healthcare assistants, social care workers, 
registered general nurses (RGNs), or registered intellectual dis-
ability nurses (RNID) are employed in the services.

4.2   |   Design

4.2.1   |   Methodological Approach

Using a descriptive qualitative approach, the current study ex-
plored carers' experiences of end of life care for people with 
an intellectual disability (enrolled on IDS-TILDA, McCarron, 
Mccallion et  al.  2017). The specific aim was to explore the 
carers' experiences of end of life care for those who had died. 
A qualitative research design was chosen, as while some in-
formation is available on causes of death within this cohort 
both in the Republic of Ireland (Doyle et al. 2021) and inter-
nationally (O'Leary, Cooper, and Hughes-McCormack 2018), 
little is known about their specific experiences, particularly 
with regard to receiving and/or access to palliative care ser-
vices. A semi-structured interview guide was developed spe-
cifically for this purpose, which served as the data collection 
tool (Table 1).

4.3   |   Data Collection and Management

Interviews were conducted by a single researcher (PW). All in-
terviews took place at a venue of choosing by the participants. 
This was either a location convenient to participants or at a par-
ticipant's house or workplace. During the interviews, only the 
participant and the interviewer were present. Interviews were 
recorded and transcribed verbatim. Interviews lasted approx-
imately 30 min. Data saturation occurred. Participants were 
not known to the researcher before study commencement. The 
team used the Consolidated Criteria for Reporting Qualitative 
Research (COREQ) tool (Equator Network  2023) to guide the 
reporting of the research.

4.4   |   Ethical Considerations

Ethical approval for the study was granted by the Faculty of 
Health Sciences Research Ethics Committee at Trinity College 
Dublin, Republic of Ireland.

4.5   |   Data Analysis

4.5.1   |   Thematic Content Analysis

Thematic content analysis was used to analyse the interview 
data (Graneheim and Lundman 2004). This consisted of repeated 
reading of each transcript by the research team (PW, COD, KR, 
JOF, McC, and PMcC). Notes taken by the initial interviewer 
(PW) were also read by the research team. Preliminary codes 
were developed independently by the researchers and later fi-
nalised and agreed as a group. Each complete transcript was fur-
ther analysed and coded using NVivo Pro Version 11.4, and this 
was compared and combined with the aforementioned manual 
coding. Through systematic content analysis of these emerging 

codes, by the research team (PW, COD, KR, JOF, McC, and 
PMcC), emergent themes developed that were further agreed 
and finalised within the team. Interviewer characteristics were 
not included in the analysis. Data were anonymised and pseud-
onyms were used to display quotations.

4.5.2   |   Rigour

The researchers aimed to ensure auditability, credibility, con-
firmability, and fittingness (Polit and Beck 2021) throughout the 
process. In terms of auditability, a single researcher conducted 

TABLE 1    |    Details of interview guide.

Questions for the interview guide were derived from a 
variety of sources and included the following items.
Firstly items were used from the validated VOICES 
questionnaire (Views Of Informal Carers—Evaluation of 
Services) (Hunt et al. 2019), which contains three open 
ended questions:
1. What, if anything, do you feel was good about the care?
2. What, if anything, do you feel was bad about the care?
3. Please use the space below if there is anything more you 
would like to add about the care provided.
Specific items were also drawn from the IDS-TILDA study 
(Mc Carron et al. 2017) were also included:
4. Since we last talked to him/her, did a doctor ever tell 
him/her that he/she had any of these conditions?
•  A cardiac or cardiovascular disease/Chronic lung disease 

such as chronic bronchitis or emphysema/
•  Arthritis (including osteoarthritis, or rheumatism) 

Cancer or a malignant tumour (excluding minor skin 
cancers)/Parkinson's disease/Any emotional, nervous or 
psychiatric problems/Diabetes/

•  Alzheimer's disease or dementia
5. Did he/she have any (other) major illnesses since the last 
interview/in the 2 years preceding
•  His/her death? What illness was that?
I would now like to ask you a few questions about his/her 
mood during the last year of his/her life.
6. Do you think he/she was depressed during his/her last 
year of life?
7. How often do you think he/she felt happy during his/her 
last year of life?
8. And how about the last 3 months of his/her life, how often 
do you think he/she felt contented or at peace during this 
time?
A pilot study (n = 9) preceded the main study, and following 
this these further questions, related to rituals after death, 
were also added to the interview guide:
9. How soon after did a person take their place [replace 
them] in residence [residential unit or home]?
10. Who was present with the person at the time of death?
11. Who decided what would happen with the person's 
remains?
12. Who was involved in arranging the funeral service?
13. Who was at the funeral?
14. Where was the person laid to rest/ How far from the 
usual home?
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the interviews, and field notes were taken. Approaches to data 
collection were applied consistently without deviation, includ-
ing the use of the semi-structured interview guide. Notes were 
taken by the researcher which supported this audit trail but also 
aided confirmability, and these were used to confirm the arising 
codes and themes. Confirmability of the data collected was fur-
ther established by member checking if the interview transcripts 
by the participants. Emergent themes are resonant within find-
ings in the literature, and this implies a fittingness outside of 
this specific context.

5   |   Findings

5.1   |   Themes

The qualitative analysis identified three major themes: not join-
ing up the dots, living the life desired in one's last days, and a 
number of sub-themes also emerged (Figure 1).

5.2   |   Theme 1: Not Joining Up the Dots

This related to the practicalities of end of life care in formalised 
institutional settings. This theme reflected many reports of gaps 
in care for the person with intellectual disability during their 
end of life care.

5.2.1   |   Pain

The recognition and management of pain for people with intel-
lectual disability at the end of life was reported by participants 
as challenging. Many respondents reported that they found it 
difficult to confidently assess whether or not the person they 
were caring for was experiencing pain:

It was very very difficult to assess his pain as he didn't 
really show pain

If the person was receiving pain relief, its effects were also dif-
ficult to monitor:

It was very hard to tell with Ellen whether she had 
pain or not, extremely hard to tell, because she 
couldn't obviously express.

Many of the respondents reported that they did not know if the 
person's pain was relieved during the last 3 months of their life. 
Some reported that they perceived that the client had their pain 
only partially relieved or not at all. Some mentioned that they 
used a pain assessment tool. Others observed facial expressions, 
how the person moved, occurrence of sweating, vocalisations 
and changes in facial colour. Having a personal relationship 
with the client appeared to make pain assessment easier. One of 
the difficulties in assessing pain was that for some there was a 
learned automatic “yes” or “no” response:

You'd talk to him and you'd ask him was he in pain 
[sic] and he'd say no, and that's about all you'd get…

Not in particular saying, have you got a pain, because 
we found 99.9% of the time she'd say ‘yea, I have a 
pain’. Whereas, we'd ask ‘how are you?’ you know 
things like that. And then if you're chatting, she'll say, 
‘oh I have a pain’. So we went a little different way 
around it with her.

Interestingly, several carers reported that when the special-
ist palliative care became involved in the delivery of care, the 
healthcare workers perceived that the person's pain was eased 
and they became pain free.

5.2.2   |   Learned Acceptance

Many participants indicated that people with intellectual dis-
ability tolerated their pain, in the same way they may have 

FIGURE 1    |    Subthemes emerging within the three main themes identified within the study.

Not joining up the 
dots

Pain
Learned acceptance
Transitions
Conversations about 

dying
GP care
Rapid decline
Beyond the medical 

model

Living the life desired 
in one's last days

Maintaining normality and 
sense of self
Relationships
High quality palliative 

care
Being present at death

Dealing with death 
and beyond

Funeral
Rituals around death
Holding the space
Impact of loss
Bereavement support
Relationship with family
Lessons learned
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done so with previous co-existing disorders (such as epilepsy). 
Participants believed that some clients were used to a level of 
suffering due and this led to an acceptance of this. This accep-
tance was most obvious among those who had spent most of 
their lives in institutionalised care:

…he just accepted his disability all down through the 
years, he accepted all these horrific seizures he was 
getting…there was just an acceptance of whatever was 
happening to him rather than he being aware I think, 
I don't know how aware he was that he was actually 
dying but there was just that huge, you know, just 
acceptance that this is it and this is where I'm at now 
and, do you know.

5.2.3   |   Transitions

Most of the people referred to by the healthcare workers during 
the interviews died either in their regular residential or com-
munity home, or in a residential unit within the same service. 
Moving residence within the service within the year or months 
preceding death were uncommon. When they did occur, an em-
phasis appeared to be placed on maintaining familiar settings, 
familiar people, and continuity of care for the clients. For ex-
ample, when individuals were transferred to hospital, they were 
usually accompanied by a familiar member or staff, if resources 
allowed:

If they said right, we're sending him now, have 
somebody to come with him in the van, you know 
the ambulance. Maybe, you know, just sit to hold his 
hand.

Interviewees expressed regret when the person with intellectual 
disability was transferred to hospital or another unit and they 
didn't feel it was in the person's best interests:

But it's a shame, it shouldn't have, that shouldn't have 
really happened. He should not have been shipped 
out of his home. Where, you know, he was happy and 
he was familiar with his surroundings. Especially 
given the fact that he was confused and everything 
to begin with.

Not only was the transition expressed as a personal loss for the 
staff but as several carers expressed the opinion that it had an 
effect on the health of the person being moved:

I think we were all very disappointed with the 
decision to move him out of his home, into another 
home. Because of staffing, you know. I just, it goes 
against everything that we'd be trying to achieve, you 
know.

Moving clients here is something … really you know it 
affects even their physical conditions.

Participants articulated that in situations where accommodating 
people in their usual home at the end of life, this led to a percep-
tion by the staff of a comfortable death. They were assured of fa-
miliar surroundings with a level of comfort, privacy, dignity, and 
a quality of care delivered by the people who knew them best:

This was her home, she was extremely comfortable 
and all her personal belongings went in to that room…
She was extremely comfortable, and towards the end 
there was always a staff sitting with her, you know, 
she was very relaxed…It was familiar surroundings 
and familiar staff…I think if she was moved anywhere 
else, it would have been to the detriment really.

5.2.4   |   Decisions

Decisions about end of life care were made with the involvement 
of the individual and families concerned. Participants in the inter-
views reported that they ensured that they assessed and honoured 
the wishes of the client, where possible, and in most cases families 
were also involved in planning and decision-making at the end of 
life. Although participants reported that this could be challeng-
ing, as families may not have had regular contact, they §made 
great efforts to ensure contact and involvement during this time.

And it was explicitly her choice to say that she didn't 
want to move from her own home. We brought her 
down one afternoon just to see what it was like. And 
she absolutely said no. So it was very much her own 
choice to actually stay where she was.

5.2.5   |   Conversations About Dying

Many participants spoke of the challenges with conversations 
about dying with individuals with intellectual disability. Some of 
this related to the level of disability, which may preclude conversa-
tion, but there was also uncertainty as to whether there should be 
open conversations around death with people with intellectual dis-
ability. Among carers' reasons were feelings that the person would 
not understand or be emotionally ready to cope with such infor-
mation. They also explained that often the person with intellectual 
disability had little understanding of their deteriorating health sta-
tus which led to this reluctance to initiate end of life conversations, 
which would mean essentially that they would have the responsi-
bility and burden of breaking the news of impending death:

… actually it's interesting like, you know, how should 
we be dealing with it really, should we be telling the 
person that you're dying, I mean I don't, we've never 
done that actually.

5.2.6   |   General Practitioner/Physician Care

Participants reported that having a regular general practitioner 
(GP) that knew the individual with intellectual disability, their 
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medical history, their story, and how to communicate with them 
contributed to quality care, good end of life care, and appropri-
ate decision-making:

…but she was just so used to [G.P.] coming, because 
he comes on a weekly basis and he would have been 
seen her for twenty years…so he would have had 
a good relationship with her and he knew exactly, 
yeah.

For many, there were regular GP visits depending on the type 
of residence they were in and their health needs, with all par-
ticipants reporting GP visits in the last 3 months of life. These 
visits could be weekly, two or three times a week, or even 
daily and there was a sense that they could contact the GP at 
any stage if they had concerns. Most felt that they had access 
to good GP care. When out-of-hours GP care was accessed, 
it was often in a crisis situation and with an unfamiliar GP. 
Decisions made in these circumstances usually involved ad-
mittance of the person with intellectual disability to an emer-
gency hospital department.

…[Out of hours GP service] links directly then with 
the unit, and they make that decision then. They 
usually come out [to visit the client], but nine times 
out of ten the person is admitted.

Sometimes, even when end of life plans were already made, for 
example, with a chosen place of death as the permanent residen-
tial home, circumstances dictated that decisions were reliant on 
out-of-hours GP services:

So we met with the GP and the family and made a plan 
for him…But to my dismay one weekend I was off, we 
ended up calling [out of hours GP service], we have an 
extremely good GP service here but he happened to 
be gone that weekend as well. And [out of hours G.P. 
service] sent him in [to an acute hospital]…So once he 
went in we didn't get him back and that was a huge 
disappointment for us all really.

It was interesting to note the language that was used by carers 
in the few cases when they had negative experiences with the 
GP services. Several carers spoke of having to ‘push’,’ fight’ and 
‘battle’ when they felt that the GP didn't understand the needs of 
the person with intellectual disability.

It wouldn't be just specifically to that GP anyway. It'd 
be just as I say you have to battle with most GPs.

We just keep fighting with GPs until they listen to 
you, keep doing it. I suppose

5.2.7   |   Rapid Decline

Many of the participants spoke of a rapid decline in health which 
took place in the last days of the person's life, particularly when 

people had chronic or terminal illnesses such as end stage can-
cers, renal failure, pneumonia and advanced dementia:

It was very quick. Yea and just the end just it was very 
much like a rollercoaster I suppose. The climb to the 
top is slow but you know getting there and just hit the 
bottom very fast.

Many participants spoke of feeling shocked about the deteriorat-
ing health and death of the person they were caring for:

Well I suppose really we're not used to our service 
users dying, first and foremost. Really, as a rule, we're 
not. And I suppose, I suppose when someone dies it is 
always a shock, isn't it, you know.

5.2.8   |   Beyond the Medical Model

Several of the participants noted a stereotyping of people with in-
tellectual disability, when interacting more broadly with the gen-
eral health services. They expressed the view that this often meant 
that staff they encountered could not separate the illness from the 
person, and focused more on the intellectual disability label, rather 
than being alert to possible underlying causes for their symptoms:

…was always kind of ah sure they've Down syndrome, 
that's the way it goes for people. And you know, 
definitely trying to change that mindset. Because I 
suppose the further into caring we get, the more you 
realise there's obviously more to people with Down 
syndrome than just Alzheimer's, or early onset of 
it, so. So yea it's something you know, it was a real 
learning curve I suppose for everyone here that.

5.3   |   Theme 2: Living the Life Desired in one's 
Last Days

Participants reported that staff having a relationship with the per-
son with intellectual disability and having someone close to the 
person being present at end of life, contributed, in their view, to 
the provision of high-quality palliative care. These relationships 
served to maintain normality and a sense of self for the individual.

5.3.1   |   Maintaining Normality and Sense of Self

The commitment to delivering high-quality, individualised care 
which honoured the true self of the person with participants 
was evident throughout the interviews. Striving to keep people 
within their usual home, in their usual bedroom was important 
and most people were reported to have died in their usual home. 
The suitability, familiarity and security of being in one's own 
room at the end of life was reported:

well all I can say is that Bridget was very fortunate, 
you know…That she died in this room that she loved.
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Maintaining a sense of normality was also achieved through 
a daily assessment of the ability to continue with one's normal 
routine such as walking, eating independently, using the bath-
room independently, being outside, listening to music, attend-
ing the day service and being in the company of other residents 
and staff.

So she actually got up out of bed. She sat on the chair, 
asked us to put on her shoes and then she passed 
away. When she was in her chair and she had her 
shoes on, she passed away.

And she loved, you know, for staff to put on makeup 
and to do her nails and that. So all those wee things 
were still kind of carried out for her as long as possible…

5.3.2   |   Relationships

Respondents spoke about having a deep sense of caring and at-
tachment for the person with intellectual disability. As a result 
participants often reported a huge sense of loss when someone 
was dying, and these healthcare staff experienced grief:

Do you know, as we always say to us it's like a family 
member, and that's the relationship we have with the 
lads…It never gets easier. Not when you work with the 
clients for as long as we work with them… it's never easy.

As difficult as this time was for the healthcare professionals, 
they expressed a belief that they were in a privileged position to 
provide this end of life care:

It was intense but you know a lovely experience 
to be…You know to witness and to be with her you 
know through her final journey. It was lovely for 
me, a personal journey to see her, I don't know, right 
through to the end. It was just something I felt that I 
needed to do like.

5.3.3   |   High-Quality Palliative Care

Most of the participants reported that they witnessed a good 
level of care being provided at the end of life to the clients. 
They reported a constant presence as being of essential impor-
tance. Many carers reported that end of life care manifested in 
ensuring that someone was by the person's bedside all of the 
time in their last weeks or days. Two factors appeared to in-
fluence—firstly, having a cohesive and determined team and 
secondly, having the staffing resources. Once the team came 
together and decided that 24 h care was needed, there was a 
determination to provide that care regardless of shift patterns 
or staff shortages. Carers indicated having support at man-
agement level, extra staff provided and appropriate equipment 
available all eased the burden:

Even though he knew he was getting the care, you 
know, but we just wanted to go that little extra mile 
for Edward…like I mean they told us in the current 
climate like that it was not feasible for Edward to have 
anybody sitting with him, so we just had to give him 
as much, if we were on duty we just had to give him as 
much as we could, you know.

…we weren't bothered about shift patterns or anything, 
you know, because we just wanted to make sure that 
Bridget got her wish… And there was only one wish, 
to stay at home.

However, if the person was transferred to hospital the op-
portunity to provide the same level of care was reported un-
predictable. In some cases, the person and the primary host 
service had the resources to permit a member of their staff to 
be present with the client 24 h a day. In other cases, this was 
not possible.

When clients received end of life care in their usual home, 
the care they received from familiar staff was often supported 
by specialist palliative care nurses. This was usually triggered 
when pain levels became unmanageable and consisted of vis-
its and telephone support regarding pain management and 
comfort care. In many cases, the participants felt “out of their 
depth” and the palliative care team provided great support 
and reassurance:

the Palliative Care Service was fabulous…they were 
at the end of a phone telling me what to do all night, I 
don't know how many phone calls I made that night! 
So there was always somebody there.

They give us as staff great support and advice on how 
to manage things. And they support us I suppose 
the way they would family members, for people 
who are in their own homes. And they allowed us to 
participate in all, any planning, or they listened when 
we said, suggested maybe you could said it a different 
way.

5.3.4   |   Being Present at Death

Participants reported that the clients were mostly accompanied 
at time of death, by at least one person present at the time of 
death. Participants expressed a sense of satisfaction knowing 
that the person was comfortable and peaceful and surrounded 
by familiar staff and family members:

With all his family around him, he would have loved, 
that would have been from what we would have 
known him; that is what he would have wanted was 
to have all his family around him.
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In the few cases where there were sudden deaths or the person 
died alone there was a sense of regret and sadness among the 
participants:

But that would be my only, my only regret at the end. I 
would love to have [sic], if some of us had been there.

5.4   |   Dealing With Death and Beyond

This sub-theme addresses what happens around the time of 
death and afterwards; the funeral arrangements, the rituals that 
have developed around death, holding the person's place vacant, 
the impact of the loss, the bereavement support available, the re-
lationship with the family after a death and the lessons learned 
from the experience.

5.4.1   |   Funeral

Very often the participants were involved in funeral prepara-
tions, mostly alongside the person's family. Participants believed 
that it was important that both family members and staff had a 
role to play in the funeral:

…but obviously at the end of the day the family's 
wishes are what are taken in to account and what are 
the most important, even if they haven't had that much 
contact, that's the way it is. But I suppose there's a bit 
of negotiation there, you know, that it is important to 
them to have it at home, but it was important to us 
too that he wasn't just whisked off by the undertaker 
and–because we knew that there would have been a 
lot of people, you know, who would have worked with 
John in different forms down through the years.

The participants reported usually attending memorial services. 
In many cases the Irish custom of a “wake” (Hardie et al. 2023) 
was observed, whereby the body was prepared and publicly dis-
played to allow people to grief. Participants believed that when 
this took place in the formalised residential setting, it helped 
staff and other clients to also grieve:

But they [other clients] were all very much involved 
and they were very much involved in the funeral as 
well. So that really helped them, they brought up gifts 
and someone to say prayers. And all the staff was 
really involved as well.

One carer spoke of how their service had developed a tradition 
of a mass in the house to ensure that other clients and healthcare 
staff received opportunities to grieve:

We usually have a mass in the house, well that's 
evolved because initially you see the funerals that 
were there would be in the village, the funeral mass, 
or the person went home to their own place to have 

the mass. And that cut us out of it so what we ended 
up starting was a farewell mass we used to call it.

5.4.2   |   Rituals Around Death

Participants reported unofficial rituals around death which 
have evolved naturally over time. Having “wake” in the clients 
usual home was often preferable, allowing healthcare staff and 
other clients to also grieve. There were also numerous reported 
practices such as having a table/altar adorned with flowers; 
keeping photographs up of the deceased person; hosting reli-
gious services and remembrance services and placing flowers 
on the grave at Christmas. One respondent explained that they 
have worked hard at developing appropriate and respectful pro-
cedures around death to support transparency and grieving for 
the other clients in the services.

I suppose in a sense we celebrate death. We announce 
it, we tell people very discreetly individually, or in little 
groups. We tell them and then we tell the staff. And 
that is an important system. Because in the past they 
have told us that staff would know and they [the clients] 
wouldn't [know] and they'd hear staff talking about it. 
Imagine finding out that somebody you lived with for 
forty years [died and you didn't know]. So we tell them 
first and then we tell the staff. And we have prayers 
immediately, we say a rosary and we put a picture of 
the person out on the front desk. We have a table and 
flowers and a nice picture frame of the person.

5.4.3   |   Holding the Space

Most participants reported that within their services the resi-
dency of the dead person was permitted to remain vacant, as a 
mark of respect, often for more than 3 months.

We were so slow to give his room away… They used 
every other room but his room I'd say for about four 
or five months.

Participants reported a belief in the importance of physi-
cally holding the space vacant while there was a psycho-
logical adjustment to life without the person who had lived 
there. Actions such as keeping the bed vacant, keeping the 
deceased's photographs up on the wall and leaving the bed-
room door open were all viewed by participants as displaying 
a respect for the person who had died. It provided an interim 
pathway for everyone in the residence to adjust, to settle and 
adjust after the death.

5.4.4   |   Impact of Loss

Participants spoke about the need for both staff and other clients 
(usually within a formalised care residential house setting) to 
grieve and adjust:
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…the house actually needed that length of time for 
people to adapt to it because it wasn't just a death in 
the house, it was someone who had lived their final 
days in, you know, it was a very busy house and then 
suddenly there was nobody coming to it.

It was huge. It was absolutely huge because though 
she was on the periphery, she was there; she was a 
constant you know. So she, while she wasn't the big 
talker she was a constant [presence]. And it was huge.

And she's still talked about you know… she hasn't 
gone… she had a really big impact…so her death had 
a big impact

There was also an impact on staff who were grieving:

Certainly staff were physically and mentally, or 
emotionally exhausted after. It was like, it turned 
into a mini nursing home for the last three months, 
or maybe more all of a sudden. You know, we had 
no energy, you know I think people were you know 
were grieving in some shape or form. But we just 
didn't realise it at the time, like, you know…But it 
was the just the emotional drainage that we had 
that we couldn't overcome for a good two months 
after.

I think the toughest bit is when you walk into their 
bedroom and we try and keep their bedrooms as 
personal as we can so their photographs are all over 
the wall and their little bits are all around the place, 
that was the hardest bit…and the staff will always say 
to me emptying the wardrobes is the hardest bit.

5.4.5   |   Bereavement Support

Not only did participants report that they had experienced 
grief at the loss of a close relationship but they were also sup-
porting other staff and clients with their grief. Participants 
also reported that healthcare chaplains within the services 
also supported informally. Participants also mentioned that 
their employer provided access to a counselling service or psy-
chologist. Formal bereavement support was often provided by 
healthcare chaplains. Many participants availed of both in-
formal and formal support after the client's death. Some par-
ticipants reported having formal death review meetings. One 
example described how they now had a structured process in 
place of regular meetings in the weeks following the death. 
These meetings included family members and were open to 
all healthcare staff who had known the person to include sup-
ported staff such as bus drivers. In other settings, a manager 
organised for an outside health care professional to facilitate a 
bereavement support meeting and these meetings were all fa-
vourably received. Bereavement support for the clients within 
the services was less formalised.

5.4.6   |   Relationships With Family

Participants reported that each family dynamic was different. 
There were clients who had no family contact, some with in-
termittent contact especially if relatives were elderly or lived a 
distant away and there were those with close regular contact. 
However participants noted that it was common, irrespective of 
the nature of the contact, that this increased in the final weeks 
of the person's life. Most families were involved in funeral 
arrangements:

He loved them, so he would have been so happy to 
have had all of them there. And they were fabulous, 
they would have sang all his favourite songs, and they 
would have had, you know, been talking about things 
from the past, all the stories that he would have loved.

Sometimes it was only in the final weeks of the person's life that 
their family really got to know the services:

…they get to know staff, they get to know the places 
and once they feel the staff are able to look after 
things they are happy and they like that.

This increased level of contact with families continued after the 
death, for example, while belongings were being organised and 
through attendance at one-month anniversary religious ser-
vices. However, after this contact with families then seemed to 
end, particularly when the family didn't live locally. Participants 
reported that there was a perception of loss, that affected both 
sides, when this happened. Staff lost out on the shared link with 
the family to the person who had died and the families missed 
out on the relationship with the service, as phone contact and 
visits had become part of the pattern of their lives:

Do you know, it's hard for them after having …[been] 
associated with [the service], for …the thirty years 
that Kathleen… was in the service, or whatever. To 
then just completely nothing.

I think we're much more conscious now of trying to 
get families involved more. Of making them come up, 
ringing them every week and say oh will you come 
up, like we'd our family forum now last week and 
there was families who would never have thought of 
coming up came up for it.

5.4.7   |   Lessons Learned

Participants were not directly asked what they had learned 
from their experiences of caring for someone at the end of 
their life but many willingly shared their reflections. These 
learned lessons can be broadly described as; preparation, com-
munication and follow through. They are listed in Table 2. For 
some participants, it had already led to a change in practice. 
Participants also reported the characteristics of a good and bad 
death (Table 3).
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6   |   Discussion

6.1   |   Good Quality End of Life Care

It is reassuring to note within this study that the end of life 
journey for those with intellectual disability within these ROI 
services, appeared to be of high-quality. A key element of this 
appeared to be the personalised relationship with the client, 
and the care and attention that this enabled. This is in con-
trast to identified gaps in service, knowledge and care provi-
sion witnessed in other studies where people with intellectual 
disability can experience “poorer quality of care at end of life” 
mostly related to the communication challenges that lead to 
misunderstandings and missed opportunities to identify care 
needs (Tuffrey-Wijne  2017). A good understanding of the cli-
ents' needs and referral to palliative care services seemed to 
be core components of this seamless care. This contracts with 
barriers identified within the literature where people with 
intellectual disability appear to have difficulty receiving or 

accessing palliative care due to under referral and lack of ex-
pertise (related to intellectual disability) among the healthcare 
workers and communication barriers (Voss, Francke, and de 
Veer  2023; Irons  2023; Velepucha-Iniguez, Bonilla Sierra, and 
Bruera 2022). Key insights around facilitating a good death for 
people with intellectual disability emerged from this study that 
may be useful to inform care going forward. This will be espe-
cially helpful for supporting families in the community, who, as 
formalised institutionalised care in the ROI diminishes are now 
being recognised as the sole carers for this population (Brennan 
et al. 2023).

6.2   |   Breaking Bad News

From the interviews with these participants it appeared that end 
of life care was further complicated as clients did not know or 
understand their prognosis. This led to an ethical dilemma for 
participants who were not always sure how to act in this regard. 

TABLE 2    |    Lessons learned- preparation, communication and follow through.

Preparation, communication and follow through

Get families more involved from early on
Early introduction to possible future residence
End of life plan
End of life information for families
Have conversations with the person with ID 
about what is happening
Discuss DNR status
Have a protocol and stick to it
Be prepared for emergencies and changing 
health needs
Have a panel of people on call; e.g., to enable a 
familiar member of staff to go to the hospital if 
necessary

Ensure excellent communication between staff and shifts
Be insistent/take strong lead/speak up and follow through

Early medical intervention
Have a good GP and change if necessary

Develop chat book’ for the person with ID to bring with them when 
accessing different services which help to prompt conversations
Hold the space vacant for as long as possible when someone dies

Bereavement
Formal debriefing

Bring counsellor in

TABLE 3    |    Lessons learned-characterisitics of a good and bad death.

Characteristics of a good death Characteristics of a bad death

•  A private room with adequate space for equipment and carers
•  Constant presence of family and/or staff
•  Good G.P. support
•  Good Palliative Care support
•  EOL care plan
•  DNR plan
•  Resources

○  Physical—e.g., hoists, comfort chair, family room
○  Staff—support from management, extra staff, spiritual support

•  Familiar faces present
•  Close relationships with staff
•  Good family involvement
•  Death reviews
•  MDTS
•  Team decisions
•  Post-death follow-up e.g., anniversary masses, contact with family, Christmas card

•  Lots of transitions e.g., hospital 
visits

•  Move within 3 months of dying
•  Left alone

•  Doctors not following up on 
investigations

•  No DR discussion
•  Inadequate medical intervention

•  Late diagnosis
•  Pain not recognised

•  Crisis decisions made by health 
care professionals who don't know 

person
•  Lack of communication with 

person about their death
•  ID staff fighting for medical care
•  ID staff not fighting enough for 

medical care
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This finding is echoed in the literature (Foo et al. 2021). A recent 
UK-wide survey revealed that just over half of people in services 
with intellectual disability were told about their illness, and 
even less (18%) were told that they were going to die (Tuffrey-
Wijne et al. 2020). Interviews with palliative care staff, caring 
for people with intellectual disability revealed that they do not 
have a consistent approach to being open about death and dying 
with this group (Foo et al. 2021).

Indeed Forrester-Jones  (2013) spoke of managers' caution in 
choosing not to speak about death within the intellectual dis-
ability services. Several studies suggest that this stems from 
an assumption of a lack of capacity; a desire for protection and 
not to cause distress (Kirkendall, Linton, and Farris 2017); staff 
feeling that they lack the skills to disclose bad news (Tuffrey-
Wijne, Bernal, and Hollins 2010) and an uncertainty about tim-
ing, who communicates and how to approach the subject (Wiese 
et al. 2012).

Unfortunately, Tuffrey-Wijne, Bernal, and Hollins (2010), a key 
researcher in this field for more than two decades, found that in 
particular, doctors often failed to give individuals clear infor-
mation about their condition or treatment options and instead 
explained this to family members and worked in a paternalistic 
fashion. Tuffrey-Wijne, Bernal, and Hollins (2010) suggest that 
there is a desire to protect people with intellectual disability 
from the unpleasant truth, with professionals not wanting to 
cause distress.

These issues are also further compounded the lack of clear in-
stitutional policies on whether or not to inform people with in-
tellectual disability about their impending death (Kirkendall, 
Linton, and Farris  2017). More education and awareness, 
within formalised intellectual disability settings, about un-
derstanding about death and dying in this context and how 
to have open conversations about death and develop end of 
life plans is needed, along with clear institutional policies to 
support this. Researchers in the field conclude that develop-
ing and implementing advanced care planning for people with 
intellectual disabilities is urgently needed (Tuffrey-Wijne, 
Curfs, and Deliens  2016; Voss et  al.  2020; Voss, Vogel 
et al. 2021). This would provide a platform for enabling useful 
end of life conversations to occur and facilitate early hospice 
care (Ronneberg et al. 2015).

6.3   |   Gaps in Service Provision-Pain Relief

One key finding of this study was the challenges that partici-
pants noted with managing their clients' pain effectively. One 
of the cornerstones of palliative care is the adequate control of 
pain and other symptoms. This finding resonates with Adam 
et  al.  (2020) recent systematic review which indicated that 
pain management was one of the key needs of this population. 
However pain management often relies on verbal self-report 
which is unsuitable for people who have communication diffi-
culties (Tuffrey-Wijne, Hogg, and Curfs  2007). One identified 
way of improving end of life care is an early referral to specialist 
palliative care services to facilitate timely diagnosis and treat-
ment of symptoms (Temel et al. 2010). Certainly specialist pal-
liative care were called upon within this study, and participants 

reported improvements in pain management. Attention also 
needs to be given to the development of sensitive pain assess-
ment tools for this population (Tuffrey-Wijne, McLaughlin, and 
Curfs 2016).

6.4   |   Educational Needs and Requirements

In keeping with other literature on the topic, this study indicates 
a need for additional training and support for staff with regard 
to conversations at end of life and advanced care planning (Voss 
et al. 2019, 2020). Overall education and training was identified as 
a priority requirement within the literature, particularly related to 
understanding how to improve the quality of life for this cohort, 
given their nuanced needs and requirements (Voss, Francke, and 
de Veer 2023). A targeted palliative care educational programme 
tailored to the needs of staff can increase confidence in pallia-
tive care provision (Kim and Gray 2018). One recent evaluation 
of an advanced care planning palliative care training program for 
professionals working with people with intellectual disability was 
very successful in increasing knowledge and skills (Voss, Loxton 
et al. 2021). Kinley, Denton, and Scott (2018) described a success-
ful “steps to successful palliative care” for people with intellectual 
disability living in residential care homes. The education focused 
on assessment, future care planning, good coordination of care, 
delivery of high-quality care, care in the last days of life and 
care after death (Kinley, Denton, and Scott 2018). Utilising pre-
existing resources can also be useful such as those provided by 
the Palliative Care for People with Learning Disabilities (PCPLD) 
Network (2021) and the European Association of Palliative Care 
(EAPC) Taskforce. The latter comprises an EAPC Taskforce on 
intellectual disabilities chaired by Tuffrey-Wijne (2012). Other re-
sources that might be useful are the recent development of a tool 
for identification of people with intellectual disabilities in need of 
palliative care (Vrijmoeth et al. 2018).

6.5   |   Limitations and Future Directions

Given the ongoing reduction of formalised care for people with 
intellectual disabilities, across Europe, the burden of end of life 
care will uniquely rest with family caregivers bringing a new 
set of challenges. It is they that will likely navigate the acute 
and palliative care services for their family member, and have 
concurrent challenges, such as coping with ageing in the case 
of parents, and family responsibilities, in the case of sibling 
carers. This study provides valuable insights into the experi-
ences of health care workers providing end of life care to indi-
viduals with intellectual disability, that will likely inform these 
developments. However application of the study findings need 
to be considered in light of its limitations. It is limited by its 
perspective and focus on health care workers rather than fam-
ily carers. Moreover the findings relate to people with intel-
lectual disability who live in formal residential settings, rather 
than a family home. ROI is also one of the few countries in-
ternationally with a unique educational preparation for nurses 
working in the intellectual disability services. As such the 
provision of residential and supported community care to this 
cohort is of a specialist nature, informed by the intellectually 
disability nursing profession, albeit in a multidisciplinary con-
text. This differs greatly from the organisation of care for this 
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group in other countries internationally. Ultimately, the qual-
itative nature of this study is subjective, and further limited 
by the particular historical and societal developments of intel-
lectual disability services in the ROI. Attitudes towards death 
and dying reflected in this study are likely linked to the ROI's 
Roman Catholic past, as evidenced in the rituals that emerged 
as important in the study. Indeed staffs' overall approach to 
“dealing with death and beyond”, could be said to be located 
within a Judeo-Christian context. These attitudes would not 
necessary be reflected of the reactions and approaches of staff 
in other religious and cultural contexts and environments.

7   |   Conclusion

This study described how gaps in the care of the person with 
intellectual disability and communication challenges affected 
the quality of care provided at end of life, particularly in re-
lation to pain management, decision-making about end of life 
care, and emergency hospital admissions. While there has been 
important attention paid to missed care globally, an exploration 
of this within the intellectual disability sector has not emerged. 
It is likely therefore that staff are missing care for this cohort, 
particularly at their end of life. These gaps need attention going 
forward, not least because they compound the already existent 
health inequities experienced by this group. Enabling and em-
powering people at end of life calls for preparation, conversa-
tions and planning, which were often but not always present 
according to his research. What is needed is a merging of the 
core beliefs of intellectual disability care with an openness 
to death and dying. Additional education and training is also 
needed, for staff across the health care system, and for those 
with intellectual disability. More attention needs to be paid to 
early diagnosis, advanced care planning and pain management, 
and the implementation of policies to support these measures, 
so that quality end of life care can be consistently supported.

7.1   |   Implications for the Profession and/
or Patient Care

•	 End of life care for individuals with intellectual disability 
needs to be based on emerging consensus statements, and 
supported by organisational policy that provides guidance 
on breaking bad news and advanced care planning.

•	 Care needs to be taken with established methods of com-
munication and assessment for individuals with intellec-
tual disability at end of life, especially with regard to pain 
management.

•	 Consideration needs to be given to supporting a good death 
for individuals with intellectual disability at end of life, in-
cluding the development and agreement of rituals that may 
support other clients, family members and staff.

7.2   |   Impact

•	 This study provides some guidance on supporting a good 
death for individuals with intellectual disability at end of 
life.

•	 This study revealed that there are gaps emerging in the care 
of the person with intellectual disability at the end of life in 
relation to pain assessment and pain management that need 
to be addressed in practice.

7.3   |   Note on Dissemination

To aid dissemination, the study has also been published as a pre-
print (McCarron et al. 2021) and in keeping with the require-
ment of the funders, and to ensure timely dissemination and 
impact in this field, the main study findings were reported in-
formally elsewhere in online PDF format (McCarron, Mccallion 
et al. 2017). However neither of the aforementioned dissemina-
tion routes preclude official publication in peer reviewed jour-
nals (COPE 2023). Moreover, as much of the original discussion 
and recommendations related to a specific Republic of Ireland 
context only, the implications of the study findings have been 
redeveloped within this current paper with a more global au-
dience in mind. As such this material would not be considered 
redundant or duplicated (COPE 2023).
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