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1. Foreword

Across Northern Ireland, there is growing recognition of the importance of equitable access to palliative
and end of life care for all members of our communities. This includes recognising and responding to
the experiences of people who may face additional barriers in accessing services, support and

meaningful conversations about care, illness, dying and bereavement.

This scoping work, undertaken by the All Ireland Institute of Hospice and Palliative Care (AIIHPC) in
partnership with the Public Health Agency and Palliative Care in Partnership, focuses on two groups
who are often underserved within existing systems and structures: people with learning disability and

people experiencing homelessness.

The work comes at an important time within the wider policy and strategic context in Northern Ireland.
Recent recommendations from the Northern Ireland Assembly Committee for Health, including
Recommendation 14 within the Report on Access to Palliative Care Services, highlight the need to
remove barriers to palliative and end of life care for vulnerable and marginalised groups through
improved training, resources and tailored support. At the same time, wider developments such as the
Department of Health's This is Our Health engagement programme and the emerging Neighbourhood
Model of Health and Wellbeing reinforce the importance of community-based approaches, partnership
working and enabling people and communities to play a greater role in supporting health and

wellbeing.

Over the course of this work, engagement has taken place with a wide range of stakeholders across
health and social care, the community and voluntary sector, academia, inclusion health and frontline
services. Alongside this, a substantial body of evidence and practice insight has been reviewed,
including learning from emerging models, practical tools and international approaches.

What is striking throughout this report is the consistency of the themes identified. Across both
population groups, the work highlights the importance of relationships, trust, communication and
continuity of care. It also highlights the significant role already being played by frontline staff and
services, often working creatively and compassionately in the absence of formal structures, pathways or

supports.

Importantly, this report does not simply identify challenges. It also points towards practical
opportunities for improvement and collaboration. The findings reinforce the importance of flexible,
relationship-based approaches, workforce support, accessible communication and stronger cross-sector
working. They also demonstrate the value of building on existing community strengths and
partnerships.

Encouragingly, early implementation activity is already underway through the development of No
Barriers Here across Northern Ireland, involving collaboration between AIIHPC and a wide range of
partner organisations. This demonstrates both the appetite and readiness across sectors to engage in
this work and begin testing practical approaches that can support more inclusive conversations and

planning around future care.
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We would like to thank everyone who contributed their time, expertise and experience to this work.
The openness and commitment shown by stakeholders across all sectors has been central to the

development of this report.

We hope this scoping work will support continued collaboration and practical action to improve
equitable access to palliative and end of life care for some of the most underserved people in our
communities.

— _l'vz g;\""f—:f ‘ (—R\/&Mﬁm ;

Karen Charnley Aidan Dawson
CEO Chief Executive
All Ireland Institute of Hospice and Palliative Care Public Health Agency
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2. Introduction and purpose

This report presents the findings of a scoping exercise undertaken between October 2025 and April
2026 to explore access to palliative and end of life care for two groups who are often underserved:
people with learning disability, and people experiencing homelessness.

The work was commissioned to:

e better understand how palliative care need presents within these populations

e identify barriers and gaps in current provision

e explore what supports, approaches or models may improve access and experience
e inform potential future development at a regional level

This report brings together evidence, stakeholder insight and emerging practice to support shared
understanding and next steps.

3. Scope of the work

The scoping work focused on:

e Northern Ireland as the primary context
e specialist palliative care, primary care, and community and voluntary sector interfaces
e experiences of adults within both population groups

It did not seek to:

e evaluate specific services
e develop detailed service models
e provide costed implementation plans

Instead, the focus was on building a clear, evidence-informed picture of need, experience and
opportunity.

4. Approach and methodology

A mixed-method scoping approach was used, combining evidence review, stakeholder engagement and
practice insight, so that conclusions could be tested against more than one source rather than resting

on any single one.

4.1 Evidence review

A structured review of relevant literature was undertaken across both population groups, including
international systematic and qualitative studies, UK and Irish research, applied and practice-based
evidence, and emerging implementation models. This included development of an evidence map and

thematic synthesis, particularly in relation to learning disability and palliative care.
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4.2 Stakeholder engagement

Engagement was carried out between January and March 2026 and included approximately 20-25
stakeholders across:

e all five Health and Social Care Trust areas

® specialist palliative care services

e learning disability services

e inclusion health and homelessness services

® policy and system leads

e academic and research experts

Engagement methods included one-to-one discussions, small group meetings, and targeted service-
level conversations. Key organisations and perspectives included Homeless Connect and member
organisations, inclusion health nursing, specialist palliative care outreach and community teams,

academic leaders in intellectual disability and ageing, and frontline practitioners across both sectors.

4.3 Practice and international insight

Additional input was gathered through engagement with international experts and service models,
including Journey Home Hospice (Canada); review of applied training and implementation models,
including the PA2Care programme for homelessness services; and synthesis of practice-based insights
from frontline services across Northern Ireland, including engagement with specialist palliative care
teams, hospital-based services, and community teams across Health and Social Care Trust areas.

4.4 Approach to analysis

Findings from evidence, engagement and practice insight were reviewed iteratively, grouped into key
thematic areas, and tested for consistency across sources. This triangulated approach ensured that

conclusions were grounded in both research and real-world experience.

5. What the work found

Across both population groups, the same pattern emerges consistently. The six themes below are best

read together rather than as separate findings, since each one helps explain the next.

5.1 The issue is not a lack of need or knowledge

There is already a well-established evidence base, particularly in relation to learning disability, and
practitioners are broadly aware of it. What is missing is not knowledge but consistency: palliative care
need is often not recognised early, and the response that follows, when it comes, varies from service to

service. That inconsistency is the starting point for most of what follows.

5.2 A system that does not fit

Much of this comes down to how services are structured. Current models were not designed with these

two populations in mind, and this results in late identification of need, unclear pathways and
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thresholds, and gaps between services that no single organisation owns. In practice, this often results in
a reliance on informal coordination: people may move between services without a clear sense of

ownership or continuity.

5.3 Relationships are central to access

Across both groups, engagement with care is shaped more by trust, familiarity and continuity than by
formal pathways. For many people, a relationship with a frontline worker is effectively their access
point to care, and where that relationship is disrupted, disengagement from services tends to follow.
This is especially evident within homelessness services, where trust is built slowly, over time, rather
than assumed from the outset.

5.4 Staff are already providing end of life support

It follows that a significant amount of end of life care is already being delivered, not by palliative care

specialists, but by frontline staff, particularly within homelessness services, who are supporting people
with complex and life-limiting conditions, navigating end of life situations, and managing the emotional
and practical demands that come with that. Staff are largely doing this without formal training, without

clear guidance, and often while managing their own grief and loss with limited support in place.

5.5 Stigma and access barriers persist

Underneath all of this, stigma continues to shape whether people seek help at all. Barriers such as
difficulty registering with or accessing primary care, and the lasting effect of negative past experiences,
lead people to disengage from services altogether. The result is delayed diagnosis, care that happens in
a crisis rather than being planned for, and fewer opportunities for the kind of conversations that good

planning and support depend on.

5.6 Strong alignment between evidence and local experience

What is striking is how closely all of this matches the wider evidence base. International, UK and Irish
research point to the same themes, late identification, service fragmentation, workforce strain, and the
importance of relationships, that stakeholders described from their own experience in Northern
Ireland. That consistency matters: it indicates that these are systemic issues rather than isolated ones,

and systemic issues call for a systemic response.
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6. What helps: emerging practice and learning

Alongside these challenges, the work also identified what is already helping, or has the potential to
help, across both practice and evidence.

6.1 Practical, context-based workforce support

Evidence from applied training models shows that staff confidence and capability improve substantially
when training is grounded in real scenarios, discussion-based, and flexible enough to adapt to different
settings, rather than delivered as a fixed curriculum. Support around the grief and emotional impact of
this work is a key part of what makes that training effective.

6.2 Flexible and relational approaches

The approaches that work best share a common thread with the training that supports them: they are
adaptable, relationship-based, and built around services that already exist, rather than introduced as
separate or rigid structures. Highly standardised models, by contrast, tend to be less effective in these
contexts.

6.3 Cross-sector and locality-based working

There is strong potential in closer working between specialist palliative care and community or
voluntary sector services, particularly where that collaboration happens at a local level. Realising that
potential depends on clarity of roles, realistic expectations of what each partner can offer, and

appropriate support to sustain the relationship over time.

6.4 Learning from international models

International engagement, including with Journey Home Hospice in Canada, offers a useful reference
point. These models are not directly transferable to Northern Ireland, but they demonstrate the value
of equity-focused design, specialist responses that sit alongside mainstream services, and strong
partnership working, principles that align closely with what emerged from stakeholder engagement

here.

7. Cross-cutting insights

Read alongside each other, the findings in sections 5 and 6 point to something more than a set of
separate problems. They describe a single system in which the same underlying weaknesses are evident

across different services and care settings, regardless of which population group is involved:

e the system relies heavily on informal work and relationships to hold together

e workforce capacity and confidence are a key limiting factor on what that informal work can

achieve

e communication and advance care planning are underdeveloped, despite being the tools most likely

to reduce that reliance
e bereavement support is limited, particularly in learning disability settings

e stigma continues to shape access and experience throughout
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None of these sits on its own. Weak workforce confidence makes informal relationships even more
load-bearing; limited advance care planning means those relationships are asked to carry weight that
better tools and systems could share; and stigma quietly shapes all of it, discouraging people from
testing whether the system will hold. Addressing any one of these points in isolation is unlikely to shift
much, which is part of why the priorities in section 9 are set out as a connected set rather than a
checklist.

8. Implications and opportunities

This work suggests that meaningful improvement does not require large-scale structural change. What
it requires instead is a shift in focus: targeted, practical interventions; strengthening the existing
services and relationships already doing much of this work; and improving coordination and clarity
between them. There is also a clear willingness across sectors to engage in this work, which is itself a

foundation to build on.

9. Priority areas for development

The following five areas are identified as priorities. They follow directly from the cross-cutting issues set

out in section 7 and are best progressed together.

1. Earlier identification of palliative need — improving recognition of need across non-specialist

settings.

2. Communication and advance care planning — developing accessible, appropriate approaches for

both populations.
3. Workforce support and development — providing practical training, guidance and emotional support.
4. Coordination and pathways — clarifying roles and strengthening connections between services.

5. Bereavement and follow-on support — developing more consistent approaches, particularly in
intellectual disability contexts.

10. Suggested next steps

The following next steps are proposed for consideration. In some areas, early implementation is already

underway.

No Barriers Here

There is strong alignment between the findings of this scoping work and the No Barriers Here approach,
particularly in relation to accessible communication, advance care planning, and supported, facilitated

conversations about death and dying.

As of April 2026, AIIHPC has taken a leading role, in partnership with 12 organisations across Northern
Ireland, to begin implementation. Current progress includes 108 individuals registered for a webinar
across all Trust areas and a range of community and voluntary organisations, delivery of an information

webinar in mid-April 2026 to support awareness and engagement, and coordination of facilitator
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training, with No Barriers Here partners scheduled to deliver training in Northern Ireland. This

represents a significant level of early engagement and cross-sector coordination.

The next phase will focus on training and supporting facilitators, delivery of No Barriers Here sessions
across a range of settings, including those supporting people with learning disability and people

experiencing homelessness, and capturing learning to inform potential wider rollout.

Lived experience engagement

Alongside this, there is a case for undertaking focused engagement with people who have lived
experience of homelessness and serious illness. Doing so would help ensure future development is
informed by that engagement, grounded in real experience, and carried out in a way that supports

ethical and appropriate involvement.

Targeted pilots

There is also an opportunity to test specific approaches in practice, building on existing services and
relationships rather than starting from scratch. This could include piloting workforce support
approaches, locality-based collaboration, and practical tools and interventions identified through this

work.

Ongoing collaboration

Underpinning all of this is the need for continued partnership working between the PHA, AIIHPC, service
providers, and the community and voluntary sector, to refine and progress this work in a coordinated

way.

11. Conclusion

This scoping work provides a clear and consistent picture of need, challenge and opportunity across
both population groups. The evidence base is strong, the issues are well understood across sectors, and,
as section 7 sets out, the gaps involved are systemic rather than isolated.

None of this is happening in a vacuum. Staff are already responding to these needs, often without the
training or structures that would make that work sustainable, and there is a genuine openness across
sectors to change and improve. Combined with the early momentum already underway through No

Barriers Here, that openness represents a real, practical opportunity: the steps needed from here are

achievable, and several are already in motion.

A structured summary of key themes and suggested directions is included in Appendix 4, with a more

detailed recommendations matrix available as a supporting document.
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Appendices

Appendix 1: Stakeholder engagement overview

Engagement was undertaken between January and March 2026 with approximately 20-25 stakeholders

across Northern Ireland. The purpose of this engagement was to gather a range of perspectives on

current experience of palliative and end of life care, system gaps and barriers, and practical

considerations for improving access and delivery.

Representation included:

all five Health and Social Care Trust areas (Belfast, Northern, Southeastern, Southern and Western)
specialist palliative care services (hospital and community)

learning disability services

homelessness and inclusion health services

policy and system stakeholders

academic and research expertise

Engagement methods: one-to-one discussions, small group meetings, and targeted service-level

conversations.

Key organisations and networks engaged included:

Health and Social Care Trust services across all regions

Homeless Connect and associated member organisations

Inclusion Health services, including nursing roles

Specialist palliative care teams, including outreach and community services
Learning disability services across Trust areas

Academic partners, including engagement with Trinity College Dublin (IDS-TILDA research

programme)

Cross-sector practitioners working at the interface of health, homelessness and disability

This engagement provided a balanced mix of strategic and system-level insight, frontline practice

experience, and research and evidence-informed perspectives.
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Appendix 2: Evidence base overview

A structured review of evidence was undertaken across both population groups to support this scoping

work. The review aimed to identify what is already known, understand common themes and gaps, and

inform interpretation of stakeholder engagement.

Types of evidence reviewed:

international research, including UK, Irish and Canadian studies
systematic and qualitative research studies
practice-based and applied reports

evaluations of emerging models and interventions

Key thematic areas identified:

identification and recognition of palliative care need
access to services and systemic barriers

workforce challenges and support needs
communication and advance care planning
bereavement and follow-on support

models of care and practice innovation

A particular focus was placed on evidence relating to learning disability and ageing, and research and

practice insights relating to homelessness and inclusion health.

Examples of key evidence and resources reviewed

The evidence base included a number of well-established and emerging studies and practical resources

relevant to both population groups, including:

research from the IDS-TILDA programme (Trinity College Dublin), which highlights patterns of
ageing, health need and service use among people with learning disability, including implications

for end of life care

international research on palliative care and homelessness, including work by Hudson et al., which

identifies barriers to access, late presentation and the importance of relational care models

practice-based insights and service models, including learning from Keech Hospice Care (UK), which
has developed approaches to supporting people with complex needs, including those experiencing

homelessness

applied programme evidence, including the PA2Care (Palliative Approach to Care) model, which
demonstrates how structured training can improve confidence and capability among non-specialist
staff

practical tools and resources such as the Marie Curie Planning Ahead toolkit, which supports

accessible conversations around future care and planning

These sources, alongside broader literature and practice insight, informed the thematic analysis

presented in this report.
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Appendix 3: Practice and additional inputs

In addition to formal evidence review and stakeholder engagement, further insight was gathered from
practice-based and international sources.

International practice insight

Engagement with international experts and organisations included Journey Home Hospice (Canada) and
the Centre for Equity and Innovation in End-of-Life Care (Saint Elizabeth Foundation). These inputs
provided examples of tailored service models, insight into equity-focused approaches, and learning on
cross-sector partnership and service design.

Applied models and training approaches

Review of applied models included the PA2Care (Palliative Approach to Care) training programme for
social care workers supporting people experiencing homelessness. This provided insight into workforce
development approaches, practical tools and training formats, and the importance of supporting staff

confidence and wellbeing.

Practice-based insight from Northern Ireland

Practice insights were drawn from engagement with specialist palliative care teams, hospital-based
services, community and voluntary sector services, homelessness and inclusion health services, and
learning disability services across Trust areas. This provided real-world examples of how care is
currently delivered, insight into informal practices and workarounds, and understanding of pressures

and constraints within services.
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Appendix 4: Summary of key themes and suggested directions

The table below summarises the key themes identified through this scoping work, alongside indicative

directions for development. These reflect the combined findings from evidence review, stakeholder

engagement and practice insight across both population groups, including recent engagement and early

implementation activity.

Recognition of
palliative need

Palliative care needs are often
identified late, particularly within
non-specialist settings

Build awareness and practical
understanding of palliative care
across learning disability and
homelessness services to support
earlier recognition

Access and pathways

Pathways into palliative care are
unclear and inconsistent, with gaps
between services

Strengthening coordination between
services and clarify roles, referral
routes and points of access

Existing service models at times are
not designed with these

Develop flexible, relational
approaches that can operate across

confidence and
support

System fit
y populations in mind, which can service boundaries and adapt to
lead to fragmented care individual circumstances
Provide practical, context-based
Workforce Frontline staff are already providing P

significant support but often
without training or guidance

training and ongoing support,
including space to address emotional
impact and grief

Communication and
advance care

Limited use of accessible and
appropriate approaches to

Adapt and introduce tools and
approaches that support accessible,
supported conversations (e.g. No

approaches to care

planning conversations about future care i .
Barriers Here, planning tools)
Trust, continuity and relationships . e . . e
. y P Build on existing relationships within
Relational are central to engagement,

particularly for people experiencing
homelessness

services and support continuity of
care wherever possible

Stigma and barriers
to access

Ongoing stigma and structural
barriers limit access to healthcare
and palliative care

Strengthen inclusive approaches
within services and improve access to
primary and community care

Bereavement and
follow-on support

Limited structured bereavement
support, particularly within learning
disability services and
homelessness settings

Develop accessible and context-
appropriate bereavement supports
for individuals, staff and services

Cross-sector working

Collaboration between sectors is
often informal and reliant on
individuals

Support more structured, locality-
based collaboration between
palliative care, learning disability and
homelessness services
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Practice and models
of care

Examples of effective practice exist
but are not consistently shared or
scaled

Test and adapt practical models (e.g.
training approaches, hospice
partnerships, international models)
within the NI context

Lived experience

Limited direct input from people
with lived experience within the
system

Prioritise engagement with people
with lived experience to inform future
design and development

Early implementation
momentum

Strong engagement and readiness
across sectors, particularly through
No Barriers Here

Build on current momentum to
support early implementation,
learning and potential scale-up
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