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Abstract

Background: An ageing prison population with complex health needs combined with punitive sentencing practices means palliative
care for incarcerated individuals is increasingly important. However, there is limited evidence regarding the models of care delivery
in high-income countries, and their associated challenges and benefits.

Aim: To develop a typology of models of palliative care provision for incarcerated individuals, synthesise evidence of their outcomes
and describe facilitators of and challenges in delivering different models of palliative and end-of-life care in prisons.

Design: Scoping review following Arksey and O’Malley, with narrative synthesis. The protocol was registered prospectively
(reviewregistry1260).

Data sources: MEDLINE, EMBASE, CINAHL, PsycINFO, the Social Sciences Citation Index and grey literature were searched on 15th
March 2023. The Mixed Methods Appraisal Tool (MMAT) was used for quality appraisal.

Results: A total of 16,865 records were screened; 22 peer-reviewed articles and 18 grey literature sources met the inclusion criteria.
Three models were identified: Embedded Hospice, Outsourcing Care and Community Collaboration. The Embedded Hospice model
shows potential benefits for patients and prisons. Outsourcing Care may miss opportunities for comprehensive care. Collaborative
Care relies on proactive prison-community relationships that could be formalised for improvement. Psychosocial and bereavement
needs of those dying in prison and their caregivers lack sufficient documentation.

Conclusion: Further research is needed to evaluate prison hospice costs and examine how prison hospices impact compassionate
release usage. Beyond the USA, policies might formalise care pathways and recognise best practices. Further investigation to address
psychosocial needs of people in prison with life-limiting illnesses and post-death bereavement support is required.
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What is already known about the topic?

e The ageing prison population is growing worldwide.
e Access to quality palliative care for people in prison is a pressing requirement.
e There are significant variations in how palliative care is delivered for people in prison across high-income countries.
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What this paper adds?

We identified a typology of three models of care delivery for people in prison in high-income countries: (1) Embedded
hospice model, typified by an interdisciplinary team and volunteer caregivers providing care on-site; (2) Outsourcing
Care model, in which end-of-life care is provided outside the prison; (3) Collaborative community model, which involves
prisons engagement with other healthcare facilities or practitioners.

Embedded hospice models in the USA are prevalent and demonstrate promising evidence for enhancing the care experi-
ence for recipients and peer caregivers. Chaplains, social workers and peer caregivers provide psychosocial support, yet
documented assessment and strategies for managing the distinctive needs of this group and their families are lacking,

despite their acknowledged complexity.

Implications for practice, theory or policy

in prison is essential.

implementation and monitoring.

e Local policies should formalise pathways between community palliative care providers and prisons, emphasise flexible
visiting and consider expanding the definition of ‘family’ to include fellow individuals in prison.
e Prioritising consultations with stakeholders at the national governmental level on sentencing practices for older people

e Frameworks such as the UK’s Dying Well in Custody Charter can support national quality standards but require robust

Introduction

Prison populations in many high-income countries are
growing, due to population ageing and increasingly puni-
tive sentencing policies.>2 Dedicated palliative care provi-
sion in prisons has become a pressing requirement;
however, marked variability in models of care between
high-income countries hinders meaningful comparison
and the identification and implementation of best
practice.?

People in prison deserve equivalent access to health-
care as the general population, and barriers to care deliv-
ery can be considered a human rights issue.?3 Initial
studies on palliative care in prisons worldwide highlight
gaps in current provision and a lack of research evidence
to inform practice.37 Services have developed at vastly
different rates, both between high-income countries and
within.18 Inequitable provisions for people in prison with
life-limiting illnesses, who are often older, with multimor-
bidity and frailty, coupled with stringent early-release
policies, continue to prevail.! Countries differ significantly
in compassionate early-release policies. Common ele-
ments considered for granting early release include
offence type, reoffending risk and suitability for transfer
to a non-prison setting. In France, a person is temporarily
moved to hospital but will return if they recover, whereas
in the U.S.A., compassionate release allows those in
prison to seek early release for severe health issues
including age-related conditions, with medical parole
employed as the primary mechanism across states.!
Advocacy for compassionate release is in tension with a
prevailing punitive approach that limits access to end-of-
life care. This, combined with a lack of comprehensive
reporting and appeals processes, has hindered evidence-
based reforms.>10

This study aimed to identify and categorise the differ-
ent palliative and end-of-life care delivery mechanisms for
people in prison across high-income countries, using a
scoping methodology. We synthesised evidence from aca-
demic and grey literature, comprehensively delineating
prison palliative care models in high-income countries to
identify and share innovative practices and determine
knowledge gaps.

The review builds on and extends previous research that
defined prison hospice characteristics within the USA and
examined the challenges of implementing community hos-
pice standards within prisons, from a range of stakeholder
perspectives,®10 but did not delineate different models of
care. This paper contributes to existing literature by offer-
ing a typology derived from international studies, broaden-
ing the predominantly USA-focussed evidence base.

Previous reviews were either limited to the USA and
the UK,11-14 or excluded grey literature.3> Independent,
third sector and charity organisations work extensively in
the prison sector, so the inclusion of grey literature is
essential to reflect current practice. The European
Association of Palliative Care Task Force recently con-
ducted a comprehensive mapping survey of palliative care
within prison settings.! This survey highlighted the impor-
tance of comparative analyses of care delivery approaches
such as that reported here.

Methods

We followed the five stages of Arksey and O’Malley’s
scoping review methodology: specify the research ques-
tion, identify relevant literature, select studies, map the
data and synthesise the results.!® This approach is appro-
priate when evidence is emerging and disparate,’> and
when attempting a thorough overview of the literature.®



Gilbert et al.

519

Table 1. Inclusion and exclusion criteria for study selection.

Inclusion criteria

Exclusion criteria

Study
participants

People in prison, families, carers, staff

and volunteers who have experience of
palliative care for people in prison

Studies reporting models and mechanisms
of palliative healthcare in prisons, including
perspectives of people in prison, families,
carers, staff and volunteers; conducted in
high-income countries

Communication
or intervention

Type of study
regardless of study design.
Language of English
study report
Timeframe

the search date (15 March 2023).

Any study reporting original, empirical data,

Studies published from 1 January 2000 until

Families, carers, staff and volunteers who have experience
of palliative care deliver not to adult people in prison

Studies reporting chronic or life-limiting illness without
describing the care model, non-prison institutions or those
not catering to adult people in prison and studies focussing
on specific components of palliative care without describing
the overall care delivery model

Case reports, protocols, editorials or commentaries.

Not reported in English

Studies published before 2000.

Narrative synthesis was used to address step five in of
Arksey and O’Malley’s methodology, the collation and
summary of the data. Narrative synthesis was selected
owing to the heterogeneity of included studies and grey
literature. We followed Popay et al’s.1” approach, involv-
ing three iterative stages (developing a preliminary syn-
thesis, exploring relationships within and between
studies, assessing the robustness of the synthesis).

The review protocol was devised and reported accord-
ing to the Preferred Reporting Items for Systematic
reviews and Meta-Analyses extension for Scoping Reviews
(PRISMA- SCR),8 prospectively registered in the Research
Registry (Unique ID number: reviewregistry1260) and
published open access.??

Eligibility criteria

The Setting, Perspective, Intervention, Comparison,
Evaluation (SPICE) framework was used to frame the
research question due to its applicability in broader
evaluations, that encompass setting and stakeholder
perspectives.l’

Inclusion and exclusion criteria are summarised in Table 1.

Search strategy

In collaboration with a subject information specialist, the
following databases were identified and searched:
MEDLINE, EMBASE, CINAHL, PsycINFO and the Social
Sciences Citation Index. The Medline search strategy
(Table 2) was adapted for other databases (see
Supplemental Material Files). All databases were searched
on 15th March 2023 from 1st January 2000 to date, with
results limited to the year 2000 onwards to ensure rele-
vance to the current regulatory and policy context.

The search results were collated and de-duplicated
(EG) in Covidence.?0

Table 2. Sources of grey literature.

Website/database

. National Prison Hospice Association

. International Association for Hospice and Palliative Care

. Penal Reform International

. Marie Curie

. World Health Organisation (WHO)

. Hospice UK

. Google search (with country qualifier and/or advanced
search function)

8. PROQUEST

No b WwWwN e

Grey literature

The inclusion of grey literature is recognised as a key com-
ponent of a comprehensive review process,?'~?7 but scop-
ing reviews often lack detailed search strategies for grey
literature, hindering replicability.?!

In this study, grey literature was collected by searching
relevant websites and databases, including ProQuest and
Google. Table 2 includes all websites/databases searched.
Subject-matter experts were consulted to help design the
search strategy and identify any key material (see
Acknowledgements).

Grey literature searches utilised combinations of the
most common academic database keywords.

As of November 2020, 77 countries were classified
as high-income by the World Bank.® Following prelimi-
nary searches that suggested potential research activ-
ity, grey literature published in English was sought
from the USA, Germany, UK, France, Canada, Australia,
Netherlands, Sweden, Switzerland, Norway, Ireland,
New Zealand and Iceland. A country qualifier was used
in Google searches where feasible (e.g. ‘site:.au’ when
searching for papers published in Australia). Not all
countries have a qualifier; in this instance the advanced
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search in Google was used and the region-limiter func-
tion applied. Due to limitations in funding and time,
the search was limited to the first four pages of Google
results.

Selection process

Titles and abstracts of identified records were screened
by the primary researcher, with a second researcher inde-
pendently screening a random 25% of the results. Any dis-
crepancies were discussed within the research team.
Study authors were contacted for additional information
or to obtain full datasets where needed.

Data extraction

Full-text articles were imported into Covidence for data
extraction using a piloted template. The pre-piloted data
extraction template (see Supplemental Material File) cap-
tured study design, country, information on care delivery
(including providers, care settings, consideration of social/
psychological/spiritual needs, admission criteria, training
provided to staff and volunteers, multidisciplinary collab-
oration, older prisoner provision, interventions, prison
policies, family rights, bereavement support and funding
implications) and key outcomes.

A second reviewer reviewed extracted data from all
papers with any discrepancies resolved by discussion.

Quality appraisal

The Mixed Methods Appraisal Tool (MMAT) was used to
assess included studies.?® The MMAT incorporates
descriptive criteria for evaluating mixed-methods studies
and has been widely tested for content validity. The 2018
MMAT version does not have a scoring function but pro-
poses researchers present a robust rationale for the rat-
ings of each criterion.

Records were assessed independently by two review-
ers using the MMAT and a rating of ‘high’, ‘moderate’ or
‘low’ quality was agreed between them. For mixed-
method studies, each component was assessed sepa-
rately, and the lowest quality score was used.
Publications assessed as high quality were considered
more credible and relevant than those assessed as low
or medium quality, but given the diffuse nature of evi-
dence identified, low-quality evidence was also
included.

Narrative synthesis and typology
development

The stages of narrative synthesis, as outlined by Popay,
were adapted for this review.'” Through data extraction,

appraisal and consensus with a second reviewer, studies
with similar components, such as location of care, were
grouped to develop a preliminary synthesis and derive the
typology, with distinguishing properties as qualifiers for
taxonomic differences.?? We analysed evidence iteratively
to identify the typology, describe the models and high-
light their outcomes, facilitators and challenges. Thematic
analysis was used to formulate a preliminary synthesis,
map key concepts and explore relationships between
studies.’” A summary table with paper characteristics and
summarised data is provided in Supplemental Materials.
Grey literature provided useful context; in addition, find-
ings relevant to the typology were integrated within the
narrative.

Results

After deduplicating records, searching across databases,
manual searches and contacting authors, a total of 16,865
records were identified; 16,615 were excluded at title and
abstract screening (Figure 1). Two hundred and fifty full-
text articles were screened; 22 reports in peer-reviewed
journals and 18 grey literature publications met the eligi-
bility criteria and were included in the synthesis. This
included one additional paper3® and Supplemental
Material Data from another study! obtained from study
authors.

Characteristics of included evidence

Fifteen qualitative, six mixed-methods and one quantita-
tive study were included in the synthesis. Studies were
conducted between 2000 and 2022. Thirteen studies
were from the USA,11.12.30-40 fiye from the UK,%41-%3 includ-
ing Scotland,** with individual studies from Canada,*
France*® and Australia,*” as well as a survey study from
eight countries.! Included studies and their key findings
are presented in Table 3.

Quality of studies

The methodological quality of the studies was mixed
(see Supplemental Materials of the 22 studies, 15 met
all appraisal criteria). Due to inadequate reporting,
five were considered at medium risk of bias and two at
high risk.

Grey literature

Typology of models of palliative care delivery. This scop-
ing review identified three models of palliative care for
people in prison in high-income countries: ‘Embedded
Hospice’, ‘Outsourcing Care’ and the ‘Community Collab-
oration’ model.
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!

Full-text articles assessed for
eligibility (n = 250)

ELIGIBILITY

\ 4

Studies excluded (n = 228)

Wrong study design (n = 39)

Not original research (n = 70)

Not about palliative care (n = 11)

Studies not reported in English (n =4)
Conference abstract only (n = 21)

Studies published prior to Jan 1st 2000. (n = 1)
Institutions that do not fall under the legal
definition of prison (n = 5)

About prison palliative care, where the model of
care delivery is not described or evaluated. (n =
22)

Reporting on chronic or life-limiting illness where
the model of care delivery is not described. (n =
8)

Study focus is on components of palliative care
only (n = 47)

Figure 1. PRISMA flow diagram.
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Embedded hospice model. This model is typified by
an interdisciplinary team (IDT) and volunteer caregiv-
ers providing care on-site.111230-3235-39 Thjrteen out of
14 included studies reporting this model were from the
USA. Studies were mostly high quality, although two were
deemed medium quality and two were low. A survey iden-
tified 113 functioning prison hospices in the USA,12 but
the implementation of these programmes varied.1233 Two
papers (from one study) describe a regional healthcare
resource, serving all people in prison within that Ameri-
can state.3%31 One Canadian study showcased the ‘Pal Pro-
gram’, providing companionship for people in prison with
serious illnesses.*>

All 13 USA studies reported inclusive IDTs with medical
professionals and prison staff.l2 Data indicates that as
early as 2011, 94% of surveyed hospices in the USA uti-
lised unpaid peer caregivers.!? Chaplains, social workers
and inmate caregivers in the IDT primarily aided families
by providing psychoeducation about dying and promoting
familial reconciliation.33:38:35

Admission criteria for utilising the service varied
between the 13 studies from the USA; from a prognosis of
either 630 to 12 months'140 to no requirement of time-to-
death prognosis.?? Three studies reported a requirement
for a do-not-resuscitate (DNR) order, while others didn't;
the reason for this variation is unclear.26:3435

Where compassionate release mechanisms were
reported, pre-release planning involved the reinstate-
ment of an individual’s benefits and organisation of their
community care,® with most applications led by social
workers.32 Medical Assistance in Dying (MAID) has been
legally available in Canada since 2016.% Incarcerated
patients encounter difficulties in equitable access to MAID
services. The cited Canadian study reveals challenges in
accessing early release for people in prison, highlighting
concerns that those with terminal illness may choose
MAID over preferred community-based palliative care due
to such obstacles. These difficulties can contribute to
heightened suicidal ideation, amplified by uncertainties
about supportive medical staff and fears of repercussions
for inquiring about MAID.*>

The grey literature illustrated the rise of the Embedded
Hospice model in the USA. The Humane Prison Hospice
Project report cited low recidivism rates for inmate volun-
teers*® and evidence of the transformative potential of
inmate caregiving. The report includes accounts of hard-
ened gang members demonstrating empathy towards the
terminally ill,*° and murderers with 50-year sentences
finding redemption through caring.30.51

Psychosocial support

Psychosocial support varied, with psychiatrists and psy-
chologists included in only some IDTs.33 One study found
psychologists in only 7% of programmes surveyed in the

USA.34 Counselling by chaplains, social workers and peer
caregivers was common, with volunteers also trained in
psychosocial aspects of dying.353¢ Peer caregivers formed
close bonds with patients, offering companionship and
comfort.3334 Chaplains were the main providers of spirit-
ual care,?235737 although peer caregivers, might read reli-
gious texts 11384539 and provide comfort through prayer.3*

Social care

Informal companionship (facilitated by peer caregivers)
often went beyond assisting with daily activities to attend-
ing to an individual’s unique wants and needs.26:29,36:45
These relationships might offer protection, safeguarding
people in prison from potential abuse.3” Four studies did
not report social care provision.33-3%

Rights of families

Visitation policies generally permitted non-incarcerated
families and friends to visit, with some programmes facili-
tating videotaped messages.!? Flexible visiting arrange-
ments were emphasised,3335 and the definition of family
extended to include fellow inmates, reducing barriers
associated with strict protocol adherence.3®

Bereavement support

Bereavement support involved regular meetings or ad hoc
support.?? Informal discussions with staff, memorial ser-
vices and peer mentorship were observed.3335-37
Bereavement support could take the form of signposting
to bereavement services, condolence cards, telephone
calls or psychoeducation on the stages of dying and antici-
patory grief.35> Some programmes surveyed lacked oppor-
tunities to memorialise the deceased or access grief
counselling.12 The Canadian study highlighted challenging
conditions faced by inmate volunteers, leading to emo-
tional distress and potential Post Traumatic Stress Disorder
following a death of a fellow inmate.*

Funding implications

This model reports cost-effectiveness due to reduced hos-
pital transport and DNR orders, reducing the cost of life-
sustaining interventions.2?36 In the Canadian study, prison
caregivers acknowledged low compensation in their work
($25 every 2 weeks on the PAL programme).* In contrast,
a study in the USA found stable expenses despite high
healthcare costs in the last 6—12 months.33

Facilitators and challenges

This model appears to be supported by several key facili-
tators, principally the inmate caregivers’ person-centred
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practice.12323% The importance of education and training,
whether through formal programmes or informal mentor-
ing, for both staff and volunteers, was underscored.3334
The collaboration of an IDT was found to be crucial, ! and
the addition of a volunteer coordinator was positively
noted.3> Programmes administered by full-time prison
staff assigned additional hospice duties were deemed
effective.3* Another important facilitator was the ability of
families to feel included;335-3846 however some people in
prison regarded fellow inmates as their family.3”

Prominent challenges in implementing this model
included security considerations impacting opiate admin-
istration within prisons.!11245 Healthcare concerns were
often overshadowed by security protocols, hindered by a
lack of knowledge and training.2®35 Cultural differences
between hospice and prison raised concerns about mis-
trust and potential exploitation.35-37 Inadequate resources
for a comfortable environment and limited public support
were common.123031,38 Prison staff were reported to ques-
tion requests for specific food items!? and be hesitant
about relaxing visiting rules.2%:3%

The stability of the institution emerged as a potential
challenge, with palliative care programmes identified as
vulnerable during periods of infrastructural unrest.33
Additionally, the insistence on having DNR orders in place
could undermine trust,2® or access to MAID for Canada’s
people in prison.*

The Embedded Hospice model is associated with a per-
vasive theme of ‘humanizing the prisoner’. This applies to
the peer caregiver volunteers as well as the dying individ-
uals, fostering transformative experiences for all involved.
The evidence from the Humane Prison Hospice Project
report underscores the profound impact of inmate car-
egiving, showcasing instances of empathy from hardened
gang members and stories of redemption among people
in prison serving lengthy sentences. The person-centred
care reported in this model facilitates a humanising expe-
rience for all involved.

The ‘outsourcing care’ approach. The three studies
reported under this heading, all deemed high quality, rep-
resent an emerging approach, in which end-of-life care for
people in prison is largely provided outside of the institu-
tion. Exceptions are found in the European Association for
Palliative Care (EAPC) survey,! which reports some
instances of palliative care suites in English and Welsh
prisons, although they are in the minority.

The EAPC survey included Australia, Belgium, Czech
Republic, England and Wales, France, Portugal, Scotland
and Slovakia; other studies in this category were con-
ducted in France®® and Australial*’

Most countries offered primary healthcare within their
prisons; however, in Portugal, 14 prisons out of 55
reported no prison healthcare units.? In Australia, Belgium,
the Czech Republic, France, Portugal and Slovakia, people
in prison are typically transferred to different prisons or

hospitals to receive care.1647 Inmate volunteers are not
commonplace, and IDTs consist of physicians, nurses and
social workers.1.46:47

In France, prisoner preference for receiving care within
a hospital may be one factor driving this model.*®
Conversely, Australia faces challenges in providing diverse
services across vast geographical areas, meaning people
in prison may be transferred to a centrally located maxi-
mum security prison for hospital visits, regardless of their
security status.*” However, evidence suggests that in
England and Scotland, prisons are beginning to collabo-
rate with local services to support patients who are not
transferred. Currently, England and Wales have some ded-
icated palliative care units in a few prisons.t

Studies show how compassionate release policies
affect service delivery. Chassagne’s 2017 study suggested
that healthcare professionals favoured compassionate
release as a suitable approach to palliative care, with
dying individuals granted full ‘patient’ status.*® In
Australia, jurisdictions decide to release cases individu-
ally,*” while Belgium involves a criminal court judge and
written prisoner requests.! England, Scotland and Wales
share early release criteria for low re-offence risk, whereas
Portugal, Slovakia and the Czech Republic lack specific
early release policies.!

Psychosocial support

Psychosocial support was not referenced in studies
describing this model, despite people in prison feeling iso-
lated and unsupported.*® The absence of comfort care like
special food, therapies, music and cultural or religious
practices, was noted due to prison protocols.?

Social care

Some aspects of social care, such as meals or personal
care, could not be provided outside the prison but also
could not always be provided by the prison nursing
staff.14647 Consequently, the responsibility fell to fellow
inmates, but care could be obstructed due to a lack of
equipment (e.g. wheelchairs or specialist bedding) and an
absence of specific policies relevant to people in prison’s
palliative care needs.! A lack of specialist equipment, mis-
trust between people in prison and healthcare staff, insuf-
ficient communication and inadequate social care
compromised the quality of care.*®4” The European
Association for Palliative Care survey report highlighted
‘life support workers” employed in French prisons to assist
older people in prison, and some separate units for older
people in prison in England and Wales.!

Rights of families

Limited family involvement, infrequent communication
from physicians and restricted visits from families could
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hinder adequate preparation for death.*¢ Furthermore,
secure ward settings were reportedly considered unsuit-
able for children to visit.*647

Bereavement support

Bereavement support was not reported in these studies.

Funding implications

The funding implications of this model were largely not
discussed. The European mapping study report noted
only that funding for prison palliative care falls under each
state’s responsibility.?

Facilitators and challenges

Facilitators of delivering good end of life care via this
model included prisons addressing the needs of their
older and end-of-life population,® and staff managing to
influence routine practice.*® Prisons showed some flexibil-
ity regarding release policies to meet individual needs:
people in prison in France have the option of requesting
parole or electronic surveillance during treatment,* and
in England and Wales governors can grant temporary
release on compassionate grounds, to be recalled if cir-
cumstances change.!

Several challenges were identified. Healthcare profes-
sionals can lack clarity on how to advocate for people in
prison and support decision-making.® A lack of guidance
for healthcare staff regarding pain medication in the
secure setting, limited access to patients’ rooms or delays
in authorisations led to poor continuity and quality of
care.*¢47 Prison healthcare staff showed reluctance in
seeking help or actively collaborating with the hospital
palliative care team.*647 This lack of communication and
collaboration may be attributable to organisational con-
straints,*®47 resulting in limitations in comfort care provi-
sions and family visitations.1#¢ In cases of transfers to
different security-level prisons, some people in prison
chose to forgo healthcare to stay in their preferred resi-
dence, resulting in treatment delays.*” Due to the frag-
mented nature of care reported within this model, there
were concerns about timely diagnosis.'A lack of initiatives
was notable in Australia, Belgium, the Czech Republic,
Portugal and Slovakia,! with no evidence of specialist pal-
liative care for older people in prison.

The overarching theme of ‘missed opportunities’ was
identified in this emerging model. Psychosocial support is
often unaddressed despite people in prison feeling iso-
lated, and key aspects of comfort care such as, special
food, therapies and attention to cultural practices, are
unreported. Additionally, challenges to social care provi-
sion, compounded by environmental challenges and a
lack of policies to ensure the palliative care needs of

people in prison are met highlight the need for research
documenting best practice. The absence of reported
bereavement support further underscores the model’s
potential to omit adequately addressing holistic end-of-
life needs.

The collaborative community model. Five studies, all
from Scotland and England, reported the collaborative
community model, which involves prisons’ engagement
with other healthcare facilities or practitioners to assist
patients. Specifically, prison teams actively pursued multi-
disciplinary collaboration with local palliative care special-
ists.** Staff from community palliative services, alongside
prison healthcare personnel, offered care to people in
prison through in-reach services.842 Some prisons had
their own end-of-life care programmes, with a growing
number of inmates trained as ‘buddies’ to support fellow
people in prison.8

Central to this model is the idea that individuals in
prison with serious illnesses should ideally receive care
within or close to their ‘home’ institution, ensuring com-
fort and familiarity for the person in prison coping with
serious illness. Three of the studies reporting this model
were assessed as medium quality8444! and two as
high.43:52

Research documenting this model showed compas-
sionate release was perceived as a complex procedure by
community hospices.** This might be attributed to strin-
gent criteria, such as a requirement of less than 3 months
to live, being met.*! It is suggested that shifting policies in
the UK to prioritise palliative care facilities within prisons,
rather than reforming compassionate release, presents
new challenges for prison staff,*3 a consideration for those
adopting this model.

In the grey literature, a 2019 report by the Australian
Department of Health highlighted barriers to palliative
care in prison, recommending more formalised collabora-
tion between prisons and community care providers.>3 At
the 2022 Conference on Correctional Health Care in
Australia, the Network Palliative Care Model was intro-
duced to provide tailored care to incarcerated patients
and enhance clinician skills.>* In Scotland, a community
collaboration model was reported between a local hos-
pice and HMP Edinburgh.>> A UK study outlined three
approaches to palliative care delivery: individual prison,
cluster and regional, emphasising the need for an inte-
grated model of care in UK prisons.>® Evidence from
England illustrated notable examples of the model, includ-
ing a Norwich prison with a 15-bed unit for older adults
which provides care within the prison environment with
support from hospice nurses and medical staff.>” Dartmoor
Prison collaborates with the local hospice’s outpatient
specialist palliative care nurses, providing personalised
end-of-life care through nurse-led clinics and advice on in-
cell adjustments.58
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Psychosocial support

There was considerable variation in prison staff’s self-
reported ability to meet people in prison’ psychosocial
and spiritual support needs.*? High levels of anxiety and
vulnerability were reported among older people in prison,
intimidated by younger inmates due to physical and men-
tal frailty.#2 People in prison feared receiving inadequate
care, due to the perceived rigidity and unkindness of the
system.*? One study showed that some Scottish hospices
provided support to their local prison’s psychiatrist.*
There was some evidence that prison ‘buddies’ provided
pastoral support, and in certain prisons, individuals were
granted increased visitation privileges.8

Social care

Even though some prisons have converted cells to accom-
modate beds, hoists and specialised equipment,*! the use
of ‘buddies’ to deliver personal care amongst an older
population of predominantly sex offenders is considered
unsafe and inappropriate.*!

Rights of families

Certain inmates cultivate their closest bonds with fellow
people in prison. 442 However, less than one-fifth of
British prisons surveyed permitted visits from children
towards the end of life.*1 A noteworthy facilitator for this
model was when hospices actively sought out family
members to facilitate visits.**

Bereavement support

Weaknesses in bereavement care were highlighted, linked
to insufficient staff training.*? Family liaison officers
described the ‘grim’ task of attending funerals, with little
support for staff in this aspect of their work.** A discerni-
ble contrast was noted in the training levels between hos-
pice and prison staff.#! Chaplaincy was reported to provide
care for both the dying person and their relatives,*? and to
grieving people in prison after the death of an inmate
through communal prayer.*! Spiritual care was offered via
chaplains and prison psychiatry.#14244 Additionally, peer
groups and staff offered emotional support outside of for-
mal structures.*%42

Funding implications

The funding implications of this model were not discussed
in these studies.

Facilitators and challenges

Some prisons had begun to develop palliative care suites,
enabling some care to be delivered on-site.*! A UK study

reported that environmental adaptations, like creating an
older prisoner's wing and implementing the use of ‘bud-
dies’, had been well received.8 Collaboration with nearby
community palliative care services facilitated training and
knowledge exchange.** Hospices actively seeking family
members to facilitate visits also utilised this model.
Successful hospice care for prisoner patients or those
released from prison requires staff to be ready, trained
and aware of potential risks associated with the individu-
als’ criminal backgrounds.**

Barriers to the success of this model can be both sys-
temic and environmental.

Typical prison cells are reported to be too small for
hospital beds, and limited access to clean bedding, show-
ers and clothing poses challenges in addressing social care
needs for some people in prison.*! Establishing collabora-
tive relationships between prisons and community pallia-
tive care providers relies on ‘@ complex process of
relationship building, staff preparation, effective commu-
nication, and clear oversight’, where the balance between
care and custody requires understanding both contexts
and a willingness to adapt policies accordingly.** Prison
staff shortages significantly impact the time nurses can
allocate to people in prison, especially those who are
older with multimorbidity.#42 Limited access to special-
ised equipment, restricted availability of pain relief and
the absence of a peaceful environment exacerbate the
challenging conditions for delivering palliative care.*1-43
Moreover, in the UK only 53% of prisons have any pallia-
tive care policies, 17% lack policies and 30% are unaware
of their policy status.®

The grey literature search yielded an additional 18
publications for inclusion, from eight countries (USA,
Switzerland, Scotland, Ireland, Canada, Australia, New
Zealand and the UK). There were eight web arti-
cles,#8-5159-62 two poster presentations,5>°¢ one confer-
ence abstract,>* two official reports,®364 four policy
documents586566 and one charity publication.5?

Findings from the grey literature highlighted two key
themes illustrating policy and practice debates. The first
concerned compassionate release, that is the process by
which inmates in criminal justice systems may be eligible
for immediate early release on grounds of particularly
extraordinary or compelling circumstances, including fac-
ing imminent death,? enabling access to palliative care
services. There were reports of an increase in demand for
compassionate release since the COVID-19 pandemic.5°
Challenges were documented because policies often rely
on a prognosis of 12months or less, which can rarely be
declared with certainty.>® For areas with a large older
prison population like Massachusetts, where over 15% of
inmates are over 55, this is a concern.®® A 2018 Irish inves-
tigation report following the death of a terminally ill pris-
oner recommended Compassionate Temporary Release
as the preferred policy for terminally ill people in prison in
Ireland, to avoid undue suffering.53



530

Palliative Medicine 38(5)

The second theme related to challenges in palliative
care delivery. A Swiss report detailed insufficient staff
training, an absence of relevant legislation, and conflict-
ing priorities between punishment and rehabilitation.6!
These were echoed in Canada, where the Office of the
Correctional Investigator found deficiencies in provision
such as limited family support, insufficient training and
obstacles to round-the-clock care.®s In New Zealand, the
case of Vicki Letele was widely reported: a 35-year-old
mother diagnosed with terminal cancer during her sen-
tence, and granted compassionate release following an
appeal. The establishment of high-dependency units in
prisons and compassionate release policies was antici-
pated to increase following the visibility of this story.52

Hospice UK’s 2021 report highlighted inequalities for
people in prison in the UK accessing palliative care, pro-
posing recommendations like standardised bereavement
support.56 The Royal College of Nursing also called for
improved end-of-life care across the prison estate.®* A
central theme within the collaborative community model
was ‘building relationships’ through prisons’ proactive
engagement with community healthcare. These collabo-
rations involve multidisciplinary efforts with local pallia-
tive care specialists, and some prisons have developed
their end-of-life care programmes, training inmates as
‘buddies’ to support peers.

Discussion

Embedded hospice models in the USA are prevalent and
demonstrate promising evidence for enhancing the care
experience for recipients and peer caregivers. Chaplains,
social workers and peer caregivers provide psychosocial
support, yet documented assessment and strategies for
managing the distinctive needs of this group and their fami-
lies are lacking, despite their acknowledged complexity.

Main findings

In this comprehensive scoping review, we identified a
typology of three models of care delivery for people in
prison in high-income countries: (1) Embedded hospice
model, typified by an interdisciplinary team and volunteer
caregivers providing care on-site; (2) Outsourcing Care
model, in which end-of-life care is provided outside the
prison; (3) Collaborative Community model, which
involves prisons engagement with other healthcare facili-
ties or practitioners. End-of-life care provision in prisons
in high-income countries also varies in the application of
policies regarding Early Release on Compassionate
Grounds, the consideration of which should form part of
palliative care for a dying prisoner.

The USA primarily utilises the Embedded Hospice
model with inmate caregivers, and there is some evidence
that this model results in high-quality care, cost reduction

and potentially transformative experiences for peer car-
egivers. Although the Canadian study also reports this
model, the extent to which this model has been adopted
across the country is unclear.

The voluntary status of peer caregivers should be high-
lighted, as their choice to take on this role underscores
the potentially transformative benefits and relies on the
quality of the relationships between caregiver and patient.
Considering potential exploitation concerns, research is
needed to understand the value of fostering these mean-
ingful connections and the contextual factors that allow
them to flourish.

The fragmented Outsourcing Care model risks missing
timely diagnosis, effective pain management and family
communication for those in prison. Evidence regarding
psychosocial needs and bereavement support were gen-
erally lacking and hospital clinicians’ lack of information
regarding prison protocols had a negative impact on holis-
tic care.

Good practice in the Community Collaboration model
depends on motivated staff and grassroots initiatives,
where prison or community palliative care providers
actively seek working relationships. However, not all pris-
ons have palliative care policies, which could compromise
staff’s incentive to implement pre-emptive planning by
establishing relationships with relevant community
services.

There is limited evidence regarding the psychosocial
needs of people in prison facing serious illness and their
management, including who is best equipped to provide
psychosocial services to the dying in a prison context.3
Bereavement support was well documented in Embedded
Hospice model studies, however, studies in the
Collaborative Community model indicate insufficiencies in
the support available. There is preliminary evidence of
financial benefit within the Embedded Hospice model,
but the cost-effectiveness of the other models has not
been examined.

What this study adds?

Previous systematic reviews synthesised evidence regard-
ing different aspects of death, dying and palliative care
within prisons,3-7.1314 put either focussed solely on psy-
chosocial care,* or did not identify and describe different
models.>711714 This review identifies and describes three
broad typologies of palliative care delivery in prisons
within high-income countries and their associated facilita-
tors and challenges.

It reaffirms previous findings on inadequate special-
ised equipment, conflicting care and custody principles
and the transformative impact of hospice care on volun-
teers.256 |t further highlights the role of peer caregivers in
delivering social care and reports available data on fund-
ing implications. Incorporating grey literature provides
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essential non-academic content that enriches our under-
standing of current policy and practice priorities.

Future research should prioritise studying countries
where evidence is lacking, to enable comparisons and
ensure equal access to appropriate care for incarcerated
individuals, as well as systematically describe and assess
palliative care models in prisons to establish a robust evi-
dence base for service design and policy making. Research
should assess the financial impact of inmate caregiver
programmes, compare community versus prison hospice
and different compassionate release policies, identify the
psychosocial and bereavement support needs of seriously
ill people in prison and their close persons within and out-
side the prison, and explore the ethical implications of
inmates as volunteers, and the use of MAID for people in
prison.

In countries not implementing the Embedded Hospice
Model, collaboration between hospitals, community palli-
ative care and prison healthcare services appears crucial
for managing peoplein prison’s end-of-life care. Developing
local policies and sharing good practice could promote sus-
tainability while ensuring compliance with frameworks
(e.g. UK’s Dying Well in Custody Charter) would guarantee
consistent adherence to quality standards.®’ Strategic pri-
orities include consulting on sentencing practices for older
people in prison, optimising compassionate release poli-
cies and providing suitable provisions and trained staff for
the ageing prison population.

Strengths and limitations

Study selection used clear criteria and a systematic data
extraction process for replicability. Quality appraisal was
systematic and robust. Only English-language studies pub-
lished since 2000, including grey literature, were included
for contemporary evidence.

The use of Google poses limitations due to variable
search results influenced by factors like location and
search history. Despite attempts to mitigate bias through
measures including clearing history and using incognito
mode, complete elimination of bias remains a challenge.
Due to time and resource constraints, only one screener
was utilised in searching the grey literature, focussing on
the initial four pages of Google results. The narrative syn-
thesis was limited by study scope and heterogeneity,
addressing various palliative care models. Families’ views
were underrepresented in the majority of included stud-
ies. The articles that conducted interviews with incarcer-
ated individuals were undertaken in male prisons only
and not female prisons.

Conclusion

In high-income countries, end-of-life care approaches in
prisons vary significantly. The USA predominantly uses the

Embedded Hospice model with inmate caregivers, which
shows potential for quality care and cost reduction.
Outsourcing end-of-life care can lead to fragmentation
and missed opportunities for comprehensive care. The
Community Collaboration model shows promise but relies
on motivated staff and grassroots initiatives. Limited evi-
dence exists regarding the psychosocial needs of seriously
ill people in prison and the most suitable caregivers for
addressing their potential complexities, and bereavement
support is limited outside the Embedded Hospice model.
Addressing these disparities is crucial for providing digni-
fied and compassionate care to all incarcerated individu-
als nearing the end of life.
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