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Strengths and limitations of this study

 ► A rapid review synthesising the results of 23 prima-
ry research articles, from six databases spanning 
healthcare, the social sciences and criminology.

 ► The volume of research since the most recent sys-
tematic review has increased considerably, and has 
expanded by location.

 ► Rapid review methodology means that there may 
be grey literature and literature in other databases 
which was not retrieved.

 ► Limiting the timescale to 2014 to 2018 meant that a 
number of primary research articles pre-2014 were 
not included.

AbStrACt
Objectives To explore current practice in relation to 
palliative and end of life care in prisons, and to make 
recommendations for its future provision.
Design A rapid literature review of studies using 
qualitative, quantitative and mixed- methods, with a 
narrative synthesis of results.
Data sources Six databases searched between January 
2014 to December 2018: ASSIA, CINAHL, Embase, 
MEDLINE, National Criminal Justice Reference Service 
Abstracts and Scopus.
Eligibility criteria Primary research articles reporting 
qualitative or quantitative findings about palliative and end 
of life care in prisons, published in peer- reviewed, English 
language journals between January 2014 to December 
2018.
Participants Prisoners, prisoners’ families, prison 
healthcare staff and other prison staff.
Data extraction/synthesis Data extracted included: 
citation, design, aim, setting, sample/population, methods 
and key findings. Data were analysed thematically then 
subject to a narrative synthesis in order to answer the 
research questions.
Quality appraisal Two researchers independently 
appraised articles using the Qualsyst tool, by Kmet et al 
(2004). Aggregate summary quality scores are included 
with findings. Articles were not excluded based on quality 
appraisal.
results 23 articles were included (16 qualitative, 6 
quantitative, 1 mixed methods). Top three findings (by 
prevalence) were: fostering relationships with people 
both inside and outside of prison is important to prisoners 
with palliative and end of life care needs, inmate hospice 
volunteers are able to build and maintain close relationships 
with the prisoners they care for and the conflicting priorities 
of care and custody can have a negative impact on the 
delivery of palliative and end of life care in prisons.
Conclusions The key findings are: relationships are 
important to prisoners at the end of life, inmate hospice 
volunteers can build close bonds with the prisoners in their 
care and the prison environment and regime conflicts with 
best practices in palliative and end of life care. Directions 
for future research are also identified.
PrOSPErO registration number PROSPERO ID: 
CRD42019118737. Registered January 2019.

IntrODuCtIOn
The global prison population is ageing.1–4 In 
the USA, almost 20% of the prison population 

is currently older than 50.5 In France, the 
proportion of over 50s in prison grew from 
4.5% in 1980, to 11.2% of the prison popu-
lation in 2013.6 In 2002, 7% of prisoners in 
England and Wales were older than 50; by 
2018 this group accounted for 16% of the 
prison population.7 The age profile of pris-
oners in Scotland is also following a similar 
pattern.7 Prisoners also suffer poorer health 
than the general population, with certain 
cancers, blood- borne viruses and mental 
health conditions8 9 being more prevalent in 
the prison population. This combination of 
poor prisoner health and the ageing of the 
prison population creates the likelihood of 
an increased demand for palliative and end 
of life care in prisons.

In some countries, policy and guidelines 
have been developed in order to set standards 
for the provision of palliative care to this popu-
lation. In the USA, the National Hospice and 
Palliative Care Organization mandate that 
all prison hospices should achieve standards 
similar to those which would be expected in 
the community.10 In the UK, drivers such as 
the Dying Well in Custody Charter11 and Her 
Majesty’s Inspectorate for Prisons Scotland 
standard for health and well- being12 state that 
people in prison should have access to pallia-
tive care services equitable to those available 
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outside of prison. Yet the approaches taken to provide 
care to this population are varied, from the ‘in- house’ 
prison hospice model common in the USA, to the UK’s 
palliative care ‘in- reach’ model, which sees specialist palli-
ative care providers such as hospices supporting prisons 
to care for dying prisoners.13

This rapid review was undertaken as part of a larger 
project which is ongoing in Scotland, which aims to 
make recommendations for the future provision of 
palliative and end of life care for the prison population. 
The purpose of this rapid review is to provide a timely 
synthesis of recent research on palliative and end of life 
care in prisons. A number of literature reviews employing 
a range of methods1 13–17 have been conducted in recent 
years, and have shown that research in this area is begin-
ning to grow. The most recent systematic review by Wion 
and Loeb1 reviewed literature up to mid-2014, therefore 
this review will only include literature from 2014 onwards.

Aims and research questions
The overall aim of this review is to explore current prac-
tice in relation to palliative and end of life care in prisons, 
and to make recommendations for its future provision. 
This will be achieved by answering the following four 
questions:
1. What is the current practice in relation to palliative 

and end of life care from the perspective of prisoners, 
their families, prison officers and prison healthcare 
staff?

2. What are the barriers and facilitators to the provision 
of palliative and end of life care in prisons?

3. How can hospices support prisons to provide palliative 
and end of life care?

4. What recommendations can be made for the future 
provision of palliative and end of life care in prisons?

MEthODS
This review employed rapid review methodology. This 
can be described as an approach to knowledge synthesis 
which simplifies or omits elements from traditional 
systematic review methodology, in order to produce more 
timely results.18 The review was registered on PROSPERO 
in January 2019.19 The protocol was updated in March 
2019 to reflect a change in quality appraisal tool, and an 
extension of the timescale for completion. The review is 
reported using the Preferred Reporting Items for System-
atic Reviews and Meta- Analyses (PRISMA) guidelines,20 
and a PRISMA checklist can be found in online supple-
mentary appendix 1.

Eligibility criteria
The review included primary research studies related to 
palliative and end of life care in prisons. Studies reporting 
qualitative or quantitative results were both included. 
Systematic or literature reviews, letters, conference 
abstracts, book chapters, theses and anecdotal accounts 
were excluded from the review. Articles were only 
retrieved from 2014 onwards, as preliminary searches 

revealed that a 2016 systematic review1 of the same subject 
had included articles up to mid-2014. Limiting the date- 
range and only consulting published peer- reviewed litera-
ture is a common feature of rapid review methodology.18

Literature search
Six major databases spanning health, the social sciences 
and criminology (ASSIA, CINAHL, Embase, MEDLINE, 
National Criminal Justice Reference Service abstracts 
and Scopus) were searched. Searches were conducted 
in early January 2019, and covered from January 2014 
to December 2018. Initial scoping searches were refined 
before being peer reviewed by Paul Cannon, a University 
of Glasgow librarian. The final searches were conducted 
by one author (CMP). The final search strategy employed 
a combination of subject headings and keyword title/
abstract searches. The key terms which were searched 
across all databases were palliative, hospice, hospices, end of 
life, terminal, prison, prisons, prisoners, jail, jails, incarcerated 
and incarceration. Additional terms were employed depen-
dant on the method by which databases were indexed (eg, 
CINAHL: Medical Subject Headings). The following is an 
exhaustive list of the additional terms employed: imprison-
ment, remand prisoners, maximum security prisoners, imprisoned 
men, long- term prisoners, life imprisonment, correctional facili-
ties, correctional health nursing, correctional facilities personnel, 
correctional health services, hospice patients, hospice care, hospice 
and palliative nursing. An example search strategy can be 
found in online supplementary appendix 2.

Screening
The initial searches yielded 411 articles. After removal 
of duplicates, 219 articles remained. Titles and abstracts 
were screened by one author (CMP) against the 
predefined criteria listed above, resulting in the exclusion 
of a further 189 articles. The same author then read the 
remaining 30 articles in full, and in discussion and subject 
to agreement with the second author (BMJ), excluded a 
further seven articles, leaving the final number included 
in the synthesis at 23. Figure 1 is a PRISMA flow diagram 
outlining this process.

Data extraction
Data extraction tools were piloted alongside the initial 
search strategies. The final tool was developed through 
discussion between both authors, and was designed to 
capture the following information: author, year, country, 
design, aim, setting, sample/population, methods, key 
findings and conclusions.

Quality appraisal
Both authors independently scored the final 23 articles 
using the Qualsyst tool by Kmet et al.21 Initial scoping 
of the literature indicated that a significant amount of 
qualitative research with a reasonable degree of meth-
odological diversity would be included in the review. 
The reliability of applying a structured approach to the 
appraisal of a broad range of studies employing qualita-
tive methods has been questioned,21 22 yet allowing for 
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Figure 1 Prisma flow diagram.

Table 1 Qualsyst qualitative scoring tool

Questions for qualitative studies
Yes
(2)

Partial
(1)

No
(0)

1 Question/objective sufficiently described?

2 Study design evident and appropriate?

3 Context for the study clear?

4 Connection to a theoretical framework/wider body of knowledge?

5 Sampling strategy described, relevant and justified?

6 Data collection methods clearly described and systematic?

7 Data analysis clearly described and systematic?

8 Use of verification procedure(s) to establish credibility?

9 Conclusions supported by the results?

10 Reflexivity of the account?

distinctions to be made between the validity of studies 
and the strength of conclusions is an integral part of the 
systematic review process.20 In addition, the small number 
of studies which employed quantitative methods were 
also methodologically diverse. The Qualsyst tool has been 
designed to assess the internal validity of a diverse range 
of study designs.21 The validated tool has been primarily 
adopted in systematic reviews where studies employing 
a wide range of methods are to be included. The deci-
sion was taken not to exclude any studies based on their 
quality scores, due to this diversity.

The qualitative and quantitative components of the 
Qualsyst tool can be found in tables 1 and 2. Papers are 
scored 2, 1 or 0 for each question dependent on whether 
they satisfy, partially satisfy or do not satisfy the specified 
outcome. In the quantitative tool, ‘not applicable’ can 
also be selected for some questions. The total score is 
divided by the total possible score (20 for the qualitative 
tool and 18 to 28 dependent on number of ‘not appli-
cable’ selected for the quantitative tool) and multiplied 
by 100 to provide a summary quality score, expressed as 
a percentage. Aggregate summary quality scores (SQS) 
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Table 2 Qualsyst quantitative scoring tool

Questions for quantitative studies
Yes
(2)

Partial
(1)

No
(0) N/A

1 Question/objective sufficiently described?

2 Study design evident and appropriate?

3 Method of subject/comparison group selection or source of information/input 
variables described and appropriate?

4 Subject (and comparison group, if applicable) characteristics sufficiently described?

5 If interventional and random allocation was possible, was it described?

6 If interventional and blinding of investigators was possible, was it reported?

7 If interventional and blinding of subjects was possible, was it reported?

8 Outcome and (if applicable) exposure measure(s) well defined and robust to 
measurement/misclassification bias? Means of assessment reported?

9 Sample size appropriate?

10 Analytical methods described/justified and appropriate?

11 Some estimate of variance is reported for the main results?

12 Controlled for confounding?

13 Results reported in sufficient detail?

14 Conclusions supported by the results?

were calculated by adding the two authors independent 
scores and dividing by 2. The aggregate SQS can be found 
in the article summaries in tables 3 and 4. There is a lack 
of consensus on the presentation of Qualsyst scores in 
systematic reviews, with approaches including the cate-
gorisation of studies by their score23 24 (such as high 
quality, moderate quality, low quality), presentation of a 
simple percentage score25 26 or the presentation of scores 
aggregated at the level of individual findings.27 Given 
this lack of consensus, this review will present scores for 
both the included studies and the individual findings. 
Higher scores indicate a greater degree of methodolog-
ical robustness.

Data analysis
Completed data extraction forms were imported into the 
qualitative data analysis system NVivo 12. The findings 
from the studies were then subject to a thematic anal-
ysis as outlined by Braun and Clarke.28 In the context of 
this particular review, the analysis involved the following 
phases:
1. Becoming familiar with the data by reading and re- 

reading both the original studies and the completed 
data extraction forms.

2. Generating initial codes, using an inductive line- by- 
line coding approach.

3. Searching for themes and organising initial codes un-
der these common themes.

4. Reviewing themes using a deductive approach to en-
sure that they provide an answer to the research ques-
tions.

5. Defining and naming themes in a way that ensured 
they were representative of the data.

6. Reporting the results in a narrative synthesis, provid-
ing an answer to each of the research questions.

As part of this approach, a thematic map was developed 
and refined (figure 2), in order to illustrate the major 
themes and their constituent subthemes. This method 
of data analysis allowed for the narrative synthesis of the 
results, with the major themes being represented by three 
of the original research questions. The fourth question is 
addressed in the discussion section.

Patient and public involvement
An advisory group of prisoners at one Scottish prison were 
involved in aspects of the design of the overall project of 
which this rapid review is one part. Meetings with the 
group helped to inform approaches to data collection in 
other parts of the study, and to develop more effective 
ways of communicating with the population. The group 
will also be involved in the dissemination of the overall 
study, which will include the rapid review.

rESuLtS
Overview of included studies
The review identified 23 articles, 16 reporting qualita-
tive methods2 3 29–42(table 3), six reporting quantitative 
methods8 9 43–46(table 4) and one reporting mixed meth-
ods4(table 3). Methodological diversity was high across 
all groups. Two qualitative studies only reported their 
methodological approach as ‘qualitative’.2 40 Thirteen 
articles reported findings from six studies based in the 
USA,8 9 29–33 36 39–43 four articles reported findings from 
three studies based in the UK,4 35 38 45 three articles reported 
findings from two studies based in Switzerland,3 34 37 two 
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Figure 2 Thematic map.

articles reported findings from one study in France2 46 
and one article reported findings from a study in India.44 
The articles reported on a broad range of areas, including 
prison healthcare facilities,43 45 the health of dying pris-
oners and causes of death,8 9 44 46 elderly and dying pris-
oners views on issues related to palliative and end of 
life care in prisons3 4 34 36 40 and inmate volunteer care-
givers.30–33 42 Of the 19 studies which sampled prisoners 
(or their case records),2–4 8 9 29–34 36–38 40–42 44 46 12 dealt 
exclusively with male prisoners,4 8 29 30 32 33 36–38 40–42 and 
seven with male and female prisoners.2 3 9 31 34 44 46

Quality of included studies
The mean SQS of all included studies was 80%, with a 
range of 38% to 98%. The mean SQS of qualitative and 
mixed methods studies was 81% (range 55% to 98%) and 
the mean SQS of quantitative studies was 76% (range 
38% to 95%). Partial or limited information on reflex-
ivity and partial connection to a theoretical framework 
accounted for most points deducted on the qualitative 
tool across the 17 papers scored using it. Variety and the 
smaller number (n=6) of quantitative papers meant that 
it was not possible to generalise about the main causes for 
deducted points on the quantitative tool.

narrative synthesis
A summary of the top 10 findings by prevalence can be 
found in table 5.

What is current practice in relation to palliative and end of life care 
from the perspective of prisoners, their families, prison officers and 
prison healthcare staff?
Prisoners experience comparatively high levels of 
morbidity4 8 9 44 46 (median SQS=80%; range 38% to 
95%, n=5 studies). Pazart et al noted in their prospective 
national survey that the estimated annual prevalence of 
prisoners requiring end of life care in France was 15.2 
per 10 000 (CI 12.5 to 18.3), a number twice as high as 
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Table 5 Top 10 findings by prevalence and summary quality scores (SQS)

Finding

SQS

Median Range Studies (n)

1. Fostering relationships with people both inside and outside of prison is important 
to prisoners with palliative and end of life care needs2 3 29–33 36 40 41 45

85% 57%–98% 11

2. Inmate hospice volunteers are able to build and maintain close relationships with 
the prisoners they care for29–33 36 41

88% 80%–98% 7

3. The conflicting priorities of care and custody can have a negative impact on the 
delivery of palliative and end of life care in prisons2 29 30 35 37 39 45

68% 55%–85% 7

4. Maintaining family relationships is important to prisoners at the end of life2 3 33 36 40 

41
87% 63%–98% 6

5. Nursing in prison requires a set of skills unique to the custodial environment2 4 29 32 

35 36
79% 55%–95% 6

6. The physical environment of the prison can present a barrier to the delivery of 
palliative and end of life care2–4 34 36 45

78% 50%–90% 6

7. Inmate hospice volunteers experience grief as a result of their role30–32 39 42 85% 80%–95% 5

8. Recognition of a shared humanity between individuals can encourage better 
attitudes to palliative and end of life care delivery in prison, across disciplines29 30 33 34 

38

83% 78%–98% 5

9. Prisoners who may die in prison have a strong desire to either survive their 
sentence, or to be released early on compassionate grounds3 4 34 40 41

83% 73%–90% 5

10. Prisoners have poorer health than the general population4 8 9 44 46 80% 38%–95% 5

the expected age/sex standardised equivalent in the 
general community, or similar to someone 10 years their 
senior.46 Rothman et al compared all incarcerated and 
non- incarcerated decedents in the state of California, 
finding higher rates of cancer (10.2% vs 6.4%), liver 
disease (3.5% vs 1.4%), mental health conditions (2.6% 
vs 1.1%), HIV/AIDS (1.9% vs 0.4%) and hepatitis (4.2% 
vs 0.4%, all p<0.05) in the incarcerated decedents.9 Cloyes 
et al placed the proportion of patents with HIV or hepa-
titis admitted to a long- running prison hospice over an 
8.5 year period at 41%.8

Prisoners’ general thoughts on death and dying 
were widely represented across the qualitative 
studies,3 4 32 34 36 40–42 and were varied. Some were accepting 
of death as something inevitable and natural3 32 (median 
SQS=90%; range 85% to 95%, n=2 studies), others found 
prolonged and frequent exposure to death in prison to 
be demoralising36 40 42 (median SQS=88%; range 83% to 
90%, n=3 studies). The perspective of prisoners’ family 
members was considered in only one study,2 although 
several studies cited the perceived importance of family 
relationships for prisoners at the end of life2 3 33 36 40 41 
(median SQS=87%; range 63% to 98%, n=6 studies).

Some studies noted that prison officers are under 
increasing pressure, and that their job is changing to meet 
the needs of the ageing prison population36–39 (median 
SQS=81%; range 65% to 88%, n=4 studies). Marti et al 
detail how prison officers in Switzerland adapt to these 
changes by informally taking on new duties (such as 
applying eye ointment for an elderly prisoner) that would 
traditionally have been undertaken by healthcare staff.37 
However, some UK prison officers felt ill- prepared to 

undertake these additional duties, and argued that it was 
not part of their job4 38 (median SQS=76%; range 73% to 
78%, n=2 studies).

Current practice in relation to healthcare staff was char-
acterised by the differences between caring for people in 
prison compared with caring for people outside prison. 
Nursing in prison involves negotiating a number of chal-
lenges unique to the prison nurse role, such as setting aside 
personal beliefs to care for those who have committed 
terrible crimes, supporting and overseeing inmate volun-
teers and managing potentially conflicting priorities with 
custodial staff2 4 29 32 35 36 (median SQS=79%; range 55% to 
95%, n=6 studies).

Even obtaining a simple pressure- relieving mattress was 
challenging due to the non- standard size of prison beds 
in one study.4 There was limited information regarding 
the training and experience of prison nurses. Of the 
small number of UK prison nurses who responded to 
Papadopoulos and Lay’s online survey, 68% stated that 
they had previous experience of palliative and end of life 
care, mostly due to either clinical experience in previous 
roles, or from attending a course.45

What are the barriers and facilitators to the provision of palliative 
and end of life care in prisons?
The barriers to palliative and end of life care in prison 
can largely be separated into two areas: physical barriers 
and ideological barriers.

The most commonly identified physical barrier is the 
prison environment itself2–4 34 36 45 (median SQS=78%; 
range 57% to 88%, n=6 studies). Prisons are described as 
noisy,4 34 cold4 36 buildings where single cells, locked door 
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policies45 and other environmental barriers prevent pris-
oners from accessing equitable care. In one UK survey of 
prisoners aged 55 and over, 26% said they couldn’t walk 
100 m, 18.9% said they could not manage stairs and 30.7% 
had fallen in the last 2 years.4 Coupling these factors with 
an ageing prison estate could create significant potential 
for both injury and inequality. Some studies also noted 
that a lack of essential resources such as beds, linen and 
portable oxygen were creating barriers to effective palli-
ative and end of life care2 36 39 (median SQS=83%; range 
63% to 88%, n=3 studies). Drug administration also 
poses a number of problems. In their US study, Loeb et 
al recorded contradictory views regarding the quality of 
pain relief given to prisoners at the end of life. However, 
they also highlighted the stigma that can impact on 
decisions about analgesia when an individual has been 
labelled as having a history of drug abuse, even when 
the individual has long since ceased to abuse drugs.36 In 
contrast, Cloyes et al’s retrospective review of case notes 
found that 90% of patients who had attended the prison 
hospice in their study received opioid analgesics in the 
last 72 hours of life.8 Yet even when adequate analgesia is 
prescribed, there are still barriers to the administration of 
medicines. Nurses in one study reported coming in to the 
prison overnight while not on shift, in order to assist in 
the administration of controlled drugs.4 Two studies also 
cited the inflexibility of the prison regime with regard 
to things like visitation as preventing a high standard of 
palliative care delivery3 45 (median SQS=71%; range 57% 
to 85%, n=2 studies).

Alongside these physical barriers, there are also 
ideological barriers to palliative and end of life care in 
prisons. Several studies highlighted the conflicting prior-
ities of care and custody, and the way they could affect 
care2 29 30 35 37 39 45 (median SQS=68%; range 55% to 85%, 
n=7 studies). Locked doors at the end of life,2 45 and 
the use of handcuffs and restraints when offenders are 
attending community hospitals or hospices35 are exam-
ples of how care and custody can clash. Inmate hospice 
volunteers require greater freedom of movement within 
their prisons in order to fulfil their role,29 and this can 
also create friction. Public opinion was also perceived to 
be a barrier, in that any investment of money or effort 
in improving palliative and end of life care for prisoners 
would be viewed negatively34 39 (median SQS=83%; range 
83% to 83%, n=2 studies). Prisoners themselves also 
presented a barrier, as mistrust of the prison staff and 
the prison system in general can impact on the way they 
engage with services2 41(median SQS=73%; range 63% to 
83%, n=2 studies).

The most common facilitator of good palliative 
and end of life care in prison was allowing for the 
fostering of close relationships, particularly with fami-
lies and other inmates (including inmate hospice volun-
teers)2 3 29–33 36 40 41 45 (median SQS=85%; range 57% 
to 98%, n=11 studies). Facilitating visits from families 
was seen as important2 3 40 45 (median SQS=73%; range 
57% to 85%, n=4 studies), although some prisoners 

had limited, strained or no contact with their real fami-
lies2 3 31 41 (median SQS=85%; range 63% to 90%, n=4 
studies). Some prisoners view the prison in which they 
have been incarcerated in for the majority of their 
sentence as their home,40 and the prisoners around them 
as a substitute family31 33 41 (median SQS=90%; range 85% 
to 98%, n=3 studies). It is seen as important that a pris-
oner maintains contact with their both their biological 
family, and their substitute prison- family at the end of life.

Compassionate release from prison for those at the 
end of life is also a means by which prisoners can gain 
equitable access to palliative and end of life care. Many 
prisoners expressed a strong desire to be released before 
death, or to survive their sentence3 4 34 40 41 (median 
SQS=83%; range 73% to 90%, n=5 studies). Prisoners 
were also perceived to be less dangerous as they became 
older4 34 45 (median SQS=73%; range 57% to 83%, n=3 
studies). However, Pazart et al found that of the 50 French 
prisoners with palliative care needs who were identified 
at the time of their national survey, only 33 requested 
compassionate release, and only 16 were granted it.46 The 
authors also found that when they assessed the 50 patients 
against the criteria for compassionate release, there were 
a further 12 who it appeared would have been eligible, 
but did not submit a request.46

Access to specialist palliative care services was identified 
by both prisoners and clinicians as important (median 
SQS=70%, range 57% to 83%, n=2 studies). Handtke et 
al’s study from Switzerland makes mention of an outside 
hospice which is viewed by prisoners to be a dignified place 
of death,34 while the UK prison nurses who responded 
to Papadopoulos and Lay’s survey identified access to 
specialist palliative care services as a facilitator of good 
palliative care.45 In countries where prisoners are escorted 
to hospices outside the prison by custodial officers, reason-
able limitation of restraint measures may also improve care 
delivery. In their small UK pilot study, Lillie et al discussed 
the experiences of a specialist palliative care team encoun-
tering offenders in the community, and found that the 
use of restraints and the presence of a custodial officer 
impacted negatively on the dynamics of care provision.35

Person- centred care is also important at the end of life. 
When an individual’s ability to exercise personal agency 
in their daily life is severely restricted, it is comprehen-
sible that they may be keen to do so with regard to their 
death. Some placed importance on planning for the 
end of life3 40 41(median SQS=88%; range 83% to 90%, 
n=3 studies), including with regard to anticipatory care 
planning.

In their comparative study, Rothman et al found that 
incarcerated decedents were less likely to have an antic-
ipatory care plan that non- incarcerated decedents (23% 
vs 36%, p<0.05).9 Person- centred care was also described 
in the form of ensuring that the individual has access 
to small comforts that provide them with enjoyment or 
a sense of purpose, such as television, video games or 
special foods like ice cream36 40 41(median SQS=88%; 
range 83% to 90%, n=3 studies).
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Shared values, shared humanity and teamwork are 
discussed in several studies when describing the positive 
approaches of healthcare staff, inmate volunteers and 
prison officers that contribute to the delivery of pallia-
tive and end of life care29 30 33 34 38 (median SQS=83%; 
range 78% to 98%, n=5 studies). Examples are given of 
prison officers who are balancing security demands with a 
commitment to care29 36 37 (median SQS=85%; range 65% 
to 88%, n=3 studies), and prioritising the individual over 
fixed rules, when it is appropriate. Inmate hospice volun-
teers are seen to be an essential part of this team, and 
will be discussed fully in the following section. Finally, it is 
recognised that the whole team and the prison as an insti-
tution must acknowledge deaths when they do happen, 
and ensure that the individual’s death is marked in some 
way3 31 32 (median SQS=85%; range 85% to 95%, n=3 
studies).

How can hospices support prisons to provide palliative and end of 
life care?
There is a dearth of literature dealing with the role of 
off- site hospices in supporting prisons. Given that a large 
volume of the literature comes from the USA,8 9 29–33 36 39–43 
this is perhaps unsurprising. In their national telephone 
survey, Chari et al found that 35 of the 45 states who partic-
ipated in the survey provided prison hospice care exclu-
sively on- site, with nine of the remaining 10 providing 
hospice care mostly on- site as well.43 The remaining one 
state did not respond to that question.

Prison hospices are advocated for in several 
studies8 29 33 37 (median SQS=89%; range 65% to 98%, 
n=4 studies). However, a large proportion of the litera-
ture dealing with prison hospices is focussed primarily on 
inmate hospice volunteers, who are seen as being essential 
to the prison hospice model29 36 39 45 (median SQS=84%; 
range 57% to 88%, n=4 studies).

Inmate volunteers are able to build and maintain very 
close relationships with the dying prisoner29–33 36 41 (median 
SQS=88%; range 80% to 98%, n=7 studies). Cloyes et al 
suggest that the benefit of this relationship also extends 
to prison healthcare staff, as the dying prisoner may be 
more comfortable disclosing information to the volun-
teer, allowing them to act as a conduit for information 
between the two,30 which could be particularly helpful 
in instances where a lack of trust in the prison system is 
presenting a barrier.

The benefits of inmate volunteers also extend to the 
effective functioning of the prison hospice. In their case 
study of one of the longest- running prison hospices in 
the USA, Cloyes et al identify a formal inmate volunteer 
programme as one of the key components of its success and 
longevity.29 At this particular prison hospice, the volun-
teers learn their role through a combination of taught 
theory, practical bedside experience and peer mentor-
ship,30 resulting in highly skilled carers. In a separate US 
study, prison administrators praised hospice volunteers 
as being successful due to them being budget- neutral, 

which was viewed as essential to the success of any prison 
hospice.39

Perhaps the most unexpected benefit of the inmate 
hospice volunteer model, however, is the benefit it 
conveys to the volunteer themselves. There was a recogni-
tion that being a hospice volunteer was a transformative 
experience31–33 (median SQS=95%; range 85% to 98%, 
n=3 studies), characterised by either personal growth and 
rehabilitation,31 33 or by allowing the prisoner to reveal the 
caring person that they really were.31 The inmate volun-
teers’ understanding and perceptions of the hegemonic 
masculinity that pervades the prison system was also 
challenged by the experience of being a volunteer30–32 42 
(median SQS=88%; range 80% to 95%, n=4 studies). Men 
felt that it enabled them to be ‘real men’ by caring for 
others,30 and provided some respite from the hyper-
masculine world they normally inhabited.31 Volunteers 
experienced grief with great regularity30–32 39 42 (median 
SQS=85%; range 80% to 95%, n=5 studies), yet they 
learnt to employ a number of strategies (most notably, 
engaging with their spirituality31–33 42 (median SQS=93%; 
range 85% to 98%, n=4 studies)) to cope with this and 
with their roles as volunteers in general. Depner et al 
suggest that the exposure of inmate volunteers to death, 
dying and grief and their development of effective coping 
strategies could be acting as a catalyst for positive psycho-
logical changes in these prisoners.32

DISCuSSIOn
What recommendations can be made for the future provision 
of palliative and end of life care in prisons?
Relationships both inside and outside of prison are 
important to prisoners nearing the end of life. When 
prisoners have been incarcerated for a long time, ‘family’ 
may include or be limited to the individuals who have 
been serving a sentence alongside the prisoner. Yet taking 
practical steps to ensure access to loved ones involves 
balancing the care needs of the individual with the 
custodial and security demands of the organisation. For 
example, ensuring family have access to a dying prisoner 
on a prison wing is problematic if it involves the prolonged 
locking up of all other prisoners on the wing, or an exces-
sive number of custodial staff to escort and ensure the 
safety of the prisoner’s family. Likewise, if a prison does 
not have adequate facilities for palliative and end of life 
care delivery, then moving a prisoner to another custo-
dial institution should be considered on a case- by- case 
basis in consultation with the prisoner. For some, this 
move may effectively sever ties with the only ‘family’ they 
have. However, insufficient clinical facilities are not the 
only barrier presented by the prison environment. The 
physical layout of a prison, by virtue of being a secure 
institution, is at odds with the delivery of palliative and 
end of life care equitable to that which is available in the 
community. Yet we have also acknowledged that prison 
may be the only appropriate setting for some prisoners at 
the end of life. This conflict begs the question: What can 
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individual clinicians and prison staff do to ensure a high 
standard of palliative care is delivered in their prison?

Prison nurses already employ a wide range of skills that 
are unique to the challenging environment in which they 
work. One aspect of this role should involve advocating 
for the early release on compassionate grounds of any 
prisoner with palliative care needs who is increasingly 
immobile, or is likely to die soon. In addition, they should 
consider whether or not continued incarceration is likely 
to shorten life expectancy. These are important factors 
which will be considered in any decision regarding early 
release on compassionate grounds in the UK.47 Prisoners 
have poorer health than the general population, and 
therefore prison healthcare staff must be vigilant when 
monitoring for deterioration. Tools such as supportive 
and palliative care registers can help monitor for this 
deterioration, and healthcare staff should ensure that 
they take responsibility for the updating of these regis-
ters. For those prisoners who will die in prison, by choice 
or by a lack of any alternative, the care delivered must 
be of an appropriate standard. Inmate hospice volunteers 
are invaluable to palliative care delivery in prisons, and 
are well received by the prisoners they care for. However, 
when introducing a volunteer model, prison management 
and senior healthcare staff must account for the frequent 
exposure to grief that these volunteers will experience. In 
spite of the potential for posttraumatic growth and reha-
bilitation that comes with the role, the well- being and 
mental health of volunteers must be safeguarded.

As a team, it is beneficial for prison officers, healthcare 
staff, inmate volunteers and the prisoners involved in their 
care to reflect on the values and the humanity they share, 
in order to foster better team relationships and to ensure 
that all are focussed on achieving the same goals with 
regards to palliative and end of life care in prison. There 
are clear structures and hierarchies within a prison which 
are essential to its functioning, and this recommenda-
tion does not seek to challenge them. However, acknowl-
edging the reality and universality of death was linked to 
better attitudes towards palliative care in prisons. Perhaps 
if not all staff are inclined to think about the issues in this 
way, then it should be the role of prison management and 
senior healthcare staff to ensure that health and custodial 
staff are placed in areas that are best suited to their indi-
vidual skills.

What does this review add?
The previous systematic review by Wion and Loeb1 
provided the rationale for limiting the date range of the 
literature search in this rapid review to 2014 to 2018. In 
their review, Wion and Loeb discuss their findings in the 
context of the previous reviews by Stone et al13 and Maschi 
et al.16 Therefore, it is important to consider what this 
review adds to the preceding systematic review. Many of 
the key findings of this review reinforce points made in 
the Wion and Loeb review, such as the value of inmate 
hospice volunteers and the physical barriers presented 
by the prison environment. Other findings which were 

relatively minor in the previous review have become 
major themes in the literature published since 2014, 
such as the importance of maintaining family relation-
ships, and the potential grief burden of inmate hospice 
volunteers. Finally, this review adds the main finding that 
relationships both inside and outside of prison are of 
importance to prisoners at the end of life, and recom-
mends that those involved in their care should support 
prisoners to maintain these relationships.

research implications
Wion and Loeb’s systematic review in 20161 identified 
19 primary research articles published between 2002 
and mid-2014. This rapid review identified 23 primary 
research articles published between 2014 and 2018. Four 
articles featured in both reviews.31 36 39 42 The significant 
increase in the average number of studies published per- 
year across the two reviews (5.75 per- year in this review 
and 1.5 per- year in Wion and Loeb)1 demonstrates the 
growing commitment to understanding and improving 
palliative and end of life care in prisons. Previous reviews 
have also noted that that the majority of research into 
palliative and end of life care in prisons originates in the 
USA1 13; this review has identified that a small, but growing 
number of studies are being published in the UK,4 35 38 45 
France2 46 and Switzerland.3 34 37

Both the proportion and the absolute number of people 
imprisoned in the USA (655 per 100 000; or 2 121 600 in 
2016) is the highest in the world, significantly higher than 
England and Wales (139 per 100 000; or 82 543 in 2019) or 
Scotland (147 per 100 000; or 8020 in 2019).48 In addition, 
the model of providing end of life care in the USA is struc-
tured around prison- based hospices often with inmate 
hospice volunteers providing a large amount of care. 
The approach in the UK is based on community hospices 
providing support to patients and staff in the prison.13 
Because of these differences, more research is needed 
into palliative and end of life care in prisons in countries 
outside the USA. There is also a need for more studies 
using quantitative and experimental methods, possibly to 
measure the efficacy of some of the interventions that are 
frequently identified as being of benefit to palliative and 
end of life care in prisons, such as the inmate volunteer 
model. Wion and Loeb1 identified the need for the voices 
of prisoner’s families and healthcare staff to be heard, and 
a small number of studies have emerged which have done 
this to an extent2 35 45; however, more studies are needed.

When considering the wealth of studies found which 
employ qualitative methods (74% in this review, 58% in 
Wion and Loeb),1 it becomes apparent that any future 
synthesis of this research should employ methods which 
are best suited to this data. A thematic synthesis such as 
that outlined by Thomas and Harden49 should be consid-
ered either as part of, or adjacent to a further systematic 
review.

Strengths and limitations of this study
The limitations of this study are the limitations which can 
be attributed to any rapid review. In order to achieve a 



17McParland C, Johnston BM. BMJ Open 2019;9:e033905. doi:10.1136/bmjopen-2019-033905

Open access

timely result as part of a larger project, this review stream-
lined the systematic review process by limiting the date 
range and number of databases searched, having one 
author perform screening with verification from a second, 
and conducting a narrative synthesis of results. As a result 
of this, there is the possibility that some grey literature 
and articles located outside the databases searched would 
not have been found. In addition, there were a number of 
primary research articles included in the previous system-
atic review which were not included due to the need to 
streamline the process.

However, when considering these limitations, it is 
important to consider that some studies have found 
congruity between the results of rapid and systematic 
reviews on the same subject.18 In addition, this review 
synthesises the findings of 23 primary research articles 
from a 4 year period, compared with 19 articles from a 
12.5 year period in the previous systematic review.1 In 
doing so, this review has demonstrated the significant 
growth in the body of literature over a short period of 
time. This review also synthesised several new papers on 
inmate hospice volunteers for the first time, as well as 
studies from countries such as France and Switzerland. 
Many have only been published since the last systematic 
review.

 ► Relationships are of paramount importance to pris-
oners at the end of life. This includes relationships 
with friends both inside and outside of prison, and 
with family members. Efforts should be made to main-
tain these relationships.

 ► Inmate hospice volunteers can forge close bonds with 
the prisoners in their care, but can also experience a 
great deal of grief as a result of their job. They may 
be an effective way of delivering care to prisoners at 
the end of life, but their well- being should also take 
priority.

 ► The regime and physical environment of a prison 
conflicts with best practices in palliative and end of 
life care. This must be considered when planning 
service delivery for this population.
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