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Abstract

Background: Parity of esteem means that end-of-life care for people with severe mental illness should be of equal quality to that 

experienced by all.

Aim: To synthesise international, English language, research and UK policy and guidance relating to the organisation, provision, and 

receipt of end-of-life care for people with severe mental illness.

Design: A mixed methods systematic review was conducted following the Evidence for Policy and Practice Information and Co-

ordinating Centre approach and informed by a stakeholder group. We employed thematic synthesis to bring together data from 

both qualitative and quantitative studies, and from non-research material. We assessed the strength of synthesised findings using 

the Confidence in the Evidence from Reviews of Qualitative Research (CERQual) and Grading of Recommendations, Assessment, 

Development and Evaluation (GRADE) approaches.

Data sources: Ten electronic databases were searched from inception to December 2019, along with 62 organisational websites. Quality 

appraisal was conducted using Critical Appraisal Skills Programme checklists or other study design-specific alternatives as necessary.

Results: Of the 11,904 citations retrieved, 34 research publications were included plus 28 non-research items. The majority of research 

was of high or acceptable quality. An overarching synthesis including 52 summary statements, with assessments of confidence in the 

underpinning evidence, was produced using four themes: Structure of the system; Professional issues; Contexts of care; and Living with 

severe mental illness.

Conclusions: Implications for services and practice reflect evidence in which there is a high degree of confidence. Partnership should 

be developed across the mental health and end-of-life systems, and ways found to support people to die where they choose. Staff 

caring for people with severe mental illness at the end-of-life need education, support and supervision. End-of-life care for people 

with severe mental illness requires a team approach, including advocacy. Proactive physical health care for people with severe mental 

illness is needed to tackle problems of delayed diagnosis.

Keywords

Diseases, health services administration, intersectoral collaboration, mental disorders, neoplasms, systematic review, thematic 
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What is already known about the topic?

•• In high, middle and low-income countries people with mental illness have both poorer physical health and reduced life 

expectancy compared to the general population.

•• Premature death in people with severe mental illness has been described as a human rights disgrace, reflected in 

renewed efforts to promote standards of care for people with severe mental illness which are as good as they are for 

people with physical health problems.

•• In this context, evidence is needed to underpin improvements in end-of-life care for people with severe mental illness.
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Introduction

In all parts of the world it is known that people with mental 

illness have poorer physical health and reduced life expec-

tancy compared with the general population.1 Premature 

death in this group has been described as a human rights 

disgrace,2 driving international and national efforts to 

tackle disparities. The phrase ‘parity of esteem’, used 

across the world3 and first introduced in the UK in England’s 

Health and Social Care Act 2012,4 refers to the principle 

that people with mental health difficulties should have 

access to care of the same standard and timeliness as that 

enjoyed by people with physical health difficulties. 

International guidance5 emphasises the importance of 

high-quality palliation and support for all, irrespective of 

underlying condition. By extension this includes the expec-

tation that care for people with pre-existing severe mental 

illness who go on to develop end-of-life conditions (such as 

incurable cancer and/or end-stage organ disease) should 

be as good as it is for everyone else.

Longstanding concerns remain, however, that the end-

of-life needs of people with severe mental illness are 

acknowledged either poorly or not at all, leading to the 

prospect of ‘disadvantaged dying’.6,7 Initial research 

observations informing the project reported on here sug-

gest inadequacies in care and disparities associated with 

people’s experiences of mental illness,8–13 supporting the 

case for a high-quality evidence synthesis beginning a pro-

gramme of work to improve and evaluate care. Whilst a 

number of earlier reviews in this area have been con-

ducted these are variously in need of updating,12,14 have 

addressed a relatively narrow range of issues such as 

health care access and place of death,15 or the use of pal-

liative care tools and interventions,16 are non-systematic 

narrative reviews17–20 or have been limited to only scoping 

what is known.11,13 The point has also been made that the 

voice of people with severe mental illness and their carers 

has largely been missing from existing work in this area.11

Preliminary scoping of the field therefore confirmed the 

timeliness and feasibility of a new, rigorous, evidence syn-

thesis, and particularly an EPPI-Centre style review which is 

sensitive to the needs of stakeholders and which includes 

grey and non-research materials.21 In the larger project 

from which this paper is derived a mixed methods system-

atic review and thematic synthesis was therefore com-

pleted to address the following research question: ‘What 

evidence is there relating to the organisation, provision and 

receipt of care for people with severe mental illness who 

have an additional diagnosis of advanced, incurable, cancer 

and/or end-stage lung, heart, renal or liver failure and who 

are likely to die within the next 12 months?’

Methods

The protocol is registered in PROSPERO (CRD42018108988), 

and reporting is in accordance with the PRISMA state-

ment.22 The review followed Centre for Reviews and 

Dissemination23 guidance and incorporated stakeholder 

views following EPPI-Centre methodology.21

Inclusion criteria: We used the PICOS/PiCo framework 

to guide the inclusion criteria on population (P), interven-

tion/phenomena of Interest (I), comparators (C), outcome 

(O), study design (S) and context (Co).

Population: Adults with severe mental illness who have 

an additional diagnosis of advanced, incurable, cancer 

and/or end-stage lung, heart, renal or liver failure and 

who are likely to die within the next 12 months. ‘Severe 
mental illness’, and related terms such as ‘serious’, or 

‘serious and persistent’ mental illness, have been widely 

used around the world for years,24 and although lacking 

consensus definition broadly refer to people with 

What this paper adds?

•• This paper reports on a mixed methods systematic review and thematic synthesis of international English language 

research, plus UK policy and guidance, on end-of-life care for people with severe mental illness.

•• The structure of mental health and end-of-life care systems means that people with severe mental illness at the end-of-

life often have difficulty getting the services they need, whilst the education and practice of professionals in each of 

these two systems can create barriers to the provision of care.

•• People with severe mental illness at the end-of-life are a particularly vulnerable group, having complex needs which are 

both difficult to assess and meet.

Implications for practice, theory or policy?

•• Close partnerships are needed between the mental health and end-of-life care systems, enabling people with severe 

mental illness to die where they choose.

•• Health and social care staff looking after people with severe mental illness at the end-of-life need education, support 

and supervision.

•• Services for people with severe mental illness at the end-of-life require a team approach including advocacy, and proactive 

physical health care is needed for people with severe mental illness to tackle problems associated with delayed diagnosis.
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experience of using specialist, secondary, community 

and/or hospital mental health services. Severe mental ill-

ness included, but was not limited to, people with diagno-

ses of schizophrenia, schizophrenia spectrum and other 

psychotic disorders, schizotypal and delusional disorders, 

bipolar affective disorder, bipolar and related disorders, 

major depressive disorder and disorders of adult person-

ality and behaviour. End-of-life care is more clearly 

defined, referring to the care of people who are likely to 

die within the next 12 months.25

Intervention/Phenomena of interest: Service organisa-

tion, provision and receipt of end-of-life care along with 

the views and experiences of service users, families and 

health and social care staff.

Comparators: None.

Outcomes: Services, processes and interventions facili-

tating and hindering the provision of high-quality, accessi-

ble, equitable and acceptable end-of-life care to people with 

severe mental illness along with the views and experiences 

of service users, families and health and social care staff.

Study design: Quantitative and qualitative research, 

and non-research material (UK-only policies and guide-

lines, reports of practice initiatives and clinical case stud-

ies). UK-only policies and guidance were sought reflecting 

the project’s UK funding, and a recognition that many 

decision-makers reading the larger report from which this 

key findings paper is derived will be UK-based. Findings 

from our synthesis of clinical case studies will be pre-

sented in a further publication.

Context: End-of-life care provided in hospitals, hospices 

and other institutional settings (such as care homes, pris-

ons and hostels) and care provided in the home and via 

outreach to people who may also be homeless. Research 

studies from the Organization for Economic Co-operation 

and Development countries as these were deemed to be 

socially and economically comparable to the UK.

Exclusion criteria

Material addressing the following was excluded:

•• Mental health problems subsequent to terminal 

illness;

•• End-of-life care for people whose mental health 

problems reflected substance use other than 

where these coexisted with severe mental illness;

•• End-of-life care for people with dementia or other 

neurodegenerative diseases except where these 

coexisted with severe mental illness.

Stakeholder engagement

Project team members worked with an independently 

chaired stakeholder advisory group (SAG). This group 

included policy advisors, senior practitioners, and 

researchers from the end-of-life care and mental health 

practice fields, along with public and patient representa-

tives. Examples of SAG involvement in decision-making 

are given below.

Searching for relevant material

Reflecting imprecisions in the use of the phrase ‘severe 

mental illness’, and the need to also specify parameters for 

searches in the end-of-life field, project and SAG members 

in their first combined meeting discussed candidate key-

words and search strategies and refined the boundaries of 

the searches to be adopted. In the case of the mental 

health-related arm, a series of terms were purposefully 

included which reflected diagnoses typically associated with 

psychosis (e.g. schizophrenia and bipolar disorder), recog-

nising that diagnosis is often used as a shorthand to identify 

people with ‘severe mental illness’. Preliminary database 

searches designed to improve sensitivity and specificity 

informed a systematic search across 10 databases from 

inception to December 2019: MEDLINE; PsycINFO; EMBASE; 

HMIC, AMED; CINAHL; CENTRAL; ASSIA; DARE; and Web of 

Science. The search strategy was developed in Ovid Medline 

by an information specialist using a combination of text 

words and Medical Subject Headings (see Supplemental File 

1), before adapting for use in the remaining databases. 

Searches were limited to English language publications.

Additional searches were: 62 targeted websites identi-

fied with the help of the SAG (e.g. belonging to mental 

health and end-of-life charities); Google;26 the contents 

pages for the last 2 years of identified journals; reference 
lists of included studies; and forward citation tracking. All 

retrieved citations were entered into EndNote™ [https://

endnote.com/], and duplicates and references that did 

not meet the study’s inclusion criteria were removed.

Screening

Citations were imported into Covidence™ [https://www.

covidence.org/] and titles and abstracts assessed. Full texts 

which looked to meet inclusion criteria, or about which 

decisions could not be made due to insufficient informa-

tion, were further screened by two reviewers using a stand-

ardised form with disagreements resolved with a third.

Quality appraisal

Included studies were appraised by two reviewers (with 

disagreements resolved through involvement of a third) 

using the following:

•• Qualitative studies: CASP checklists27

•• Cross sectional designs: SURE checklist28

•• Retrospective cohort studies: SIGN Checklist 3; 

Cohort Studies29

Policy and guidance documents were not appraised.
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Data extraction

Information (author, publication year, country, aim, set-

ting, design, participant characteristics, outcomes, the-

matic findings) from included studies was extracted into 

tables23 and checked by a second reviewer. Where multi-

ple publications from the same study were identified, 

data were reported as a single study. Summary statistics 

were extracted as reported across the original studies and 

included odds ratio, risk ratios and hazard ratios.

Data analysis and synthesis

The search did not identify any intervention studies that 

met the inclusion criteria and as a result meta-analysis 

was not possible. We therefore employed thematic syn-

thesis to bring together data from across both qualitative 

and quantitative studies and non-research material.30

The full text of all quantitative and qualitative research 

studies along with relevant extracts (addressing mental 

health and end-of-life care) from included policies and 

guidance were uploaded into NVIVO-12™ [https://www.

qsrinternational.com/nvivo-qualitative-data-analysis-

software/home]. Inductive data-driven codes were gener-

ated and attached to segments of material through the 

line-by-line reading of documents using NVIVO by two 

researchers. Codes were then grouped into meaningful 

candidate themes and sub-themes reflecting the over-

arching objectives of the project (and then finalised) with 

the wider team and the SAG.

Assessing confidence

Confidence in the quality of synthesised evidence was 

assessed using either the GRADE31 approach (in the case 

of findings from cohort studies) or the CERQual32 approach 

(in the case of qualitative and non-intervention findings). 

GRADE involves judging the quality of a body of evidence 

using a four-point scale (‘high’, ‘moderate’, ‘low’ or ‘very 

low’) using these criteria: underpinning study design; risk 

of bias; impression; inconsistency; indirectness; and mag-

nitude of effect. CERQual involves making judgements 

using the same four-point scale, and assessing the under-

pinning research using these criteria: coherence; meth-

odological limitations; relevance; and adequacy.

Results

The flow of citations through the overall review is shown 

in the PRISMA chart (Figure 1). Thirty-four publications 

reporting on 30 research studies and 28 pieces of non-

research material were included. Of the research studies 

there were 19 quantitative studies (reported in 20 publi-

cations), nine qualitative studies (reported in 11 publica-

tions) and two mixed methods studies (for included 

studies tables, see Supplemental File 2).

Description of research studies

The quantitative studies included retrospective cohort 

studies (n = 12, across 13 publications)10,33–44 and descrip-

tive surveys (n = 7, across 8 publications).45–52 The qualita-

tive studies included those using a non-specific qualitative 

descriptive approach (n = 5 across 7 publications),53–59 

grounded theory (n = 2),60,61 ethnography (n = 1)62 and 

phenomenology (n = 1).63 One mixed methods study com-

bined a medical records review, an educational evaluation 

with surveys and interviews, and the other combined a 

survey and interviews.64,65

Findings were reported across 10 countries, with stud-

ies from the US the largest group (n = 12, across 13 publi-
cations).34,36,37,39,40,42,45–50,63 Other countries included 

Canada (n = 4, across 5 publications),10,41,43,51,62 New 

Zealand (n = 1),33 Taiwan (n = 1),38 Australia (n = 4, across 6 
publications),44,53–57 France (n = 1),35 Belgium (n = 1),60 The 

Netherlands (n = 2),52,60,64 UK (n = 3)58,59,61 and Republic of 

Ireland (n = 1).65

Publications appeared between 2003 and 2019, with 

data generated in a variety of settings including specialist 

palliative care, US Veterans Administration mental health 

services along with care homes, hostels and in the com-

munity. In 11 studies (across 12 publications) data were 

derived from the records of deceased people with diagno-

ses of severe and persistent mental illness,33 schizoaffec-

tive disorder,10,35,36,38,41,44 a pre-existing psychiatric illness,40 

a mental health diagnosis,37 pre-cancer depression42 or 

post-traumatic stress disorder (PTSD).39 Seven studies 

(across 8 publications) directly involving patients with 

severe mental illness34,43,47,48,51,59,60,62 and a further 12 

studies (across 14 publications) involved health care pro-

fessionals who worked with patients with severe mental 

illness at the end-of-life.46,49,50,52–58,61,63–65

Quality appraisal

Tables of the quality appraisal scores are presented in 

Supplemental File 3.

The quality of all included cohort studies was acceptable, 

indicating some flaws in the study design were present with 

an associated risk of bias. Seven of the cohort studies did 

not provide confidence intervals as part of the statistical 

analysis.33,36,37,39,40,43,44 For the descriptive surveys (n = 7) 
and the survey component of the mixed methods studies 

(n = 2), the majority (n = 7) were rated as high quality, meet-
ing either 11 or all 12 of the checklist criteria. For the quali-

tative studies (n = 11) and the qualitative component of the 
mixed methods studies (n = 2) the quality of all except one 
was high, meeting at least nine of the 10 quality criteria.

Thematic synthesis

The findings from the quantitative and qualitative research, 

and from the included policy and guidance materials, were 
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synthesised and four themes created (see Table 1 and 

Figure 2).

An overarching summary and a set of 52 synthesis sum-

mary statements derived from both the descriptive quanti-

tative and qualitative research, and from included policy 

and guidance documents, was produced with levels of con-

fidence using the CERQual approach (see Supplemental File 

4). Ninety-six summary statements organised by theme, and 

derived from the retrospective cohort research, were pro-

duced with levels of confidence using the GRADE approach 

(see Supplemental File 5). As the design of all the cohort 

studies was retrospective the ratings for evidence from each 

outcome generated using material from these were down-

graded from ‘low quality’ to ‘very low quality’.93

Structure of the system. There is limited UK guidance relat-

ing to end-of-life and mental health care, and palliative care 

nurses report concerns over their legislative responsibilities 

(CERQual–very low).58 People with severe mental illness at 

the end-of-life who are additionally homeless, or from other 

particularly vulnerable groups, are often isolated from infor-

mal carers (ungraded–non research).67,74,82 They are also 

sometimes excluded from hospices and care homes, and 

professionals report difficulties in finding placements in 

these circumstances (CERQual–moderate).59,62 They can 

also become relatively invisible because of fragmented care 

systems and often have to act as their own care coordina-

tors (CERQual–moderate).58,59,62

Practitioners recognise that the separate commis-

sioning, management and organisation of mental health 

and end-of-life services means people with severe men-

tal illness often have difficulty accessing and navigating 

the system (ungraded–non research),69,78,88 with multi-

ple obstacles existing (CERQual–moderate).53–55,57,65 

Cita�ons iden�fied through 

database searching

(n = 11776)
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Full-text publica�ons 

assessed for eligibility

(n = 324)

Full-text publica�ons 

excluded, with reasons

(n =248)

� not end-of-life

� not severe mental 

illness

� mental illness 

subsequent to end-

of-life diagnosis

� review of literature

Cri�cal appraisal of publica�ons 

(n =76)

Grey literature 

(n =28)
Included publica�ons (n =104)

Quan�ta�ve research (n=20)

Qualita�ve research (n=12)

Mixed methods (n=2)*

Non-research material (n=28)

Case studies (n=42)

Addi�onal cita�ons iden�fied 

through other sources

(n = 128)

Cita�ons a�er duplicates removed

(n = 9690)

Cita�ons screened

on �tle and abstract 

(n = 7352)

Cita�ons excluded

(n =7028)

Irrelevant cita�ons removed 

(n =2338)

Figure 1. PRISMA flow chart.
*The two mixed methods studies contributed both qualitative and quantitative data to the review.
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Coordinating high-quality integrated care, although dif-

ficult to achieve, is important (ungraded–non 

research).67,78,84,85 This is challenged, however, by the 

separation of services and professionals (CERQual–very 

low)58 and by the limited availability of services and 

trained practitioners able to meet need (CERQual–

moderate).46,49,64 Ideas on improving the coordination 

of care often involve identifying staff with clear respon-

sibilities (CERQual–moderate).46,63,65

Working in partnership across service boundaries is 

important, along with flexibility to facilitate end-of-life 

care (CERQual–very low).46 Poor working relationships 

and partnerships, influenced by reductions in funding and 

competitive commissioning, inhibit high-quality care 

(CERQual–moderate).57,58,65 Interagency and interprofes-

sional working is important (ungraded-non research)67,77, 

80,83,85,86 along with ongoing communication (ungraded–

non research)67,78,80 and professionals describe how both 

formal and informal multidisciplinary teamwork can 

improve outcomes (CERQual–moderate).46,53–57 Building 

partnerships and creating formal opportunities to meet 

and discuss care are essential and should include making 

information available to colleagues in primary care and 

social services (CERQual–high).46,57,58,65

People with severe mental illness at the end-of-life are 

able to stay at home, with support (ungraded–non 

research),69 and staff recognise that enabling people to 

die where they choose (often a home or home-like envi-

ronment) is important, although staff also talk about how 

appropriate care is often lacking in all settings (CERQual–

high).57,63,65 Findings are mixed regarding how likely peo-

ple with severe mental illness are to have died at home 

(Grade–very low),36,40,41 but a consistent finding is that 

they are significantly more likely to have died in a nursing 

home or residential facility (Grade–very low).36,40,41 People 

with severe mental illness at the end-of-life are often 

transferred between services, and mental health staff 

rarely care for them as they are poorly equipped to meet 

their needs (CERQual–high).58,63,64

Multiple challenges to end-of-life care in hostels or 

supported accommodation exist, which include limited 

preparedness of staff, chaotic environments and concerns 

over both risks and medication storage (CERQual–

moderate).43,59 Providing end-of-life care in the commu-

nity, within mental health settings or homeless shelters, 

can be difficult and people with severe mental illness are 

frequently moved to acute settings which also brings chal-

lenges (CERQual–moderate).56–58,62–65 Hospice staff 

describe their workplaces as poorly prepared to care for 

homeless people at the end-of-life, and they require help 

to meet the needs of people with additional substance 

misuse and other problems (CERQual–moderate).59,62 No 

significant differences exist in the likelihood of people 

with or without severe mental illness dying in a hospice 

(Grade–very low), and findings are mixed regarding the 

likelihood of people with severe mental illness dying in 

hospital (Grade–very low).40

Professional issues. Forming relationships are important, 

although some mental health staff choose not to form 

close relationships with people with severe mental illness 

as they find it too upsetting when patients are moved for 

end-of-life care (CERQual–high).53–55,57,63–65 Supporting 

them to make decisions, including talking about death 

and dying, is recognised as important and requires good 

communication (ungraded–non research).78,91 Whilst 

some mental health staff find it difficult to talk about 

death and dying, those who do report that patients are 

Table 1. Themes and types of data included.

Theme Type of data contributing to the theme

Structure of the system

Addressing the broad shape and structure of the end-of-life and 

mental health care systems

Policy and guidance (n = 26)66–91

Cohort studies (n = 6)35,36,40–43

Descriptive studies (n = 3)47,49,50

Mixed methods studies (n = 1)65

Qualitative studies (n = 7)54,56–59,62,63

Professional issues

Addressing practitioner-level issues

Policy and guidance (n = 10)67,68,74,77–79,81,86,91,92

Descriptive studies (n = 4)49,50,52,65

Mixed methods studies (n = 2)64,65

Qualitative studies (n = 11)52–59,61–63

Contexts of care

Addressing the organisation, provision and receipt of care

Policy and guidance (n = 11)25,67,68,73,74,77–79,81,85,91

Cohort studies (n = 12)10,33–35,37–44

Descriptive studies (n = 5)45–48,51

Mixed methods studies (n = 1)64

Qualitative studies (n = 8)56–63

Living with severe mental illness

Addressing the individual and social characteristics of people with 

severe mental illness

Policy and guidance (n = 8)67–70,73–75,85

Descriptive studies (n = 1)47

Mixed methods studies (n = 2)64,65

Qualitative studies (n = 8)53,54,57–59,61–63
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receptive (CERQual–high).52,57,58,64 Relationships, how-

ever, can also be hindered by negative professional beliefs 

and attitudes. These include stigmatising and prejudicial 

attitudes of some end-of-life practitioners towards people 

with severe mental illness, including those who are home-

less (CERQual–high).53–55,58,59,61–63,65

Mental health staff feel that they have limited experi-

ence of caring for patients with severe mental illness at 

the end-of-life, and although some describe themselves 

as able to provide care others feel that they lack necessary 

expertise (CERQual–moderate).53–55,58,64 Some view end-

of-life care as not mental health work, and are not inter-

ested in it or avoid doing it, whereas others embrace this 

(CERQual–moderate).49,56,58,63,64 Some mental health staff 

also describe end-of-life caring work as distressing and 

draining, and fear scrutiny when patients die (CERQual–

moderate).53–55,61,63 There is recognition that staff caring 

for this group need support (ungraded–non research),67 

and that the needs of those with severe mental illness at 

the end-of-life are not always met (ungraded–non 

Contexts of care

Managing the interface between 

mental health and end-of-life 

care

� GPs managing care

� The role of medical 
specialists

� Referral

� Mental health assessment at 
the end-of-life

Health care services and 

treatment utilisation in the last 

year of life

� Ambulatory visits to GP or 
medical specialists 

� Palliative care services 

� Long term institutional care

� Acute care 

� Intensive care unit 
admissions

� Emergency department visits 

� Invasive interventions

� Chemotherapy

� Advanced diagnostic 
examinations

� Use of medications at end-of-
life 

Meeting individual and family 

needs

� Spiritual and psychosocial 
support

� Families and their 
involvement

� Advocacy

� End-of-life care preferences

Structure of the system

Policy and guidance

Separate commissioning, 

management, and organisation

� Accessing and navigating the 
system

� Access for homeless and 
vulnerable groups

� Care coordination across 
systems

� Resources

Partnership

� Funding and flexibility to work 
in partnership

� Multidisciplinary teamwork

� Ongoing interprofessional 
communication

No right place to die

� Dying at home

� Dying in a mental health 
hospital

� Dying in a hostel

� Dying in an acute hospital

� Dying in a nursing home or 
residential facility

� Dying in a hospice

Professional issues

Relationships between health 

care professionals and people 

with severe mental illness 

� Connecting relationships

� Talking about death and 
dying

� Attitudes and beliefs of health 
care professionals

Mental health professionals 

doing end-of-life care

� Experience, knowledge, and 
skills

� End-of-life care not being 
mental health work 

� Emotional distress

End-of-life care professionals 

doing mental health care

Training and education

� Educational needs

� Core professional preparation

� In-service education

� End-of-life and mental health 
staff learning from each other

Living with severe mental 

illness

Complexities of end-of-life care 

Familiarity and trust

� Trust and rapport

� Supporting people in familiar 
environments 

Recognising physical decline

� Identifying signs of declining 
health

� The impact of late diagnosis 

� Identifying an end-of-life care 
trajectory for those who are 
homeless

Figure 2. Summary of synthesis of research, policy and guidance.
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research).67,94 End-of-life HCPs should become conversant 

with the needs of people with SMI and work closely with 

MH services (ungraded–non research).67

Education and training for all professional groups 

caring for people with severe mental illness at the end-

of-life are important, and there is recognition that core 

preparation could be improved and greater opportuni-

ties provided for ongoing education (ungraded–non  

research).67,68,74,77–79,92 Professionals in both mental 

health and end-of-life services identify broad educa-

tional needs (CERQual–moderate)46,53–55,57,61,63 including 

in initial preparation (CERQual-very low).49 Some men-

tal health nurses feel that that their preparation sup-

ports them in caring for people with severe mental 

illness during periods of physical illness and at the end-

of-life, but others describe this being open to improve-

ment (CERQual–moderate).53–55,63 In-service education 

for professionals to develop expertise in end-of-life care 

is recognised as limited, particularly in mental health 

care-providing organisations (ungraded–non research).67,74, 

78,79,81,86 Staff in both end-of-life and mental health ser-

vices working together to improve knowledge and 

awareness through the establishment of link positions 

has been proposed (ungraded–non research),67 or 

through cross-training (CERQual–very low).47,50

Contexts of care. General practitioners act as gatekeepers 

to services and can both help and hinder access to pallia-

tive care and other services, and (in some instances) 

actively manage the palliative needs of people with severe 

mental illness within their practice (CERQual–moder-

ate).64,65 No significant differences exist in the rates of 

ambulatory visits to GPs made by people with and with-

out schizophrenia who are dying of cancer (Grade–very 

low).10 At the end-of-life people with severe mental illness 

visit different types of physician, as well as psychiatrists 

(CERQual–moderate)49,64,65 but people with schizophrenia 

are significantly less likely to visit a medical specialist 

before their deaths (Grade–very low).10 However initial 

contact is made there is recognition that support for peo-

ple with mental health issues and approaching the end-of-

life must be fast-tracked (ungraded–non research).78 Staff 

acknowledge that referrals are often complicated and lack 

information of a type which would promote communica-

tion between professionals, and with patients (CERQual–

low).57,58 Following referral, skilled mental health 

assessment at the end-of-life is necessary to support care 

planning and the meeting of needs (ungraded–non 

research).67 Professionals in both services describe men-

tal health assessments at the end-of-life as challenging, 

with staff needing help to deal with fears and uncertain-

ties (CERQual–moderate).56,58,61,65

Psychiatrists and GPs both believe that people with 

severe mental illness are less likely than other groups to 

make use of specialist palliative care (CERQual–very low),65 

although findings are inconsistent regarding utilisation rates 

of palliative care in the last year of life for those with schizo-

phrenia in the community who have died from cancer 

(Grade–very low).33,35,38 No significant differences in rates of 

enrolment in hospices have been found for people with, and 

without, schizophrenia who have died of cancer (Grade–

very low)36,38 although having depression ahead of a cancer 

diagnosis is associated with a significantly increased rate of 

hospice enrolment and length of stay (Grade–very low).42

People with severe mental illness at the end-of-life use 

long-stay, hospital, emergency departments and intensive 

care services in different ways from people without severe 

mental illness, but findings are inconsistent (Grade–very 

low).10,33,35,40–42,44 People with a schizophrenia diagnosis 

who have died of cancer have been found to have had 

significantly increased rates of use of long-term institu-

tional care and to have had longer lengths of stay (Grade–

very low).10 Studies also consistently report that people 

with severe mental illness who have died from cancer, 

heart failure, cirrhosis/liver disease or renal disease/dialy-

sis are significantly less likely to have been admitted to 

hospital at the end-of-life (Grade-very low),10,35,40,44 but no 

differences have been noted for people dying from chronic 

lower respiratory disease (Grade–very low).44

People with severe mental illness at the end-of-life 

receive invasive interventions such as analgesia or opioid 

medication, chemotherapy and advanced diagnostic 

examinations in different ways, but research findings in 

this area are inconsistent (Grade–very low).35,37,38,42 

People with schizophrenia who have died from cancer are 

significantly more likely to have had physician orders for 

life-sustaining treatment (Grade–very low).36 Veterans 

with pre-existing, but unspecified, mental health condi-

tions where over half had a terminal condition of cancer 

or heart disease are more likely to receive care directed at 

controlling symptoms or supporting do not resuscitate 

orders (Grade–very low).37 In the UK end-of-life profes-

sionals report that standard guidance on resuscitation is 

lacking for people with severe mental illness (CERQual–

very low),65 and end-of-life professionals in Australia 

report concerns over capacity to consent in relation to 

resuscitation orders for people with severe mental illness 

(CERQual–very low).53–55 No significant differences in the 

rates of cardiopulmonary resuscitation are found for 

those with and without severe mental illness at the end-

of-life (Grade–very low).36

People with severe mental illness are known to have  

particular vulnerabilities arising from their mental health 

experiences, and their care at the end-of-life therefore 

requires a comprehensive team approach (ungraded–non 

research).67,78,91 Programmes and services require combina-

tions of symptom relief and psychological, psychosocial and 

spiritual care (CERQual–high).39,43,53–55,57,61,64 Professionals 

report challenges in handling contact with the families of 

people at the end-of-life, especially where estrangements 

have occurred or where family members also have mental 

health issues (CERQual–moderate).43,63,64 In the case of 
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veterans with PTSD at the end-of-life, families have been 

found to be as likely to receive a consultation regarding 

advanced care planning (ACP) as those without a diagnosis 

of PTSD (CERQual–very low).39 They also have unmet needs 

for emotional support and feel that their relatives were not 

treated with dignity and are dissatisfied with the care 

received (CERQual–very low).45

Having an advocate who is able to support a person 

with severe mental illness throughout their cancer jour-

ney and to prevent them from falling through the gaps in 

the care system, including at the end-of-life, is important 

(ungraded–non research).67,68,73,74

Professionals report that people with severe mental ill-

ness being referred to palliative care, and receiving ser-

vices, appear to reflect the presence or absence of a 

strong advocate (CERQual–high).39,43,53–55,57,61,64 They are 

at risk of lacking advocacy to help navigate their end-of-

life journeys, due to limited social and family support and, 

as a result, they can become ‘lost in the system’ 

(CERQual–high).57,58,63,64

Preferences for ACP at the end-of-life for people with 

severe mental illness are important, and means to support 

people to make their own decisions are needed even though 

accomplishing this can be difficult (ungraded–non research). 
68,77–79,85,91 Professionals have concerns about discussing 

end-of-life preferences, fearing that symptoms of mental ill-

ness may influence understanding and expectations or that 

conversations may lead to further distress (CERQual– 

moderate).57,59,63,64 In the context of making decisions it is 

recognised as important not to assume that capacity is lack-

ing (ungraded–non research).57 Professionals report dis-

comfort determining patients’ capability to make 

health-related decisions, and tend to assume that mental 

capacity is lacking and as a result discussions around ACP 

are avoided (CERQual–moderate).49,57,58 Scenario-based 

research regarding ACP suggests that people with severe 

mental illness are able to designate end-of-life treatment 

preferences, and are open to discussing these (CERQual– 

moderate).47,48,51,60 People with severe mental illness are 

able to complete ACPs, but even with enabling legislation 

this rarely appears as standard practice (CERQual–

moderate).43,46,64 Findings are inconsistent regarding the 

likelihood of people with a diagnosis of severe mental illness 

to have completed an advance directive (Grade–very low).36 

A lack of confidence in open communications and experi-

ence in staff, especially when working with homeless peo-

ple, possibly further explains the absence of ACPs for people 

with severe mental illness (CERQual–moderate).43,57,59,62

Living with severe mental illness. The provision of end-of-

life care to people with severe mental illness can be chal-

lenged by patients’ behaviour associated with their 

mental health difficulties (ungraded–non research).68,85 

Care complexities, including challenging behaviours, com-

munication issues and side-effects from combined medi-

cations make addressing mental health issues at the 

end-of-life difficult (CERQual–moderate).53–55,57,58,61,63,64 

Helpful factors include early referral to palliative care, 

enabling the building of trust and rapport (CERQual–mod-

erate).46,53–55,57,58,61,62,65 Although people with severe men-

tal illness often leave environments with which they are 

familiar at the end-of-life, staff can work together to sup-

port people without the need for moving (CERQual–mod-

erate).53–55,59,62,65 This is harder for people who are also 

homeless and vulnerable, with deteriorations in physical 

health often leading to transfer to hospital where needs 

are poorly met (ungraded–non research).68 Examples 

exist of hostel staff trying to ensure that palliative care is 

provided in familiar environments for as long as possible 

(CERQual–moderate).59,62

Not being able to recognise their physical health needs, 

and the signs of deterioration, is a barrier to the receipt of 

end-of-life care (ungraded–non research).67,68,73 Practition- 

ers report people with severe mental illness as not always 

being able to recognise their declining health, and in a con-

text of previous unsatisfactory health care encounters feel 

that they often present late to services (CERQual– 

moderate).57,58,64,65 The timely provision of palliative care 

can be hampered when people with severe mental illness 

(especially those who are homeless) are not recognised as 

approaching the end-of-life until late diagnosis of physical 

disease (CERQual–high).57,59,64 People who are homeless 

may be more concerned with day-to-day survival than with 

keeping appointments, challenging the identification of 

end-of-life trajectories and the provision of care 

(CERQual–moderate).59,62

Discussion

Previous evidence reviews of end-of-life care for people 

with severe mental illness have either become very out-

of-date,12,14 or have been much more limited in scope, 

than the review reported on here.11,13,15 With the purpose 

of informing future developments in all countries with 

developed health services which include systems of care 

for people with mental health needs, and systems of care 

for people who are dying, in this discussion we emphasise 

the implications of the evidence (as summarised in 10 of 

the 52 synthesis statements derived from both the 

descriptive quantitative and qualitative research) in which 

there is a high degree of confidence as assessed using the 

CERQual approach. As the summary statements assessed 

using the GRADE approach all attracted very low confi-

dence these are not drawn on here.

Partnership

First, reflecting recommendations from earlier reviews in 

this field,11,12,16,19,20 we highlight that formal and informal 

partnership opportunities should be taken and encour-

aged across the wider system of health and social care in 

order that the end-of-life needs of people with severe 
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mental illness be better identified and met. Partnerships 

can involve representatives of mental health, end-of-life, 

primary care, social care and other services and are 

needed to promote information exchange and the inte-

gration of care. In a context in which there is often ‘no 

right place to die’ and in which mental health staff are 

often poorly equipped to care for people at the end-of-

life, and where people with severe mental illness face fre-

quent moves between services, finding ways of supporting 

people to die in the locations of their choice is a priority. 

Although we confirm the observation has been made 

before that end-of-life and mental health services may 

share some similarities in terms of their treatment phi-

losophies,12,20 we concur with the findings of the scoping 

review by Relyea et al.13 that still missing from research in 

this area are studies examining specific approaches to 

providing more collaborative care.

Building trust at the end-of-life is an important goal,95 

but in the area of professional practice a significant find-

ing in which a high degree of confidence holds is that staff 

can find it difficult to invest in relationships with people 

with severe mental illness at the end-of-life due to the 

upset caused when patients are transferred to other facili-

ties. However, what this review highlights is that mental 

health staff, many of whom find talking about death and 

dying with patients difficult, find that when opportunities 

are found patients are receptive. Knippenberg et al.96 

report that patients with severe mental illness and addi-

tional severe physical health issues do not routinely speak, 

or think, about end-of-life issues but when probed by 

researchers they did then discuss the terminal phase of 

life. In the wider context of the coronavirus pandemic we 

observe how mental health staff are increasingly being 

exposed to dying and death, leading to important new 

guidance for professionals and their support in this area.97

It has long been acknowledged that stigma and preju-

dicial attitudes are experienced by those living with severe 

mental illness,98 reflected in the recent launching of a 

Lancet commission in this area.99 Supporting other work 

in this area13,95,100,101 this review has shown that stigma 

and discrimination remain major problems for people 

with severe mental illness at the end-of-life, especially for 

those who are homeless. In the case of staff working in 

end-of-life services stigmatising and prejudicial attitudes 

towards people with severe mental illness, and particu-

larly people who are homeless, can affect decision-mak-

ing. This speaks clearly to the need for education, support 

and supervision.

What this review has demonstrated with a high degree 

of confidence is that programmes and services for people 

at the end-of-life require a comprehensive team approach 

incorporating symptom relief, psychological and psycho-

social support and spiritual care. Comprehensive services 

of this type are exactly as should be expected by all mem-

bers of the population,12,14 but the importance of this for 

people with severe mental illness at the end-of-life is 

worth restating for the purposes of promoting parity of 

esteem. Whilst parity is an international goal,3 even when 

research and other evidence in this area is presented for 

use by policymakers it typically neglects to address end-

of-life care specifically.98 A practical strategy to promote 

comprehensive care in which a high level of confidence 

exists is the use of capable advocates, able to increase the 

referral of people with severe mental illness to palliative 

care services, and to help make sure palliative care is pro-

vided and received. Not having an advocate risks people 

with severe mental illness lacking social and family sup-

port becoming ‘lost in the system’. Taken together, these 

synthesis summaries have important implications for the 

identification of roles for members of the care team in 

coordinating services across boundaries, advocating for 

and on behalf of patients, and providing direct care. More 

generally, avoiding being lost to support means strong 

care coordination, reflecting findings from other studies 

involving the organisation of services for people with 

severe mental illness.102

Finally, this review found that the timely provision of 

end-of-life care to people with severe mental illness, and 

particularly those who are homeless, is hindered by the 

problem of delayed diagnoses. This diagnostic overshadow-

ing is an ongoing problem that has been described in the 

literature for well over a decade.11,12,14 This reinforces the 

need for more proactive, routine, physical health care as 

high-quality palliative care is an international human right to 

which all should be able to have access without delay.103–105

Limitations

All the research studies included in this review were 

undertaken in high income countries with developed 

health systems, and none evaluated interventions to 

improve care. The lack of consensus surrounding the term 

‘severe mental illness’ presented itself as a challenge for 

database and related searching, and even with the help of 

knowledgeable stakeholders our need to set parameters 

for other searches means that some material may not 

have been included. It is also recognised that the search 

for policy and guidance from the UK only (reflecting the 

particular interests of the project’s funder), rather than 

extending this to other countries around the world includ-

ing those with broadly comparable health systems, repre-

sents a limitation. With only English-language items 

included the possibility also exists that important research 

and other evidence has been missed.

Conclusion

This rigorous, mixed methods, systematic review and the-

matic synthesis has brought together research from 10 

countries, plus exemplar policy and guidance from the four 
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nations of the UK, in an important but neglected area. 

Beyond people with severe mental illness, findings have 

relevance for the end-of-life care of other disadvantaged 

groups for whom health inequalities persist. With regards 

to future work, end-of-life care for people with severe men-

tal illness is a wide-open area for well-designed research, 

including intervention studies of which no examples were 

found meeting the inclusion criteria for this review. Studies 

are needed examining the experiences of people and their 

carers with severe mental illness at the end-of-life, along 

with studies co-producing, introducing and evaluating new 

ways of providing and organising care. This programme of 

research should also include projects focusing on particu-

larly disadvantaged groups, including people with severe 

mental illness at the end-of-life who are also homeless or 

who are in prison. Candidate interventions include 

advanced planning, advocacy and improved education for 

professionals along with the development of new or 

enhanced roles for practitioners and the introduction of 

models of integrated provision spanning the mental health, 

end-of-life and related care systems.

Acknowledgements

The project from which this paper is derived was funded by the 

National Institute for Health Research (NIHR) Health Services 

and Delivery Research programme (project number 17/100/15). 

The views expressed are those of the authors and not necessar-

ily those of the NIHR or the Department of Health and Social 

Care. The complete report from which this paper is derived is 

appearing in an issue of Health Services and Delivery Research, 

which is part of the NIHR Journals Library [https://www.jour-

nalslibrary.nihr.ac.uk/programmes/hsdr/1710015/#/]

Author contributions

All authors conceived and designed the study. DE and MM 

searched for articles. DE, BH, MC, PG, SA, AM screened the arti-

cles. DE, BH, MC, PG, SA, appraised articles, extracted data, syn-

thesised and interpreted the data. BH and DE drafted the article, 

and DE, BH, MC, PG, SA and MM revised the article. All the 

authors read and approved the final manuscript

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with 

respect to the research, authorship, and/or publication of this 

article.

Funding

The author(s) disclosed receipt of the following financial support 

for the research, authorship, and/or publication of this article: 

The MENLOC study was funded by the National Institute for 

Health Research (NIHR) Health Services and Delivery Research 

programme (project number 17/100/15).

Ethical approval and consent

Ethical approval was not required for this review.

ORCID iDs

Deborah Edwards  https://orcid.org/0000-0003-1885-9297

Michael Coffey  https://orcid.org/0000-0002-0380-4704

Mala Mann  https://orcid.org/0000-0002-2554-9265

Ben Hannigan  https://orcid.org/0000-0002-2512-6721

Data sharing

Data are limited to published articles available within the public 

domain.

Supplemental material

Supplemental material for this article is available online.

References

 1. Firth J, Siddiqi N, Koyanagi A, et al. The Lancet Psychiatry 

Commission: a blueprint for protecting physical health 

in people with mental illness. Lancet Psychiatry 2019; 6: 

675–712.

 2. Thornicroft G. Premature death among people with mental 

illness. BMJ 2013; 346: f2969.

 3. Mitchell AJ, Hardy S and Shiers D. Parity of esteem: address-

ing the inequalities between mental and physical health-

care. BJPsych Adv 2017; 23: 196–205.

 4. Department of Health. Health and Social Care Act 2012. 

London: Department of Health, https://www.legislation.

gov.uk/ukpga/2012/7/contents/enacted (2012, accessed 

11 February 2020.

 5. World Health Organization. Integrating palliative care 

and symptom relief into primary health care. Geneva, 

Switzerland: World Health Organization, 2018.

 6. Exley C. Review article: the sociology of dying, death and 

bereavement. Sociol Health Illn 2004; 26: 110–122.

 7. Payne S. From here to there: reaching out for palliative 

care. Eur J Palliat Care 2011; 18: 264–265.

 8. Shalev D, Brewster K, Arbuckle MR, et al. A staggered edge: 

end-of-life care in patients with severe mental illness. Gen 

Hosp Psychiatry 2017; 44: 1–3.

 9. Shalev D, Brewster KK and Levenson JA. End-of-life care 

for patients with schizophrenia. J Palliat Med 2017; 20: 

787–788.

 10. Chochinov HM, Martens PJ, Prior HJ, et al. Comparative 

health care use patterns of people with schizophrenia 

near the end of life: a population-based study in Manitoba, 

Canada. Schizophr Res 2012; 141: 241–246.

 11. Donald EE and Stajduhar KI. A scoping review of pallia-

tive care for persons with severe persistent mental illness. 

Palliat Support Care 2019; 17: 479–487.

 12. Woods A, Willison K, Kington C, et al. Palliative care for 

people with severe persistent mental illness: a review of 

the literature. J Psychiatry 2008; 53: 725–736.

 13. Relyea E, MacDonald B, Cattaruzza C, et al. On the margins 

of death: a scoping review on palliative care and schizo-

phrenia. J Palliat Care 2019; 34: 62–69.

 14. Ellison N. Mental health and palliative care. Literature 

review. London: Mental Health Foundation, 2008.

 15. Wilson R, Hepgul N, Higginson IJ, et al. End-of-life care 

and place of death in adults with serious mental illness: a  



12 Palliative Medicine 00(0)

systematic review and narrative synthesis. Palliat Med 

2020; 34: 49–68. 

 16. den Boer K, de Veer AJE, Schoonmade LJ, et al. A systematic 

review of palliative care tools and interventions for people 

with severe mental illness. BMC Psychiatry 2019; 19: 106.

 17. Brown R, Chambers S and Rosenberg J. Exploring palliative 

care nursing of patients with pre-existing serious persistent 

mental illness. Prog Palliat Care 2019; 27: 117–121.

 18. Hinrichs KLM, Woolverton CB and Meyerson JL. Help 

me understand: providing palliative care to individuals 

with serious mental illness. Am J Hosp Palliat Med 2021; 

104990912110107.

 19. Shalev D, Fields L and Shapiro PA. End-of-life care in indi-

viduals with serious mental illness. Psychosomatics 2020; 

61: 428–435.

 20. Terpstra TL and Terpstra TL. Hospice and palliative care for 

terminally ill individuals with serious and persistent men-

tal illness: widening the horizons. J Psychosoc Nurs Ment 

Health Serv 2012; 50: 28–34.

 21. Gough D, Oliver S and Thomas J. An introduction to system-

atic reviews’. London: SAGE, 2017.

 22. Moher D, Liberati A, Tetzlaff J, et al. Preferred reporting 

items for systematic reviews and meta-analyses: the PRISMA 

statement. Ann Intern Med 2009; 151: 264–NaN9, W64.

 23. Centre for Reviews and Dissemination. CRD’s guidance on 

undertaking reviews in health care. York: University of York 

CRD, 2009.

 24. Ruggeri M, Leese M, Thornicroft G, et al. Definition and 

prevalence of severe and persistent mental illness. Br J 

Psychiatry 2000; 177: 149–155.

 25. General Medical Council. Treatment and care towards the 

end of life: good practice in decision making, https://www.

gmc-uk.org/-/media/documents/treatment-and-care-

towards-the-end-of-life—english-1015_pdf-48902105.pdf 

(2010, accessed 5 March 2019).

 26. Mahood Q, Van Eerd D and Irvin E. Searching for grey litera-

ture for systematic reviews: challenges and benefits. Res 

Synth Methods 2014; 5: 221–234.

 27. Critical Skills Appraisal Programme. CASP checklists 

[Online], https://casp-uk.net/#!checklists/cb36 (2018, 

accessed 2 May 2020).

 28. Specialist unit for review evidence. Questions to assist with 

the critical appraisal of cross-sectional studies, https://www.

cardiff.ac.uk/__data/assets/pdf_file/0010/1142974/SURE-

CA-form-for-Cross-sectional_2018.pdf (2018, accessed 1 

August 2021).

 29. Scottish Intercollegiate Guidelines Network. Scottish 

Intercollegiate guidelines network, methodology checklist 

3; cohort studies, https://www.sign.ac.uk/media/1712/

checklist_for_cohort_studies.rtf (2012, accessed 1 August 

2021).

 30. Thomas J and Harden A. Methods for the thematic synthe-

sis of qualitative research in systematic reviews. BMC Med 

Res Methodol 2008; 8(45): 45.

 31. Guyatt GH, Oxman AD, Vist GE, et al. GRADE: an emerg-

ing consensus on rating quality of evidence and strength of 

recommendations. BMJ 2008; 336: 924–926.

 32. Lewin S, Glenton C, Munthe-Kaas H, et al. Using qualitative 

evidence in decision making for health and social interven-

tions: an approach to assess confidence in findings from 

qualitative evidence syntheses (GRADE-CERQual). PLoS 

Med 2015; 12: e1001895.

 33. Butler H and O’Brien AJ. Access to specialist palliative care 

services by people with severe and persistent mental ill-

ness: a retrospective cohort study. Int J Ment Health Nurs 

2018; 27: 737–746.

 34. Cai X, Cram P and Li Y. Origination of medical advance 

directives among nursing home residents with and without 

serious mental illness. Psychiatr Serv 2011; 62: 61–66.

 35. Fond G, Salas S, Pauly V, et al. End-of-life care among 

patients with schizophrenia and cancer: a population-

based cohort study from the French national hospital data-

base. Lancet Public Health 2019; 4: e583–e591.

 36. Ganzini L, Socherman R, Duckart J, et al. End-of-life care 

for veterans with schizophrenia and cancer. Psychiatr Serv 

2010; 61: 725–728.

 37. Sylvia Huang CH, Kvale E, Bailey FA, et al. Association 

between mental health diagnoses and process of care at 

the end of life: findings from the BEACON trial (S771). J Pain 

Symptom Manag 2017; 53: 449.

 38. Huang HK, Wang YW, Hsieh JG, et al. Disparity of end-of-life 

care in cancer patients with and without schizophrenia: a 

nationwide population-based cohort study. Schizophr Res 

2018; 195: 434–440.

 39. Kelley-Cook E, Nguyen G, Lee S, et al. Medication needs 

vary for terminally ill Vietnam era veterans with and with-

out a diagnosis of PTSD. Am J Hosp Palliat Med 2016; 33: 

625–632.

 40. Lavin K, Davydow DS, Downey L, et al. Effect of psychiatric ill-

ness on acute care utilization at end of life from serious medi-

cal illness. J Pain Symptom Manag 2017; 54: 176–185.e1.

 41. Martens PJ, Chochinov HM and Prior HJ. Where and 

how people with schizophrenia die: a population-based, 

matched cohort study in Manitoba, Canada. J Clin 

Psychiatry 2013; 74: e551–e557.

 42. McDermott CL, Bansal A, Ramsey SD, et al. Depression and 

health care utilization at end of life among older adults 

with advanced non-small-cell lung cancer. J Pain Symptom 

Manag 2018; 56: 699–708.e1.

 43. Podymow T, Turnbull J and Coyle D. Shelter-based pallia-

tive care for the homeless terminally ill. Palliat Med 2006; 

20: 81–86.

 44. Spilsbury K, Rosenwax L, Brameld K, et al. Morbidity burden 

and community-based palliative care are associated with 

rates of hospital use by people with schizophrenia in the 

last year of life: a population-based matched cohort study. 

PLoS One 2018; 13: e0208220.

 45. Alici Y, Smith D, Lu HL, et al. Families’ perceptions of veter-

ans’ distress due to post-traumatic stress disorder-related 

symptoms at the end of life. J Pain Symptom Manag 2010; 

39: 507–514.

 46. Foti ME. “Do it your way”: a demonstration project on end-

of-life care for persons with serious mental illness. J Palliat 

Med 2003; 6: 661–669.

 47. Foti ME, Bartels SJ, Van Citters AD, et al. End-of-life treat-

ment preferences of persons with serious mental illness. 

Psychiatr Serv 2005; 56: 585–591.

 48. Foti ME, Bartels SJ, Merriman MP, et al. Medical advance 

care planning for persons with serious mental illness. 

Psychiatr Serv 2005; 56: 576–584.



Edwards et al. 13

 49. Patterson KR, Croom AR, Teverovsky EG, et al. Current 

state of psychiatric involvement on palliative care consult  

services: results of a national survey. J Pain Symptom Manag 

2014; 47: 1019–1027.

 50. Taylor J, Swetenham K, Myhill K, et al. IMhPACT: an educa-

tion strategy for cross-training palliative care and mental 

health clinicians. Int J Palliat Care 2012; 18: 290–294.

 51. Elie D, Marino A, Torres-Platas SG, et al. End-of-life care 

preferences in patients with severe and persistent mental 

illness and chronic medical conditions: a comparative cross-

sectional study. Am J Geriatr Psychiatr 2018; 26: 89–97.

 52. Evenblij K, Ten Koppel M, Smets T, et al. Are care staff 

equipped for end-of-life communication? A cross-sectional 
study in long-term care facilities to identify determinants of 

self-efficacy. BMC Palliat Care 2019; 18: 1.

 53. McGrath P and Holewa H. Mental health and palliative 

care: exploring the ideological interface. Int J Psychosoc 

Rehabil 2004; 9: 107–119.

 54. McGrath P and Jarrett V. The problem of stigma during 

end-of-life care at a psychiatric institution. Int J Psychosoc 

Rehabil 2007; 11: 19–30.

 55. McGrath PD and Forrester K. Ethico-legal issues in relation 

to end-of-life care and institutional mental health. Aust 

Health Rev 2006; 30: 286–297.

 56. McKellar D, Ng F and Chur-Hansen A. Is death our business? 
Philosophical conflicts over the end-of-life in old age psy-

chiatry. Aging Ment Health 2016; 20: 583–593.

 57. McNamara B, Same A, Rosenwax L, et al. Palliative care for 

people with schizophrenia: a qualitative study of an under-

serviced group in need. BMC Palliat Care 2018; 17: 53.

 58. Jerwood J, Phimster D, Ward G, et al. Barriers to pallia-

tive care for people with severe mental illness: explor-

ing the views of clinical staff. Eur J Palliat Care 2018; 25: 

20–25.

 59. Shulman C, Hudson BF, Low J, et al. End-of-life care for 

homeless people: a qualitative analysis exploring the chal-

lenges to access and provision of palliative care. Palliat 

Med 2018; 32: 36–45.

 60. Sweers K, Dierckx de Casterlé B, Detraux J, et al. End-of-

life (care) perspectives and expectations of patients with 

schizophrenia. Arch Psychiatr Nurs 2013; 27: 246–252.

 61. Hackett A and Gaitan A. A qualitative study assessing men-

tal health issues in two hospices in the UK. Int J Palliat Nurs 

2007; 13: 273–281.

 62. Stajduhar KI, Mollison A, Giesbrecht M, et al. ‘Just too busy 

living in the moment and surviving’: barriers to accessing 

health care for structurally vulnerable populations at end-

of-life. BMC Palliat Care 2019; 18: 11.

 63. Morgan BD. ‘No right place to die’: nursing attitudes and 

needs in caring for people with serious mental illness at 

end-of-life. J Am Nurses Assoc 2016; 22: 31–42.

 64. Evenblij K, Widdershoven GA, Onwuteaka-Philipsen BD, 

et al. Palliative care in mental health facilities from the 

perspective of nurses: a mixed-methods study. J Psychiatr 

Ment Health Nurs 2016; 23: 409–418.

 65. Sheridan A, Coughlan B, Frazer K, et al. The palliative care 

needs of people with serious mental illness in Ireland. 

Dublin:  Nursing Midwifery & Health Systems UCD, 2018. 

 66. Addicott R and Ashton R. Delivering better care at the end 

of life: the next steps. London: The King’s Fund, 2010. 

 67. Addington-Hall J. Positive partnerships: palliative care for 

adults with severe mental health problems. Occasional 

Paper 17. Northampton: National Council for Hospice and 

Specialist Palliative Care Services and Scottish Partnership 

Agency for Palliative and Cancer Care, 2000.

 68. Care Quality Commission. A second class ending: explor-

ing the barriers and championing outstanding end of life 

care for people who are homeless. Newcastle upon Tyne: 

Care Quality Commission, https://www.cqc.org.uk/sites/

default/files/20171031_a_second_class_ending.pdf (2017, 

accessed 24 January 2019).

 69. Care Quality Commission. A different ending: address-

ing inequalities in end of life care. Newcastle upon Tyne: 

Care Quality Commission, https://www.cqc.org.uk/sites/

default/files/20160505%20CQC_EOLC_OVERVIEW_

FINAL_3.pdf (2016, accessed 18 February 2019).

 70. Care Quality Commission. People with a mental health con-

dition: a different ending: addressing inequalities in end of 

life care. Newcastle upon Tyne: Care Quality Commission, 

https://www.cqc.org.uk/sites/default/files/20160505%20

CQC_EOLC_MentalHealth_FINAL_2.pdf (2016, accessed 24 

January 2019).

 71. Department of Health. Service framework for mental health 

and wellbeing 2018-2021. London: Department of Health, 

2018.

 72. Department of Health. Health and wellbeing 2026. 

Delivering together. London: Department of Health, 2016.

 73. Department of Health. End of life care strategy. Promoting 

high quality care for all adults at the end of life. London: 

Department of Health, 2008.

 74. Help the Hospices. Hospice and palliative care –access for 

all, https://www.issuelab.org/resources/17279/17279.pdf 

(2006).

 75. Independent Cancer Taskforce. Achieving world-class can-

cer outcomes a strategy for England 2015-2020, https://

www.cancerresearchuk.org/sites/default/files/achiev-

ing_world-class_cancer_outcomes_-_a_strategy_for_eng-

land_2015-2020.pdf (2016). 

 76. Kennedy P, Sarafi C and Greenish W. Homelessness and 

end of life care. Practical information and tools to support 

the needs of homeless people who are approaching the 

end of life, and those who are bereaved. London: Marie 

Curie Cancer Care and St Mungo’s, https://www.mungos.

org/app/uploads/2017/07/Homelessness-and-End-of-Life-

Care-resource-pack-1.pdf (2013, accessed 1 August 2021).

 77. Marie Curie. Marie Curie briefing: inequities in palliative 

care – mental health, https://www.mariecurie.org.uk/

globalassets/media/documents/policy/briefings-consulta-

tions/scotland-briefings/marie-curie-briefing-inequities-

mental-health.pdf (2017, accessed 20 February 2019).

 78. Marie Curie. Marie Curie response: mental health strategy 

for Scotland, https://www.mariecurie.org.uk/globalas-

sets/media/documents/policy/briefings-consultations/

scotland-briefings/marie-curie-response-mental-health-

strategy.pdf (2016, accessed 20 February 2019).

 79. Marie Curie. Marie Curie briefing: mental health and ter-

minal illness, https://www.mariecurie.org.uk/globalassets/

media/documents/policy/policy-publications/octo-

ber-2016/marie-curie-briefing-mental-health.pdf (2016, 

accessed 20 February 2019).



14 Palliative Medicine 00(0)

 80. National Institute for Health and Care Excellence. Guidance 

on cancer services improving supportive and palliative 

care for adults with cancer. London: National Institute for 

Health and Care Excellence, 2004.

 81. NHS Benchmarking Network. National audit of care at 

the end of life. First round of the audit (2018/19) report. 

London: Healthcare Quality Improvement Partnership, 

2019.

 82. NHS England. The NHS long term plan. London: NHS 

England, https://www.longtermplan.nhs.uk/publication/

nhs-long-term-plan/ (2019, accessed 4 April 2019).

 83. NHS England. Next steps on the NHS five year forward view, 

https://www.england.nhs.uk/publication/next-steps-on 

-the-nhs-five-year-forward-view/ (2017, accessed 2 

February 2019).

 84. NHS England. Five year forward view, https://www.eng-

land.nhs.uk/wp-content/uploads/2014/10/5yfv-web.pdf 

(2014, accessed 2 February 2019).

 85. NHS Lothian. Living and dying well in Lothian. NHS Lothian, 

https://org.nhslothian.scot/Strategies/ladwinlothian/

Documents/Palliative%20Care%20Strategy%202010%20

-15%20VER%2023%20FINAL.pdf (2010, accessed 1 August 

2021).

 86. Royal College of Physicians. Palliative care services: 

meeting the needs of patients. Report of a working party. 

Royal College of Physicians, https://cdn.shopify.com/s/

files/1/0924/4392/files/palliative-care-services.pdf 

(2007, accessed 1 August 2021). 

 87. Scottish Government. Mental health strategy: 2017-2027, 

https://www.gov.scot/publications/mental-health-strat-

egy-2017-2027/ (2017, accessed 24 January 2019).

 88. Social Care Institute for Excellence. Dying well at home: 

the case for integrated working, https://www.scie.org.uk/

publications/guides/guide48/ (2013, accessed 24 January 

2019).

 89. Welsh Government. A healthier Wales: our plan for health 

and social care. Cardiff: Welsh Government, 2018.

 90. Welsh Government. Together for mental health: a strategy 

for mental health and wellbeing in Wales. Cardiff: Welsh 

Government, https://gov.wales/docs/dhss/publications/121 

031tmhfinalen.pdf (2012, accessed 14 May 2020).

 91. Worldwide Palliative Care Alliance. Building integrated 

palliative care programs and services, http://www.

thewhpca.org/resources/category/building-integrated-

palliative-care-programs-and-services (2017, accessed 30 

January 2019).

 92. Leadership Alliance for the Care of Dying People. One 

chance to get it right: improving people’s experience of 

care in the last few days and hours of life, http://wales.

pallcare.info/files/One_chance_to_get_it_right.pdf (2014, 

accessed 24 January 2019).

 93. Balshem H, Helfand M, Schünemann HJ, et al. GRADE guide-

lines: 3. Rating the quality of evidence. J Clin Epidemiol 

2011; 64: 401–406.

 94. Royal College of Psychiatrists. Liaison psychiatry for every 

acute hospital: integrated mental and physical healthcare. 

Royal College of Psychiatrists, https://www.rcpsych.ac.uk/

docs/default-source/members/faculties/liaison-psychi-

atry/cr183liaisonpsych-every-acute-hospital.pdf (2013, 

accessed 1 August 2021). 

 95. Hudson BF, Flemming K, Shulman C, et al. Challenges to 

access and provision of palliative care for people who are 

homeless: a systematic review of qualitative research. BMC 

Palliat Care 2016; 15: 96.

 96. Knippenberg I, Zaghouli N, Engels Y, et al. Severe mental 

illness and palliative care: patient semi-structured inter-

views. BMJ Support Palliat Care 2020.

 97. The British Psychological Society. Talking about death – 

end-of-life care guidance for the psychological workforce. 

Leicester: The British Psychological Society, https://www.

bps.org.uk/sites/www.bps.org.uk/files/Policy/Policy%20

-%20Files/Talking%20about%20death%20-%20end%20

of%20life%20care%20guidance%20for%20the%20psycho-

logical%20workforce.pdf (2020, accessed 26 April 2021).

 98. Millard C and Border P. Parity of esteem for mental health. 

London: Parliamentary Office of Science and Technology, 

https://post.parliament.uk/research-briefings/post-

pn-485/ (2015, accessed 26 April 2021).

 99. Thornicroft G and Sunkel C. Announcing the Lancet 

Commission on stigma and discrimination in mental health. 

Lancet 2020; 396: 1543–1544.

 100. Jerwood J, Ward G, Phimister D, et al. Lean in, don’t step 

back: the views and experiences of patients and carers with 

severe mental illness and incurable physical conditions on 

palliative and end of life care. Prog Palliat Care 2021; 1–9. 

DOI: 10.1080/09699260.2021.1887589

 101. Madrigal M. Understanding end-of-life care in schizophre-

nia mortality, stigma, and innovations. International Society 

for the Psychological Treatments of the Schizophrenias and 

Other Psychoses-U.S. Chapter Newsletter 2010; 11(2): 1–6.

 102. Hannigan B, Simpson A, Coffey M, et al. Care coordina-

tion as imagined, care coordination as done: findings from 

a cross-national mental health systems study. Int J Integr 

Care 2018; 18: 12.

 103. Brennan F. Palliative care as an international human right. J 

Pain Symptom Manag 2007; 33: 494–499.

 104. Gwyther L, Brennan F and Harding R. Advancing palliative 

care as a human right. J Pain Symptom Manag 2009; 38: 

767–774.

 105. Radbruch L, Payne S, de Lima L, et al. The Lisbon challenge: 

acknowledging palliative care as a human right. J Palliat 

Med 2013; 16: 301–304.


