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Abstract

Background Palliative care for advanced illness is expected to increase globally by 87% by 

2060. Palliative rehabilitation helps patients manage symptoms and maintain independence. It

is increasingly delivered in community settings where practitioners visit patients at home, or 

in outpatient clinics. However, there is limited current evidence on how community palliative

rehabilitation is delivered in the UK.

Aim To describe current models of community palliative rehabilitation provision.

Methods A cross-sectional online survey aimed at senior clinicians or managers of adult 

hospices that outreach into the community and generalist community palliative rehabilitation 

services in the United Kingdom in 2024. 

Results Of the 381 NHS community rehabilitation and specialist palliative care organisations

surveyed, 96 (25%) responded, with most being independently funded hospices or nationally 

funded hospital trusts (NHS Trusts). Partial responses were included. All organisations 

employed physiotherapists and most (96%, 74/77) employed occupational therapists in their 

community palliative rehabilitation teams but over half did not employ any other AHPs (60%,

46/77). Independent hospices were more likely to employ specialist palliative care 

physiotherapists (71% vs 21%) and occupational therapists (54% vs 30%) than NHS 

community organisations and treat patients with cancer and COPD (100% vs 68% 

respectively for cancer, 100% vs 59% respectively for COPD). Most clinicians (89%), 

irrespective of organisation type, asked for further education or guidance to treat patients with

palliative diagnoses. Many organisations could not always provide information in languages 

other than English (86% 57/66) or interpretation services at appointments (51%, 34/66). 

Integration of community rehabilitation services was better with specialist palliative care 

services (50%, 30/60) and primary care (42%, 26/60), but weaker with secondary care (21%, 

13/60) and third sector organizations (11%, 7/60). 
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Conclusions

There is variation in community palliative rehabilitation models across the United Kingdom 

in terms of staffing composition, casemix, equity of access for patients, and integration with 

other services. Further education or guidance is needed for clinicians in rehabilitation teams 

supporting patients with palliative diagnoses. 

Keywords

Rehabilitation, Rehabilitative Palliative Care, Models, Community

Background

Palliative care is defined by the National Institute for Health and Care Excellence as: “The 

active holistic care of patients with advanced, progressive illness” (1). International guidance 

proposes that the need for palliative care will increase up to 87% globally by 2060 (2). 

Palliative rehabilitation is an important part of palliative care. The World Health Organisation

states that palliative rehabilitation “empowers people with incurable health conditions to 

actively manage their condition, reduces symptoms and enables individuals to stay 

independent and socially active” (3). This could reduce the burden on international health 

systems and improve patients’ quality of life. 

There has been a distinction in the literature between “palliative rehabilitation” and 

“rehabilitative palliative care” (4) . The former is when rehabilitation is carried out by trained

specialists such as physiotherapists and occupational therapists. The latter relies on a whole 

team approach to create a culture of rehabilitation where optimising function is a key goal of 

care. While some data on numbers of wider Allied Health Professionals (AHPs) have been 

included for interest, the survey was mainly focussed on palliative rehabilitation.
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Palliative rehabilitation can be delivered within inpatient care or in the community where 

practitioners visit patients in their own homes. The latter is called community palliative 

rehabilitation. There is an increasing push for care to be delivered closer to home in the 

United Kingdom (UK) (5), and globally (6), including rehabilitation (7). Community 

rehabilitation is distinct from rehabilitation delivered in an inpatient hospital or hospice 

setting and can reach patients that are unable to access these services due to transport, anxiety

or social issues. There is little evidence on how community palliative care rehabilitation is 

delivered. A survey by Wosahlo and Maddocks (8) in 2015 investigated models of hospice-

based palliative rehabilitation in the UK. However, it is dated and focused on independent 

hospices rather than palliative rehabilitation provided by the breadth of services including 

hospices, the National Health Service (NHS) and/or non-hospice community providers and 

did not focus only on community palliative rehabilitation. A recent realist review has aimed 

to identify aspects of physiotherapy and occupational therapy in palliative rehabilitation that 

could include outcomes (9), however it is not known what currently happens in practice in the

community in the UK. 

The recent James Lind Alliance priorities in palliative and end of life care highlight a need for

further research into supporting patients with a palliative diagnosis in the community (10). 

This study sought to investigate current models of community palliative rehabilitation 

delivery by a variety of services in the UK, to understand what models exist and to inform 

future research and clinical practice in this area.

Methods

Setting

This is a UK-based study of providers of community palliative rehabilitation. In the UK, 

community palliative rehabilitation is either provided by independent hospices which are 
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predominantly funded by charities, or by NHS Foundation or Community Trusts that are 

predominantly funded by the government, and which may include an NHS hospice or 

palliative care service. Provision is largely for adults, with palliative care for children 

provided by specialist children’s hospices or children’s NHS services. Both independent 

hospices and NHS trusts were targeted for the survey if they had rehabilitation services that 

outreached into the community.

Study Design

The study was a cross-sectional online survey aimed at senior clinicians or managers of 

independent hospices or NHS generalist community rehabilitation services in the UK in 

2024. The focus was on adults because adult and paediatric hospice services tend to be 

organised and function differently despite having similar aims (11). 

Sample

The target population was the 190 UK adult independent hospices and 191 NHS 

organisations which deliver adult community palliative rehabilitation. A database of contact 

email addresses was developed from publicly available information. This involved 

ascertaining a list of UK adult independent hospices (12) and NHS Trusts (13) and searching 

for rehabilitation or general contact details. It was not always possible from this information 

to ascertain if organisations delivered community palliative rehabilitation. Therefore, the 

cover letter and first question on the questionnaire made it clear that the survey was only to 

be completed about community palliative rehabilitation. Trusts that did not deliver palliative 

rehabilitation to patients in the community were thanked for their input with no further 

questions posed. 
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The Questionnaire

As there are no existing valid or reliable tools in this area, the questionnaire was designed 

based on two sources. First, several questions from the Wosahlo & Maddocks survey were 

used with permission (8). Second, further questions were based on a realist review exploring 

aspects of models of community palliative rehabilitation that could improve outcomes for 

patients (14). These explored team composition, integration, access to services, and 

education. 

The questionnaire was developed by the lead researcher alongside a group consisting of 

academics, clinicians, a service manager, and patient representatives (see supplementary 

material for final questionnaire). A definition of clinical specialist was added following 

consultation with this group, and extra questions were included to further understand access 

to community palliative rehabilitation. The questionnaire was pilot tested with five further 

individuals with no extra changes needed. The questionnaire was delivered using Qualtrics© 

(15) and was available only in English as it was assumed that all senior clinicians or 

managers completing it would have a good understanding of English. 

The final questionnaire contained 36 questions within 11 blocks including multiple choice, 

matrix, Likert scales, and short answer questions. Participants saw a maximum of four 

questions per page over 18 pages and items were not randomised. Information was presented 

in the cover letter/introductory email with a further explanation embedded in the first page of 

the questionnaire. Participants were able to review and change their answers prior to their 

final submission using the back button and they were also able to leave the survey and return 

to their saved answers until data collection was closed.
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Ethical Approval and Consent to Participate

Ethical approval was received by the Health Research Authority and Health Care Research 

Wales under proportionate review in May 2024 (IRAS 342949) and data collection took place

for eight weeks July-September 2024. All data collection adhered to the ethical principles 

outlined in the Declaration of Helsinki (16). 

A participation sheet was embedded within the cover letter. Informed consent was implied 

once participants read the cover letter and clicked on the questionnaire to continue. The final 

page of the questionnaire included participant consent to be contacted for further research on 

this topic. No incentives were offered to participants for taking part. Participants were able to 

review and change their answers prior to their final submission.

Data collection

A link to the online questionnaire was distributed to the sample via email from the central 

platform. Only individuals who had access to the survey link were able to access the survey 

and CAPTCHA was used to filter out automated responses. Unique IP addresses were 

collected to ensure the survey was only completed once per organisation. Special interest 

groups and social media were also utilised to advertise the research. Completion of the 

questionnaire was voluntary. A reminder to complete questions left blank before progressing 

was included, but users could override this if they did not wish to answer any question. 

Responses to the questionnaire were exported to SPSS for analysis. Data was anonymised 

and kept securely in a password protected folder within an encrypted database.

Analysis
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Responses to the questionnaire were collected automatically on Qualtrics© (15) and exported

to SPSS for analysis. A respondent was defined as a service identified by a unique IP address 

that had completed at least one question.

Descriptive statistics were produced for each question. Different aspects of models of care 

were compared by independent hospice vs NHS services and chi-squared tests undertaken. 

For analysis purposes, independent hospices were defined as charity funded, and NHS 

services included hospices and other services which are primarily NHS funded. For some 

variables response categories were collapsed to ensure the chi-squared tests were valid. 

Results 

Response rate

Ninety-six of 381 (25%) organisations completed all or part of the questionnaire. 57/381 

(15%) completed all of it. The most frequent drop-out point was at question 16 of 36. 

Services with partial responses were included in the analysis therefore some questions may 

have more responses than others. There were no duplicate entries.  

Characteristics of organisations 

The distribution of organisation type in the sample was representative of the UK distribution 

of independent hospices and NHS trusts in terms of location (National: England 87%, 

Northern Ireland 3%, Scotland 6%, Wales 4%). See Table 1. Most organisations were 

independent hospices or NHS Trusts. The modal population size covered was 250,000 to 

500,000. Most organisations covered urban, or mixed urban and rural, areas.
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Table 1: Characteristics of organisations responding   

Characteristic Categories N  (%)

Location England 80 (84.2)

Northern Ireland 2 ( 2.1)

Scotland 12 (12.6)

Wales 1 (1.1)

Type of organisation Independent hospice 32 (33.3)

NHS hospice 1 (1)

NHS palliative care unit 2 (2.1)

NHS Trust 57 (59.4)

Other (NHS & Charity Partnership 

Hospice x 2

Health and Social Care x 1

Blank x 1)

4 (4.2)

Population size 

organisation covers

Under 50,000 5 (5.3)

50,000-100,000 8 (8.5)

100,000-250,000 24 (25.5)

250,000-500,000 28 (29.8)

500,000-750,000 12 (12.8)

750,000-1,000,000 9 (9.6)

Over 1,000,000 8 (8.5)

Population density Urban 27 (28.1)

Rural 8 (8.4)

Mixed urban and rural 56 (58.3)

Island 4 (4.2)

Other (not stated) 1 (1)

Percentage of patients seen

that are palliative

Less than 10% 11 (15.3)

10-25% 15 (20.8)

25-50% 5 (6.9)

50-75% 4 (5.6)

Over 75% 37 (51.4)

Partial survey responses included; % reflects proportion of completed responses.

Types of patients in palliative caseload

Most services had a majority palliative caseload, although 15.3% of respondents reported 

patients with a palliative diagnosis taking up less than 10% of their total patients seen (Table 

1). People with cancer were the most common patient group followed by those with chronic 
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obstructive pulmonary disease (COPD) and advanced frailty (Table 2). Some services 

reported never managing people with COPD or cancer, indicating the specialist nature of 

some services. Interestingly dementia and advanced frailty were the only diagnoses managed 

across all services (Table 2).

Table 2: Frequency of managing different types of patients in palliative caseload

Very 

frequently/ 

daily

Frequently/ 

weekly

Occasionally/ 

monthly

Rarely/few 

times per 

year

Never

N % N % N % N % N %

Cancer 45 62.5 14 19.4 9 12.5 2 2.8 2 2.8

COPD 23 31.9 32 44.4 11 15.3 1 1.4 5 7

Heart Failure 9 12.5 35 48.6 22 30.6 2 2.8 4 5.5

Parkinson’s 

and related 

conditions

11 15.3 20 27.8 29 40.3 10 13.9 2 2.7

Dementia 15 21.1 22 31.0 23 32.4 11 15.5 0 0

Advanced 

Frailty 

23 31.9 27 37.5 14 19.5 8 11.1 0 0

End-stage 

kidney 

disease

1 1.4 14 20.0 37 52.9 16 22.9 2 2.8

End stage 

liver disease

1 1.4 9 12.9 33 47.1 24 34.3 3 4.3

Motor 

Neurone 

Disease  

7 9.9 15 21.1 26 36.6 19 26.8 4 5.6

Other 

progressive 

neurological 

conditions 

4 5.6 19 26.8 28 39.4 19 26.8 1 1.4

Partial survey responses included; % reflects proportion of completed responses.

The frequency of each type of patient was compared by service type. To do this, NHS 

services were grouped together and compared with independent hospices and “other” services

(see table 1 for types of organisation). There was a statistically significant difference for 

cancer and COPD: these patients were managed very frequently and frequently by 
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independent hospice services compared with NHS Services (cancer 100% vs 68%, X²=10.94,

d.f.=1, N = 69, p<0.001, Cramer’s V = 0.398 – medium effect size, COPD  100% vs 59%, 

X²15.41, d.f.=1, N = 69,  p<0.001, Cramer’s = V 0.473 – medium effect size)  whereas 

Parkinson’s Disease and related conditions and patients with a dementia diagnosis were more 

likely to be managed very frequently and frequently by NHS services compared with 

independent hospices (Parkinsons 25% vs 56%, X²=6.55, d.f.=1, N = 69, p=0.011, Cramer’s 

V = 0.308 – medium effect size and dementia 30% vs 71%, X²=11.09, d.f.=1,N = 68, 

p<0.001, Cramer’s V = 0.404 – medium effect size respectively).

Types of AHPs providing care 

Table 3 shows the number of AHPs employed by organisations in their community 

rehabilitation services. All organisations employed physiotherapists, and all bar three 

employed occupational therapists. Apart from physiotherapists and occupational therapists, 

over 60% of organisations did not employ other AHPs within their community rehabilitation 

services. Other clinicians highlighted in the free text were complementary therapists (2), 

therapy assistants (6) and associate practitioners (1).

Table 3: Different types of AHPs Employed   

0 Less than 1

FTE 

1 to 2 FTE 3 to 5 

FTE 

6 to 10 

FTE 

11 to 

20 

FTE 

Over 20 

FTE 

N % N % N % N % N % N % N %

Art Therapists 32 76.2 6 14.3 4 9.5 0 0 0 0 0 0 0 0

Dieticians 28 65.1 7 16.3 2 4.7 3 7.0 1 2.3 1 2.3 1 2.3

Drama Therapists 34 91.9 2 5.4 1 2.7 0 0 0 0 0 0 0 0

Lymphoedema 

Specialists 

27 65.9 5 12.2 7 17.1 1 2.4 0 0 0 0 1 2.4

Music Therapists 30 30 81.1 4 10.8 2 5.4 0 0 0 0 0 1 2.4

Occupational 

Therapists 

3 3.9 13 16.9 22 28.5 18 23.4 7 9.1 6 7.8 8 10.4
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Orthotists 32 84.4 1 2.6 1 2.6 2 5.2 0 0 1 2.6 1 2.6

Paramedics  31 79.5 2 5.1 1 2.6 1 2.6 2 5.1 0 0 1 2.6

Physiotherapists 0 0 8 10.4 24 31.1 17 22.1 13 16.9 6 7.8 9 11.7

Podiatrists  27 69.1 4 10.3 3 7.7 1 2.6 1 2.6 2 5.1 1 2.6

Speech and 

Language 

Therapists 

25 62.5 3 7.5 1 2.5 6 15 2 5 2 5 1 2.5

Partial survey responses included; % reflects proportion of completed responses.

Specialist palliative rehabilitation

The definition of clinical specialist specified in the questionnaire was “a clinician who has 

undergone specialist palliative care training and in the NHS is usually band 7 or above”. 

Thirty-two (43%) of 75 services had at least one palliative care clinical specialist 

physiotherapist and thirty-three (44%) of 75 services had at least one palliative care clinical 

specialist occupational therapist. The number of clinical specialist occupational therapists and

physiotherapists were compared by service type as above. This showed that independent 

hospices were more likely to employ clinical specialist physiotherapists (71% vs 21%, 

X²=14.82, d.f.=1, N = 75, p<0.001, Cramer’s V = 0.495 – medium effect size) and 

occupational therapists (54% vs 30%, X²= 6.83, d.f.=1, N = 75, p=0.001, Cramer’s V = 

0.236 – small effect size) compared with NHS services. There was no statistically significant 

difference when comparing the number of clinical specialist staff with population size. 

Therapists requiring further education or advice

54/63 (86%) organisations reported that therapists always or usually report that they need 

further education or advice to provide community rehabilitation to patients with a palliative 

diagnosis. Therapists working in NHS organisations were more likely to require education or 

advice than those in hospice services (94% vs 74%, X²=5.28, d.f.=1, N = 63, p=0.22, 

Cramer’s V = 0.358 – moderate effect size).
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Locations of care

The reported locations of care and frequency (%) of provision are provided in table 4. 

Participants could provide multiple answers dependent on their service. The most common 

location of care was rehabilitation in the patient’s own home followed by 1:1 interventions on

the organisation’s site. Independent hospice and NHS provision were again compared to see 

if there was a difference in their delivery of community palliative rehabilitation. This 

demonstrated that independent hospices were more likely to deliver 1:1 (100% vs 53%, 

X²=16.92, d.f.=1, N = 62, p<0.001, Cramer’s V = 0.522 – large effect size) and group (88% 

vs 31%, X²=19.60, d.f.=1, N = 61, p<0.001, Cramer’s V = 0.567 – large effect size) models 

on the organisation’s site than NHS organisations. There was no statistically significant 

difference between independent hospice/NHS and any of the other locations indicating that 

they are provided in both settings.

Table 4: Models of Care

Person’s 

own 

home

1:1 not on 

organisation 

site

Group not on

organisation 

site

1:1 on 

organisation 

site

Group on 

organisation 

site

Telerehabilitation

N % N % N % N % N % N %

Independent 

Hospice

22 85 11 44 4 17 26 100 22 88 15 63

NHS 37 97 14 38 8 22 19 53 11 31 14 39

Total 59 92 25 40 12 20 45 73 33 54 29 48

Partial survey responses included; % reflects proportion of completed responses.

Organisations can offer more than one service so %s sum to more than 100.
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Access requirements

58/69 (84%) services reported that there were eligibility criteria to access palliative 

rehabilitation. The most common access requirements were for patients to have a palliative 

diagnosis or symptoms (62%), be referred by a healthcare professional (32%), or to be able to

participate in services independently (able to mobilise/toilet self/follow simple instructions) 

(13%).

Further questions were asked to determine the accessibility of services for patients. Most 

services were able to offer rehabilitation at a time and location to meet a patient’s needs. 

However, a barrier to accessing services was where English was not a patient’s first language.

Only 14% of services reported to always offer information in languages other than English 

and less than 50% of services reported always offering interpretation services (table 5).

Over 84% of organisations felt that the patients that accessed their services were 

representative of the population in the catchment that they served.

Table 5: Accessibility of services for patients

Always Usually Sometim

es

Rarely Never Don't 

know

N % N % N % N % N % N %

Are you able to offer 

rehabilitation at a time 

which suits the patient?

13 19.7 45 68.2 6 9.1 2 3 0 0 0 0

Can you offer different 

formats or locations to meet

someone’s needs (e.g. 

home-based, outpatient, 

one-to-one, group-based, 

virtual) 

13 19.7 25 37.9 14 21.2 9 13.6 4 6.1 1 1.5

Do you offer information in 9 13.6 12 18.2 14 21.2 20 30.4 9 13.6 2 3
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languages other than 

English?

Are you able to offer 

interpreter services for 

patients who do not have 

English as a first language? 

32 48.5 21 31.8 10 15.2 2 3 0 0 1 1.5

Are the patients that access 

your service representative 

of your organisations' 

catchment area?

22 33.3 34 51.5 8 12.2 1 1.5 0 0 1 1.5

Partial survey responses included; % reflects proportion of completed responses.

Integration with other services

Services were asked about how integration was achieved with other community services such

as social care and voluntary services (Table 6). The most common method of communication 

with services was liaison only (e.g. telephone and letters), followed by joint clinical meetings.

There were also some examples of cross-organisational service delivery. Two organisations 

(one NHS community and one health and social care) reported no contact with their local 

independent hospice. A further two (one NHS community and one independent hospice) 

reported no contact with their local social care organisation.

Table 6: How integration is achieved with community services

Responder’s 

own service

Cross-

organisational 

service delivery

e.g. joint funded

AHP posts, joint

group 

programmes

Joint 

clinical 

meetings 

e.g. 

MDT 

Liaison 

only e.g. 

telephone 

and letters

No 

collaboration 

Not 

applicable 

N % N % N % N % N % N %

Community 

NHS 

28 45.2 6 9.6 14 22.6 14 22.6 0 0 0 0

Independent 

Hospice 

20 32.3 4 6.4 11 17.7 20 32.3 2 3.2 5 8.1

Social Care 4 6.5 8 12.9 16 25.8 31 50 2 3.2 1 1.8

Other voluntary 3 4.8 3 4.8 11 17.7 35 56.5 4 6.5 6 9.7
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organisation 

Other 3 4.8 2 3.2 1 1.6 3 4.8 4 6.5 49 79.1

Partial survey responses included; % reflects proportion of completed responses.

Other (free text): Acute services 1, Council 1, Any relevant party 1, Other therapy services 1, 

Oncology nurse specialists 1, Community respiratory services 1

% in brackets

Organisations were also asked about their integration with primary care, secondary care, 

other voluntary organisations, and specialist palliative care. Half of the organisations who 

responded reported that they were integrated with specialist palliative care services (50%, 

30/60). Slightly less (42%, 26/60) noted that they were well integrated with primary care. 

Integration occurred less with secondary care and third sector organisations, with only 21% 

(13/60) (secondary care) and 11% (7/60) (third sector) organisations reported that they were 

well integrated.

Independent hospices reported better integration with specialist palliative care than NHS 

services (80% vs 29%, X²=15.43, d.f.=1, N = 60,  p<0.001, Cramer’s V = 0.507 – large effect

size) but there were no other statistically significant differences.

There was a relationship between the level of integration with primary care (X²=5.12, d.f.=1, 

N = 60, p=0.028, Cramer’s V = 0.292 – low effect size) and secondary care (X²=4.82, d.f.=1, 

N = 60, p>0.028, Cramer’s V = 0.346 – medium effect size) and a perceived understanding of

community palliative rehabilitation by other organisations in that the higher the level of 

perceived integration, the higher the level of perception that other services understood the 

community palliative rehabilitation service (37% for good integration and good 

understanding vs 6% for poor integration and poor understanding in Primary Care and 27% 

for good integration and good understanding vs 6% for poor integration and good 

understanding in Secondary Care). 
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Discussion

This research identifies discrepancies between independent hospice and NHS generalist 

community rehabilitation services with the diagnostic composition of patients. It also 

identifies a mismatch between the palliative rehabilitation services currently available in the 

community and those supported by evidence as effective in improving outcomes such as 

inequitable access, integration with other services, workforce patterns, and educational needs.

Diagnostic composition of palliative rehabilitation

It is unsurprising that patients with a diagnosis of cancer or COPD were seen more by 

independent hospice services. The Office for Health and Disparities reported that over 80% 

of independent hospice patients in England in 2022 died from a cancer diagnosis (17). This is

also the case in Australia with 62% (18) and in the United States (19). However more 

recently in the United States dementia has overtaken cancer as the primary diagnosis for 

those receiving hospice care (19). In the UK, independent hospices are often the provider of 

palliative breathlessness groups which might explain the higher number of patients with 

COPD. This may be different in other international settings.

Inequitable access to palliative rehabilitation

Inequitable access to palliative care has previously been criticised for patients from 

marginalised communities (20), especially those from black and ethnic minorities and lower 

socioeconomic backgrounds (21).  Some services in our survey reported an inability to offer 

translated information or interpretation services during rehabilitation for patients who do not 

have English as a first language. Language barriers have been reported in the literature as 
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influential in poorer access to palliative care, poorer pain management, poorer support for 

caregivers, and poorer processing about treatment and prognosis (22). The inability to offer 

translation or interpretation for patients who do not have English as a first language could 

therefore lead to poorer access to, and care from, community palliative rehabilitation services

for this already marginalised population. 

Inequity also exists in service delivery models with specialist palliative care offering more 

1:1 and group services on the organisation’s site. Group based interventions have previously 

demonstrated positive psychological and physical outcomes in palliative care due to social 

support (23) therefore inability to access group-based services may lead to poorer outcomes. 

Finally, offering services on the organisational site may provide respite for carers, especially 

when transport is offered (24), however could provide a barrier to access for patients who are 

required to travel independently (24,25).

Integration with other services

The World Health Organisation states that rehabilitation should be integrated within palliative

care (3), yet despite this only 29% of NHS generalist services felt integrated with specialist 

palliative care services. This integration was even less with other care settings. Integrating 

rehabilitation with other services enhances the knowledge of other professionals which can 

improve access for patients to rehabilitation (26). It can also improve the quality, and 

efficiency of services while promoting holistic, person-centred care (3,26).

Workforce patterns

Our study findings support earlier research by Wosahlo & Maddocks’ (8) that 

physiotherapists were the most frequent AHPs in rehabilitation teams followed by 

occupational therapists. There was very little representative of other AHP professions. Recent

recommendations in an EAPC white paper about frailty and ageing suggest that rehabilitation
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in palliative care should be integrative and multi-professional (27).  The World Health 

Organisation also highlights the importance of a multiprofessional workforce (3), however it 

is important to highlight the workforce differences between palliative rehabilitation and 

rehabilitative palliative care as mentioned in the introduction. This may be why other AHP 

professionals are not seen in rehabilitation teams.  

This is the first study to identify the prevalence of clinical specialist physiotherapists and 

occupational therapists in the United Kingdom with independent hospices employing more 

than NHS rehabilitation teams. Workforce surveys in the United Kingdom and Australia have

highlighted the need for specialist AHP roles embedded within specialist palliative care 

(28,29). There has also been a call for improved integration of rehabilitation into palliative 

care potentially leading to more specialist rehabilitation roles in this setting (3).  

Educational needs

Our study found that organisations providing community palliative rehabilitation reported 

that most physiotherapists and occupational therapists in both sectors wanted extra education 

and training to see patients with a palliative diagnosis. Other surveys in this area have 

mirrored our results demonstrating lower levels of confidence amongst all AHPs treating 

patients towards the end of life (30–32). Better integration with specialist palliative care 

specialist services might improve support and confidence (33). In this survey, however, 

independent hospice services reported good integration with specialist palliative care, but 

rehabilitation staff still sought further education or advice to treat this cohort of patients. 

Another solution might be more palliative and end of life care training at undergraduate level.

Theory and practical education have been shown to improve confidence and self-efficacy in 

undergraduate nursing students (34,35) indicating similar training may improve AHP 

confidence.
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Strengths and Limitations 

This is the only study investigating UK models of community palliative rehabilitation 

delivery in both independent hospices and NHS Trusts. The survey findings suggest 

discrepancies between community palliative rehabilitation services and evidence-based 

practice, which, when addressed, could lead to enhanced service planning and clinical 

delivery. 

Methodological strengths include using total sampling to minimise sampling error and ensure

respondents were representative of the UK distribution of independent hospices and NHS 

trusts. Strategies such as ensuring unique IP addresses and CAPTCHA were used to minimise

over-coverage error (36,37).  Measurement error was reduced through pilot testing the 

questionnaire (37). 

For organisations where a named rehabilitation lead could not be found, the survey was sent 

to a generic email address. This could have led to some under-coverage (36) as it is reliant on 

the organisation passing it on to the relevant individual. The response rate was low and some 

responses partially completed, which could have led to non-response bias (38) whereby 

organisations with no rehabilitation did not respond. Having said that, the response rate was 

similar to that of Wosahlo & Maddocks (8). The survey was undertaken in the UK and 

therefore the results are not generalisable beyond the UK. Finally social desirability bias may 

exist due to senior managers completing the questionnaire (39), however respondents were 

encouraged to answer as accurately as possible and answers were able to be submitted 

anonymously.

Clinical implications
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The lack of AHP representation outside of physiotherapy and occupational therapy in 

community rehabilitation teams could mean additional referrals increasing waiting times for 

patients who already have limited time. This could lead to patients missing out on 

rehabilitation that could reduce pain, anxiety and depression and improve function. These 

will in-turn improve the quality of patients’ last year, months or days of life (40–42) 

Poor integration between rehabilitation services and other primary, secondary, tertiary and 

specialist palliative care services might lead to missed or delayed referrals to rehabilitation 

teams. It is also attributed to poor quality of care and patient experience (43). Improving 

integration between rehabilitation services and other primary and secondary care providers 

could allow for a sharing of knowledge between services about referral processes and patient 

care.

Clinicians working with palliative patients often seek further education or guidance to deliver

palliative rehabilitation. Palliative care education delivered at undergraduate level or better 

integration with specialist palliative care might improve clinician confidence to treat 

palliative patients independently.

Conclusion

The study highlights a significant gap between available community palliative rehabilitation 

services and evidence-based approaches documented in literature that could enhance 

outcomes for patients. 

While physiotherapists and occupational therapists are commonly employed, other AHPs 

such as are frequently absent from rehabilitation teams. Independent hospices reported better 
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integration with specialist palliative care and employed more clinical specialists. Significant 

equity concerns emerged for non-English speakers due to limited translation services and for 

patients who needed to be independent to access services. Even well-integrated settings 

reported needs for additional support to deliver rehabilitation to patients with a palliative 

diagnosis, indicating workforce development gaps.

To develop a model that enhances patient outcomes and optimises function and quality of 

life, key priorities include expanding multidisciplinary staffing, improving language 

accessibility, strengthening cross-sector integration, and increasing palliative care education.

Declarations

Ethics approval

This research was approved by HRA and North of Scotland HCRW on 9/5/24: IRAS 342949

Consent for publication

Not applicable

Availability of data and materials

The datasets generated and analysed during the current study are available on the University 

of Sheffield data repository (ORDA) https://orda.shef.ac.uk/. Please contact 

rdm@sheffield.ac.uk for access to this data.

Competing interests

The authors declare that they have no competing interests

22

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS

https://orda.shef.ac.uk/
mailto:rdm@sheffield.ac.uk


Funding

This research was funded as part of an NIHR Clinical Doctoral Fellowship: NIHR 302908

Authors’ contributions

JM conducted led the research and writing of the paper

AOC contributed to the analysis and writing of the paper

PT contributed to the analysis and writing of the paper

SM helped with conception of the survey

Acknowledgements

We thank the members of the Project Advisory Group for their insightful feedback on the 

survey and results.

References

1. 1. NICE. Palliative Care [Internet]. 2023 [cited 2024 Oct 21]. Available from: 

https://cks.nice.org.uk/topics/palliative-care-general-issues/background-

information/definition/

2. Sleeman KE, Brito M de, Etkind S, Nkhoma K, Guo P, Higginson IJ, et al. The escalating

global burden of serious health-related suffering: projections to 2060 by world regions, 

age groups, and health conditions. The Lancet Global Health. 2019 July 1;7(7):e883–92. 

3. World Health Organisation. Policy brief on integrating rehabilitation into palliative care 

services [Internet]. 2023 Mar. Available from: 

https://www.who.int/europe/publications/i/item/WHO-EURO-2023-5825-45590-

68173#:~:text=World%20Health%20Organization%20(%E2%80%8EWHO,systems

%20using%20a%20multiprofessional%20workforce.

4. Tiberini, R, Richardson H. Rehabilitative palliative care: Enabling people to live fully 

until they die. Hospice UK; 2015. 

5. The Kings Fund. Making Care Closer To Home A Reality [Internet]. 2024 [cited 2024 

Oct 30]. Available from: https://www.kingsfund.org.uk/insight-and-

analysis/reports/making-care-closer-home-reality

6. World Health Organisation. Primary health care around the world: delivering health 

services to people where they need it [Internet]. 2021 [cited 2025 Feb 7]. Available from: 

23

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS



https://www.who.int/news-room/feature-stories/detail/primary-health-care-around-the-

world-delivering-health-services-to-people-where-they-need-it

7. NHS England. Commissioning guidance for rehabilitation [Internet]. 2016 [cited 2024 

Apr 29]. Available from: https://www.england.nhs.uk/wp-

content/uploads/2016/04/rehabilitation-comms-guid-16-17.pdf

8. Wosahlo P, Maddocks M. Benchmarking the provision of palliative rehabilitation within 

the hospice setting. Palliative Medicine. 2015;29(5):477–8. 

9. Manson J, Taylor P, Mawson S, Bayly J, Keen C, Gath J, et al. Identifying aspects of 

physiotherapy and occupational therapy provision in community palliative rehabilitation  

that could improve outcomes: A realist review. Palliative Medicine (Accepted). 

2025manso; 

10. Greenfield M, Borgstrom E, Hudson B, MacArtney JI. To Know Dying: Identifying 

research areas in palliative and end of life care for the social sciences and humanities. 

Marie Curie Health Open Research. 2025; 

11. Chelazzi C, Villa G, Lanini I, Romagnoli S, Latronico N. The adult and pediatric 

palliative care: differences and shared issues. Journal of Anesthesia, Analgesia and 

Critical Care. 2023 Jan 12;3(1):1. 

12. Funeral Guide. Find Hospices Near You [Internet]. [cited 2024 Feb 28]. Available from: 

https://www.funeralguide.co.uk/hospices

13. NHS England. NHS provider directory [Internet]. [cited 2024 Feb 28]. Available from: 

https://www.england.nhs.uk/publication/nhs-provider-directory/

14. Identifying aspects of physiotherapy and occupational therapy provision in community 

palliative rehabilitation that could improve outcomes: A realist review - Jane Manson, 

Paul Taylor, Susan Mawson, Joanne Bayly, Carol Keen, Jacqui Gath, Tracy Green, 

Frances Anderson, Rob Smith, Alicia O’Cathain, 2025 [Internet]. [cited 2025 Oct 27]. 

Available from: https://journals.sagepub.com/doi/10.1177/02692163251331166

15. Qualtrics. Provo, Utah: Qualtrics; 2024. 

16. World Medical Association. World Medical Association Declaration of Helsinki: ethical 

principles for medical research involving human subjects. JAMA. 2013 Nov 

27;310(20):2191–4. 

17. Office for Health and Disparities. Palliative and end of life care factsheet: Patterns of 

care, England 2022 [Internet]. 2024 [cited 2024 Oct 31]. Available from: 

https://fingertips.phe.org.uk/documents/peolc_patterns_of_care_factsheet_2022.html

18. Palliative Care Outcomes Collaboration. Patient outcomes in palliative care - national 

report for January to June 2024 [Internet]. 2024 [cited 2025 Feb 3]. Available from: 

https://documents.uow.edu.au/content/groups/public/@web/@chsd/@pcoc/documents/do

c/uow277935.pdf

24

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS



19. National Hospice and Palliative Care Organisation. NHPCO Facts and Figures [Internet]. 

2024 [cited 2025 Feb 3]. Available from: https://www.nhpco.org/wp-

content/uploads/NHPCO-Facts-Figures-2024.pdf

20. Hospice UK. Equality in hospice and end of life care: challenges and change. London: 

Hospice UK; 2021. 

21. Community Rehabilitation Alliance. Making community rehabilitation data count 

[Internet]. 2022 [cited 2024 Feb 28]. Available from: 

https://www.csp.org.uk/system/files/publication_files/CRA%20data%20report_print.pdf

22. Aker N, Griffiths S, Kupeli N, Frost R, Nair P, Walters K, et al. Experiences and access of

palliative and end of life care for older people from minority ethnic groups: a scoping 

review. BMC Palliat Care. 2024 Sept 17;23(1):228. 

23. Bradley N, Dowrick C, Lloyd-Williams M. A survey of hospice day services in the 

United Kingdom & Republic of Ireland : how did hospices offer social support to 

palliative care patients, pre-pandemic? BMC Palliat Care. 2022 Oct 5;21(1):170. 

24. Hasson F, Jordan J, McKibben L, Graham-Wisener L, Finucane A, Armour K, et al. 

Challenges for palliative care day services: a focus group study. BMC Palliative Care. 

2021 Jan 12;20(1):11. 

25. Hodge G, Kallis G, Oh TM, Wheat H, Pearce S. Exploring perceived barriers to palliative

and end of life care provision in South-West England: bringing together the perspectives 

of professionals, patients, and families. Front Sociol. 2025 Jan 20;9:1488688. 

26. Nottelman L, Grønvold M, Bahn Vejlgaard T, Petersen MA, Jensen LH. Early, integrated 

palliative rehabilitation improves quality of life of patients with newly diagnosed 

advanced cancer: The Pal-Rehab randomized controlled trial. Palliative Medicine. 

2021;35(7):1344–55. 

27. Block LV den, Nooijer K de, Pautex S, Pivodic L, Noortgate NVD, Nicholson C, et al. A 

European Association for Palliative Care White Paper defining an integrative palliative, 

geriatric, and rehabilitative approach to care and support for older people living with 

frailty and their family carers: a 28-country Delphi study and recommendations. 

eClinicalMedicine [Internet]. 2025 Sept 1 [cited 2025 Oct 24];87. Available from: 

https://www.thelancet.com/journals/eclinm/article/PIIS2589-5370(25)00335-9/fulltext

28. Graver S. Allied Health in Australia and its role in Palliative Care. Palliative Care. 

29. Hospice UK [Internet]. [cited 2025 Feb 7]. Key facts about hospice care. Available from: 

https://www.hospiceuk.org/about-us/key-facts-about-hospice-care

30. Morgan DD, Litster C, Winsall M, Devery K, Rawlings D. “It’s given me confidence”: a 

pragmatic qualitative evaluation exploring the perceived benefits of online end‐of‐life 

education on clinical care. BMC Palliative Care. 2021 Apr 13;20(1):57. 

25

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS



31. Department of Health and Aged Care. Understanding palliative care and the health 

workforce [Internet]. 2023 [cited 2025 Feb 5]. Available from: 

https://www.health.gov.au/sites/default/files/2023-06/palliative-care-market-research-

insights-report.pdf

32. Tieman J, Morgan D, Jones K, Gordon S, Chakraborty A. Allied health professionals’ 

contribution to care at end of life in aged care settings. Aust J Prim Health. 2023 

Aug;29(4):341–8. 

33. Quill TE, Abernethy AP. Generalist plus specialist palliative care--creating a more 

sustainable model. N Engl J Med. 2013 Mar 28;368(13):1173–5. 

34. Salmani N, Keshmiri F, Bagheri I. The effect of combined training (theoretical-practical) 

of palliative care on perceived self-efficacy of nursing students. PLOS ONE. 2024 July 

11;19(7):e0302938. 

35. Gillan PC, Johnston S. Nursing students satisfaction and self-confidence with 

standardized patient palliative care simulation focusing on difficult conversations. 

Palliative & Supportive Care. 2024 Oct;22(5):1237–44. 

36. Mulry MH. Coverage Error. In: Encyclopedia of Survey Research Methods [Internet]. 

Sage Publications, Inc.; 2008 [cited 2025 Feb 5]. p. 162–6. Available from: 

https://methods.sagepub.com/ency/edvol/encyclopedia-of-survey-research-

methods/chpt/coverage-error

37. Biffignandi S, Bethlehem JG. Handbook of Web Surveys. Second edition. Hoboken, NJ: 

Wiley; 2021. 607 p. 

38. Stasny EA. Nonsampling Errors. In: Wright JD, editor. International Encyclopedia of the 

Social & Behavioral Sciences (Second Edition) [Internet]. Oxford: Elsevier; 2015 [cited 

2024 Mar 1]. p. 919–23. Available from: 

https://www.sciencedirect.com/science/article/pii/B9780080970868420647

39. Bispo JP. Social desirability bias in qualitative health research. Rev Saude Publica. 2022 

Nov 18;56:101. 

40. Collette N, Güell E, Fariñas O, Pascual A. Art Therapy in a Palliative Care Unit: 

Symptom Relief and Perceived Helpfulness in Patients and Their Relatives. Journal of 

Pain and Symptom Management. 2021 Jan 1;61(1):103–11. 

41. de Oliveira LC, Abreu GT, Lima LC, Aredes MA, Wiegert EVM. Quality of life and its 

relation with nutritional status in patients with incurable cancer in palliative care. Support

Care Cancer. 2020 Oct 1;28(10):4971–8. 

42. O’Reilly AC, Walshe M. Perspectives on the role of the speech and language therapist in 

palliative care: An international survey. Palliat Med. 2015 Sept 1;29(8):756–61. 

43. Scobie S. Nuffield Trust. 2021 [cited 2025 Mar 26]. Integrated care explained. Available 

from: https://www.nuffieldtrust.org.uk/resource/integrated-care-explained

26

ARTIC
LE

 IN
 PR

ES
S

ARTICLE IN PRESS


	What models of community palliative rehabilitation exist for adults in the United Kingdom? – a national cross-sectional survey
	Abstract
	Background
	Methods
	Results 
	Response rate
	Characteristics of organisations
	Types of patients in palliative caseload
	Types of AHPs providing care 
	Specialist palliative rehabilitation
	Therapists requiring further education or advice
	Locations of care
	Access requirements
	Integration with other services


	Discussion
	Conclusion
	Declarations
	Ethics approval
	Consent for publication
	Availability of data and materials
	Competing interests
	Funding
	Authors’ contributions
	Acknowledgements
	References


