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Abstract 
Background: People who are homeless experience many health inequalities, concluding with a mean 

age at death in their 40s.1 Despite experiencing high symptom burden at the end of life, their use of 

palliative care services is limited. Given the complexities of providing palliative care for this 

population, qualitative research that explores the views of homeless people can improve our 

understanding of how best to provide care, and what issues matter most to people.2 However, much 

of the research to date has been done outside the UK, or in large cities like London. Oxford has a high 

number of individuals sleeping rough compared to its population as well as a high death rate among 

homeless people compared to other localities. This project sought to understand what people who 

are vulnerably housed within Oxford want from end-of-life professionals and services.  

 

Methods: Qualitative research co-designed and co-produced by a palliative care employee and a 

community lead, who is member of the Lived Experience Advisory Forum (LEAF). Twenty participants 

on the homeless pathway were recruited to take part in a 1-hour focus group at a homeless-serving 

organisation (hostel and a drop-in café) on what was important at the end of life and after one dies. 

The community lead was involved in the entire research process including suggesting topics, research 

design, participant recruitment and co-facilitating focus groups, analysing and interpreting data, and 

dissemination of results. 

 

Results: Focus groups highlighted the impact of being unhoused on the experience at end of life, the 

opportunity for something positive to come out of death, and the importance of connectedness. 

With respect to being homeless, participants worried about dying on the street or someplace that 

was not clean and calm, that they would not be given choices in their care or treated with dignity, 

that they would be denied pain relief, and that they would not receive the funeral and burial they 

wanted or that meeting these wishes would leave family members in debt. Spiritually, participants 

looked to death as a chance to make amends, find peace, and transition to a better afterlife. Finally, 

participants wanted to see friends and family at end of life, which impacted on their desired location 

of death, and worried about their loved ones being looked after financially and emotionally.  

 

Limitations and Implementation: This project showed the value of input from those with lived 

experience. While much of the focus has been on where people can die and how to provide pain 

relief among those with addiction histories, it is clear that the concerns of the community are 

broader and have been unaddressed by services offered. We found significant discomfort about 

discussing death among staff at organisations addressing homelessness. This required education for 

the focus group to proceed and more knowledge-sharing will be needed to improve the care of 

vulnerably housed individuals facing end of life. 

  

 
1 Deaths of homeless people in England and Wales - Office for National Statistics (ons.gov.uk) 
2 Challenges to access and provision of palliative care for people who are homeless: a systematic review of 
qualitative research | BMC Palliative Care | Full Text (biomedcentral.com) 

https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsofhomelesspeopleinenglandandwales/2021registrations#cite-this-statistical-bulletin
https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-016-0168-6
https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-016-0168-6
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Introduction 
This project was part of an 18-month Palliative Care Equality, Diversity, and Inclusion Project funded 

through a grant by the Masonic Charitable Trusts administered by Hospice UK. The project hired an 

EDI Project Officer, with one task of increasing engagement and involvement with underserved 

communities. Based on existing work hospice staff were doing to improve services for those 

experiencing homelessness and the high rate of homelessness and death of those who are homeless 

in Oxford, the EDI Project Officer decided to get further input from those with lived experience about 

their needs and wants at end of life. 

This focus group project was a collaborative effort between Sobell & Katharine House hospices, LEAF, 

the Gatehouse, and O’Hanlon House.  

Sobell & Katharine House hospices are part of the Oxford University Hospitals Foundation NHS Trust, 

and provide high quality palliative and end of life care for the people of Oxfordshire and South 

Northamptonshire. We provide this specialist care to those over the age of 18 who have an advanced 

life-limiting illness. On both sites, care is delivered by a large multidisciplinary team of specialists in 

this field who take a holistic approach, considering the physical, psychosocial and spiritual needs of 

all individuals. 

LEAF, the Lived Experience Advisory Forum, is an independent group run by and for people with lived 

experience of homelessness, offering opportunities to participate in projects with a wide variety of 

external bodies. LEAF aims to look at solutions on how to improve homeless pathways and effectively 

connect services within Oxfordshire. It has a tried and tested model of implementing focus groups 

with individuals experiencing homelessness. 

The Gatehouse is a community drop-in centre in Oxford city centre with over 30 years’ worth of 

experience of reaching out to, and supporting, adults who are homeless. 

O’Hanlon House is a 51-bed hostel in Oxford city centre. It offers safe and warm emergency 

accommodation to those who would otherwise be rough sleeping. 

Inequity in Palliative Care for Homeless Individuals 
According to a 2021 Hospice UK report,3  

People who are homeless are more likely to be exposed to death, especially premature, 

violent, and traumatic deaths. National studies have found that this can lead to strong 

acceptance or aversion of mortality, and a heightened importance of religion, spirituality, 

and an afterlife. Perception of a good or bad death is also shaped by previous 

experience. A good death may be quick, involve resolution of relationships and spiritual 

issues, peace, and access to substances of addiction. A bad death may involve violence, 

dependence, loneliness, and uncertainty over what will happen to the body.  

Prior studies found that autonomy, respect, and dignity are held in high regard. However, 

experiences of “discrimination, disrespect and disempowerment” create actual and 

perceived conflict between accessing services and integrity to personal values. Such 

treatment discourages engagement, increases felt stigmas, and prevents open and 

honest discussion of substance use, necessary for safe prescribing. Small but strong 

 
3 Equality in Hospice and End of Life Care: Challenges and change | Hospice UK 

https://www.hospiceuk.org/publications-and-resources/equality-hospice-and-end-life-care-challenges-and-change


 

 

Pa
ge

5
 

social networks may spread news of negative experience quickly. This makes institutional 

trust slow to re-build, but quick to break.  

Homelessness alters the ability to access services, including palliative care. This may be 

through indirect barriers (for example, rigid models of care not adapting to the 

uncertainty homelessness creates). Competing issues may result in the de-prioritisation 

of engagement with services. The underlying pathologies of people experiencing 

homelessness are often complex. Disproportionately prevalent diseases such as AIDS and 

liver failure follow unpredictable trajectories with frequent admissions and high 

symptomatic burden. Late presentation, care-avoidance, substance dependence, and 

physical and mental co-morbidity add further clinical challenges. The practicalities of 

homelessness may then alter the feasibility of conventional management plans. 

The Locality 
Oxford is a city in South East England known internationally for its prestigious and historied 

university. The city has a large student and young population and large international population, with 

35% of residents in Oxford city born outside the UK. However, despite Oxfordshire’s relative affluence 

there are wide inequalities in health and wellbeing.  Males living in the more affluent areas of the 

county are expected to live around 11 years longer than those in poorer areas. For females the gap in 

life expectancy is around 12 years. 

There are also major challenges with affordable housing in Oxford. Between October 2021 and 

September 2022, the average lower quartile private rent for a 2 bedroom property in Oxfordshire 

was £1,153 p/m, this was 85% higher than England. The ratio of the cheapest market housing and 

lowest earnings (lower quartile) in 2022 shows that housing was much less affordable in Oxford than 

England. 

Homelessness in Oxfordshire 
Oxford was the 10th highest in England in terms of people sleeping rough per 100,000 population in 

the 2022 rough sleeper survey.4 For financial year 2021-22, there were a total of 1,827 households 

owed a homelessness duty in Oxfordshire.5 After some declines during the COVID-19 pandemic, 

homelessness is on the rise again across the nation and in Oxford. 

Oxford also has one of the highest death rates of homeless individuals, with an estimated 61 deaths 

from 2013 – 2021.6 The chart below compares estimated homeless deaths per million population for 

Oxford compared to England, the South East region, and London – while Oxford results could not be 

calculated in 2015, generally the rates in Oxford have been well over our region and above London 

levels. 

 
4 Rough_sleeping_statistics_2022.xlsx (live.com) 
5 Oxfordshire JSNA 2023 
6 Deaths of homeless people in England and Wales - Office for National Statistics (ons.gov.uk) 

https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fassets.publishing.service.gov.uk%2Fgovernment%2Fuploads%2Fsystem%2Fuploads%2Fattachment_data%2Ffile%2F1139153%2FRough_sleeping_statistics_2022.xlsx&wdOrigin=BROWSELINK
https://insight.oxfordshire.gov.uk/cms/system/files/documents/JSNA2023_FINAL.pdf
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/datasets/deathsofhomelesspeopleinenglandandwales
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Source: Deaths of homeless people in England and Wales 

The number of people who are vulnerably housed is only expected to increase as the cost-of-living 

crisis unfolds. A main driver of people not having housing is the high cost of housing in Oxfordshire 

relative to wages. 

Palliative and End of Life Care in Oxford 
Hospice care within Oxford city is provided by Sobell House Hospice, located at the Churchill 

Hospital. Sobell is part of the Oxford University Hospitals NHS Trust along with Katharine House 

Hospice in north Oxfordshire, and the merged palliative care service’s community team covers much 

of the county. Referrals are typically through primary care surgeries for those who need specialist 

palliative care. The palliative care service has expanded significantly in recent years, with an on-call 

Palliative Care Hub offered 7 days per week. Sobell also houses the Oxford Centre for Education and 

Research in Palliative Care (OxCERP), which provides training to professionals around the world. 

Current Project 
This project sought to understand what people who are vulnerably housed/homeless need and want 

from end-of-life professionals and services.  

Aims 
• To understand the needs and wants of people experiencing homelessness around end of life 

care, and what has informed those concerns 

• To improve our understanding of the barriers faced by individuals and services that work 

with them in accessing specialist end of life care 

• To offer improved end of life care services that meet those community needs 

Objectives 
• To hold two community-based focus groups with at least ten participants to determine 

community needs, and how best to engage those experiencing homelessness. 

• To build relationships and improve engagement between palliative care services, 

organisations serving those who are homeless, and people with lived experience. 

• To assess the feasibility of palliative care workers doing further community-based research 

and services. 

 

https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/deathsofhomelesspeopleinenglandandwales/previousReleases
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How did we do it? 
Consent 
Participants were given a 1-page consent form and description of the project to review – this was co-

authored by Lucy, Maria, and Nicole. Researchers offered to give the information verbally instead if 

participants preferred. Then, verbal consent was given by each participant before beginning the 

session. 

Methods and Methodology 
This was a co-designed qualitative research project.  

Two groups of participants were recruited to take part in a 1-hour focus group. Each session was held 

in a community venue familiar to the participants, with one session held at the Gatehouse, a drop-in 

café for individuals with no strict requirements for registration; and one session held at O’Hanlon 

House, a hostel serving individuals experiencing homelessness. The focus groups were facilitated by 

Nicole Satullo, the EDI Project Officer at Sobell and Katharine House hospices, Lucy, the LEAF 

coordinator, and Maria Hart, the LEAF community lead. 

At each focus group, the facilitators arrived 45 minutes before the start time to recruit participants 

and answer any questions. 

During the focus group, participants were given a worksheet that they could fill in together or on 

their own, with the following prompts: “What is important to me at the end of my life and after I 

die?” and “If your friend were at end of life, what would you want for them?”  

After having time to fill that in (many opted to do so on their own or with one other), the researcher 

asked if they could discuss the answers. If the participant said yes, the researcher asked follow up 

questions about what their responses meant, and if they saw any barriers or helpful factors in getting 

these needs met. 

What constitutes ‘the data’? 
Research data was collected in three forms. First, the worksheets filled in during the groups were 

collected, typed up, and photographed. Secondly, the facilitators took notes and audio recordings of 

the session to form supplementary research data. 

How did we analyse the data? 
Analysis had six phases: familiarisation with the dataset, coding the data, generating initial themes, 

developing and reviewing themes, refining, defining and naming themes, and writing up the analysis. 

Data analysis was carried out by the EDI Project Officer and LEAF coordinator and community lead, 

with additional feedback from the broader LEAF membership. 

The EDI Project Officer carried out an initial analysis of the data. The LEAF community lead met with 

her and they undertook secondary analysis of the data and contributed to the development and 

reviewing of themes. The EDI Project Officer then refined and defined the themes and wrote up the 

analysis for presentation back to LEAF. 

Co-Production 
This project was co-produced between an employee of OUH’s palliative care service and LEAF, with 

additional input from homeless-serving organisations that served as the location of the focus groups. 

Maria and Lucy’s involvement included at least the following: 
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Prioritising/ shaping research

• Suggest topics for research

Research design

• Clarify the research question

• Use LEAF focus group methodology

• Set out expectations agreement with LEAF

Grant development/ gaining funding

• Community Lead on grant applications

• Reviewed and edited applications

• Wrote letter of support

Recruitment and conducting research

• Edit consent form and questions

• Assist with determining research locations

• Co-facilitate focus groups

• Translate for non-English speakers 

Analysing and interpreting

• Validate data coding and identify/validate themes.

• Review, edit, and discuss report.

Dissemination

• It is anticipated that the results will be presented at a LEAF meeting as well as at 
O'Hanlon House and the Gatehouse, with Maria co-presenting.

Implementation

• It is anticipated Maria will co-lead the community of practice group, bringing 
together palliative care, organisations working to end homelessness, and other 
relevant services.

• It is expected that Maria will continue to serve as a Community Lead, providing 
feedback on the pilot project addressing palliative care for those experiencing 
homelessness.

Evaluation

• Collected feedback informally from participants on focus group participation.



 

 

Pa
ge

9
 

Community Lead Statement 
As a community lead on this project, I’d like to thank all involved in making it a success. 

End of Life is a difficult and emotive subject matter, and I appreciate the level of commitment, 

flexibility, and creativity on the part of all support staff, it is thanks to you we were able to deliver our 

focus groups so effectively. 

My deepest thanks go to all the participants – your level of engagement, openness and humour had 

made my role a very special one. The experiences and insights you have shared had not only 

informed this report - I’m determined this is just a start. As you know, we have a long way to go. 

I believe change can happen, and I’m proud that our efforts to uplift voices of our community can 

feed directly into long- and short-term planning for Palliative and End of Life care, so when the 

change comes – it touches the areas you really care about. 

Reflexive Analysis 
The EDI Project Officer acknowledges her own biases in analysis from her vantage point as someone 

who has never experienced housing instability and poverty. She is a cis-het married female, mother 

of two, a White immigrant from America with ILR, who has attended graduate school. She had an 

aunt die at a young age in poverty after receiving substandard healthcare in the United States, 

resulting in her death. Nicole’s aunt left behind three young children and a disabled husband in an 

unfinished rural home; this has impacted her views on dying. Her training and professional 

identification as a public health social worker and palliative care employee have also impacted her 

perspective. 

What did we find? 
The richness of the data was such that many themes could be analysed. However, there are three 

main themes that the research team think summarise the data well: 

• How being unhoused would impact on the experience at end of life 

• The opportunity for something positive to come out of death 

• The importance of connectedness 

Ways Being Unhoused Would Impact on the Experience 
Many people noted issues related to how their housing situation or others’ perceptions of their 

situation could impact their experience at end of life. 

Environment 
People noted preferences for where they would want to be at the end of life. Multiple people 

mentioned wanting to not “die on the street”, or that if they were on the street, they would want it 

to be their choice and in a park. Others mentioned wanting to die in hospital accessing care. 

Still more people brought up qualities of the place where they would want to die:  

• “Serene and calm” 

• “A place of comfort” 

• A clean place 

• With beloved pets 

• “A place to call mine” 

• Access to friends and family that they want to have visit them 

• “To not die alone” 
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While people had different individual preferences (e.g. some wanted to die in hospital, while some 

wanted to not die in hospital – “one size doesn’t fit all”), choice was important (one said, I want to 

“pass away where I wanted to and with the people I wanted around me”), and most listed 

characteristics that are different from their current environment. 

Choice 
People were especially concerned that their wishes would not be listened or respected because of 

their economic and social status. Many people mentioned wanting to be “listened to and my wishes 

are met.” Being “listened to” came up for four participants, while wishes/needs being met or 

respected was identified at least twelve times. Others mentioned the need to “be in control”: 

• “Wouldn’t want people trying to interfere” 

• “Not being told what to do” 

• “No matter what I’d want to go my way” 

Two mentioned wanting to be able to choose suicide/euthanasia. People wanting decision-making 

power over their actions was also important: 

• “To be able to live out the rest of my life exactly how I want to” 

• Being able to decide to “get drunk” 

• “To be able to change your mind” 

• “To feel no more trapped than one is by mortality” 

• That wherever they are, they’d “want to be able to go out” 

There were five mentions of others following their wishes in the event they could no longer advocate 

for themselves:  

• “If no family, would hope someone would be there to make my wishes [be] met” 

• If helping a friend “that I’d know what they’d want” 

• “If you can’t make decisions (like you are unable to talk), understand what they would want 

by being told or having help with communicating. Being told why they may be dying.” 

• “If you have no family/friends to stand in your corner and don’t have your mental faculties, 

no one will make life easier for us” 

• Being of sound mind helps to be able to tell what you want. 

Some mentioned an interest in being able to write down their wishes ahead of time so they can be 

followed even if no one is able to advocate for them. They also noted that this advocacy work for 

themselves or others to get what they want or need can be difficult and take a long time. 

Pain relief  
People worried about whether they would be able to receive pain relief given histories with 

addiction. They said medical professionals are “funny about addicts”.  

Dignity 
Being treated with dignity, respect, and honesty was very important to all participants, and some 

worried that they would not receive this based on past medical experiences. The following words 

were mentioned repeatedly (number shows how many times – these should not be taken as 

quantitative data, but as indicative of repeated mentions): 

• Dignity – 2 

• Confidentiality – 2 
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• Honesty/Truth/Information given to them and family - 5 

• Respect – 2 

• To be cared for – 4 

• Empathy – 1 

• Consistency of care – 1 

• Quality of Life – 1 

• Comfort – 3 

Multiple participants mentioned wanting to be told the truth, not having their status be “sugar-

coated”. Participants expressed that people should be treated the same way as those who aren’t 

homeless, and to be remembered for themselves, not their situation. They should not be seen as a 

label or experience discrimination on being homeless. 

Monetary issues 
Many expressed concerns around money needs for their end of life care, funeral and burial, and 

leaving debts to family members. People mentioned concerns around having money to pay all bills 

including hospital bills, housing, food and handling debt. They also wanted to have money to carry 

out their final wishes. Participants wanted to receive help around benefits, wills, and debt. Some 

worried about relatives having to pay to bury them and hold a funeral – they didn’t want others to 

have a “fuss” or to be “a burden to people”. They were curious about whether the government 

would pay for their funeral or whether they’d have a pauper’s grave. 

Funeral, burial and remembrance 
People also worried about having the burial and funeral they wished (and being able to afford them), 

and having a physical place or time to be remembered. Three mentioned wanting some kind of 

headstone or plaque to be remembered by. Individuals also expressed different preferences around 

cremation, burial, and open or closed casket. All expressed wanting to be able to have say in the 

matter: 

• “Their beliefs about funeral respected” 

• “To be able to arrange the funeral” 

• Having an appropriate burial to their faith 

• To have a “nice funeral set up for peace of mind” 

• “Be able to write something down for someone to read at the funeral” 

The idea of being remembered or remembering others was important – participants wanted to be 

“remembered by friends and potentially family”, and to choose who they want at their funeral. 

Bereavement 
Many participants’ views on funerals were informed by past experiences within their families or 

friend groups. Some shared they were uninvited from family members’ funerals due to 

embarrassment about their circumstances or addiction – that loss of time to grieve was keenly felt 

many years later. They also expressed that because of their situation, it can be tough to express or 

process emotions as they come up, so they could have used or could still benefit from bereavement 

support sometimes even long after a death. 
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Opportunity for something better to come out of it / Spirituality 

Make amends 
People identified end of life as a time when they could make amends or fix past wrongs. They wanted 

a chance to “get something it was a struggle to have. Ex: get along with someone they used to”. They 

hoped to die without any regrets and not to feel like “I wish I said this, or I wish I did that”. 

Chance to reconcile and/or see family 
Some explicitly expressed a desire to be “reunited with loved ones” – that “if [I was] estranged from 

family, would hope they would be contacted if I wanted”. Still others wanted a chance to express 

“remorse to family”.  

Donations 
Some noted ways they would like to give back at the end of their life, such as by donating organs for 

research, having others donate to charity in their memory instead of giving flowers. Another 

participant wanted “any left over belongings and clothes to be donated to the right people”, again 

wishing for choice in the matter. 

Find peace 
Many people wished for themselves or a friend to experience peace at the end of life: 

• “That I can feel peace, that I am good with God” 

• “If they believed in God that they felt like they were at peace with all that” 

• “To be okay with what’s happening” 

• “For them to find peace” 

• “To make sure they are at peace at their last few days” 

• “To be relaxed and happy as possible” 

Again having decision making power was important – some expressed having a difficult relationship 

with faith, but wanting the option to engage with it depending on how they felt at the time. One 

mentioned wanting someone to pray with them at end of life, and to be able to make that peace for 

their own purposes, not to satisfy anyone else. 

Better afterlife 
Some participants were focussed on what would come next, and the possibility of a “better afterlife” 

– that they wanted to “go to heaven”, “be in a better place”, to not be addicted after death, or for 

their “next life to be amazing”. This was in sharp contrast to their current life, which was described as 

hell. The after life was also seen as a time to be with family members that have already passed. 

As one participant put it, he viewed death not as an end, but a transition, and he was looking 

forward to the next stage. It was a chance to clean one house and move on to the next. 

Connection to others 

Connection at end of life 
People expressed a desire to see friends and family at the end of life and for themselves and others 

to not die alone. They hoped for a chance to visit with friends and be together, and were hesitant to 

go to a hospice or other place where they perceived their loved ones may not be welcome or able to 

visit. 
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Look after family 
The most common care need expressed was for partner/kids/family, etc. to be looked after following 

a death, emotionally, financially, and that care is provided to dependents. While these are not 

mutually exclusive, some examples of each are as follows. 

Emotional 

• “For my family to not be unhappy” 

• “Counselling for friends and family after” 

• “That their family are okay” 

• “My family are not upset” 

• “Physical and mental support…vitally for loved ones” 

• “My children to be able to say goodbye in their own way and how they want” 

• “Aftercare for all of my family after I go” 

• “Loved ones to be looked after for a few weeks after” 

Financial 

• “Kids have money” 

• “Any younger kids for the deceased – to make sure they have money/grant for schooling 

when they grow up” 

• One noted a friend whose family needed a GoFundMe following their death 

Dependent care 

• “Kids have good welfare” 

• “To make sure my partner is cared for (disabled)” 

• “Partner is disabled so help for her after I pass” 

• “My children and grandchildren are looked after” 

• “Dependents taken care of” 

• “That if I had children and grandchildren that they have the best life they could have” 

Treatment of friend 
As noted above, we asked participants what they would want for themselves at end of life versus 

what they would want for a friend. Five of the twenty participants clearly wanted a higher standard 

of care for a friend than for themselves – they filled in fewer boxes about what they wanted than 

what they’d want a friend to have. For some, the difference in the level of care desired was stark 

• One wanted friends to be treated in hospital or with private care, but did not want that for 

themselves if they were still poor. 

• One said he wanted to “be cared for during my final days”, but would want a friend to have 

“24-hour care with all things catered for”. 

• One didn’t note anything about what he would want for himself, just about his burial and 

remembrance after, whereas he felt a friend should “be made comfortable depending on 

situation”. 

This likely reflects low assessments of self-worth as one might expect in this group [Self and rules in a 

sample of adults experiencing homelessness: Relationships to shame, well-being, and psychological 

inflexibility - ScienceDirect]. Care providers should be aware that patients may need to be asked in 

different ways what would make a “good death” for them, beyond just asking what they want, as 

they may feel undeserving of the best care and support. 

https://www.sciencedirect.com/science/article/pii/S2212144721000594#bib10
https://www.sciencedirect.com/science/article/pii/S2212144721000594#bib10
https://www.sciencedirect.com/science/article/pii/S2212144721000594#bib10
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Being able to go to funeral 
It was very important to participants that they are able to go to friends’ funerals and have their 

friends attend their own. Participants worried about how their friends and family would be notified 

of a death, without just being through rumours, but soon enough that they could attend a funeral. 

Some had experienced not being able to attend a burial due to a family’s disapproval of or 

embarrassment about the deceased’s friends – this weighed on them and had made bereavement 

difficult, so some wanted to be able to choose who can be at your funeral. 

Limitations and Challenges 

Discomfort with discussing death among non-palliative care staff 
We found that there was significant discomfort among staff and even members of our research team 

in discussing death. This may relate to our own feelings about and experiences with death, and 

concerns about re-traumatising service users. Education was carried out about the importance of 

discussing death directly, so that it does not become the unnamed elephant in the room.  

Likely missing segments of homeless pathway 
We know we have captured the views of some residents who are rough sleeping and some in hostels. 

However, it is uncertain whether we have captured those in other situations such as couch surfing or 

in temporary accommodation. We have only conducted focus groups in Oxford City, and there may 

be differences in needs and wants among those in other localities such as Banbury and Witney. 

How can services respond? 

Proving the value of lived experience 
This project again showed the value of input from those with lived experience. While much of the 

focus of hostel and clinical staff has often been on where people can die and how to provide opiates 

for pain, it is clear that the concerns of the community are much broader and have been 

unaddressed by services offered. It also showed that there was interest among people with lived 

experience to talk about death and dying and that doing so did not prove overly triggering or 

difficult. It is clear that any follow on work in this area should continue to include the voices of those 

with lived experience. 

Opportunities for partnership, knowledge-sharing, and coordination between services 
Services need to work together to provide high quality care to those who are on the homeless 

pathway with a life-limiting illness. The skillset and knowledge required does not fall neatly within 

one organisation – instead palliative care expertise needs to be married with knowledge about 

addiction and trauma-informed support for those experiencing homelessness. Benefits information is 

needed as is skilled bereavement support.  

As has been piloted in other cities, building a community of practice could begin addressing these 

complex needs. This group will begin with training videos from Marie Curie and discussions to foster 

a shared understanding of challenges and approaches. It is hoped and expected that the group will 

continue to meet beyond the training to engage in group problem solving and collaboration to 

improve homeless palliative care. 

Community-based palliative care work 
While some of the issues presented are complex, others could be addressed with additional 

engagement between palliative care services and services for those on the homeless pathway, such 

as better understanding government benefit supports around death/burial, holding bereavement 
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cafes, discussions with a chaplain, and concerns around pain management. It is suggested that an 

engagement programme be set up, perhaps similar to the “Twinning” model used in Caroline 

Schulman’s work. 

Reducing stigma and bias 
It is also clear how much stigma from medical professionals and others impacts on people’s 

experiences of, willingness to engage with, and fears about healthcare. Individuals from the palliative 

care team should have training to reduce and challenge their own biases. It is also hoped that 

through increased engagement on both sides, biases can be reduced and understanding increased. 

Measuring choice and dignity 
Any mortality review meetings on the deaths of individuals on the homelessness pathway should 

include some measure of whether the person’s wishes were sought, and how those were able to be 

met, or not as the case may be. Information for individuals experiencing homelessness should 

emphasise their rights and choices at end of life, and how to report any issues. 

Places for remembrance 
The many concerns about legacy and being remembered in a respectful and dignified manner could 

be addressed through a co-produced creative community project, for example via art or a 

remembrance garden. It could be inaugurated as an extension of the memorial service held annually 

by the homeless chaplain. 

 


