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Background

• Hospice at home (HAH) services aim to support individuals to receive care and 

die at home. 

• Service models in England vary widely, with little evidence of what works best, 

for whom and in what circumstances. 

• We aimed to find out what is the best service configuration that would allow 

more individuals to die where they prefer and have a good quality of death. 

• This presentation addresses the following sub-components:

• What were family carers’ experiences of HAH care; 

• What did good support look like; and 

• What were the barriers/enablers to this. 
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Programme 
theories

Study 
design

Data 
collection

Data 
analysis

Synthesis

Development of initial programme theories

Phase 1: Survey to identify current 
service delivery models & develop 
typology

Sampling frame based on the typology to 
purposefully select potential case studies

Phase 2: Case studies (n=12) to test/refine 
programme theories. Data collection: 
• Qualitative interviews: hospice service 

providers (n=75), commissioners (n=10), and 
carers (n=58). Total 143 interviews.

• Quantitative: baseline patient data (n=339), 
carer outcome measures (n=132), explore costs 
(n=221) of different service models,

Data analysis: through 
retroductive & generative causation 
analysis, development of CMOs 

Synthesis across case studies: CMOs & 
emerging patterns from each case study 
synthesised into programme theories. 
Demi-regularities (repeating pattern of 
mechanisms) across case studies 
identified. 

Phase 3: Refinement & consolidation 
Programme theories presented to 
expert stakeholders. Two collaborative 
workshops (n=88) to refine programme 
theories.

Initial literature review NAHH national standards

Method: Application of a realist logic of analysis
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Findings: Six programme theories

Sustainability of the HAH 
service

Marketing and 
referral of the HAH 

service

Support directed at 
the carer or patient-
carer dyad at home

Doing the work

Use of volunteers in the HAH 
service

Impact at the individual level

Keeping it going

Knowledge, skills and ethos of HAH 
staff 

Integration and co-ordination 
with the wider health and social 

care system
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Knowledge, skills and ethos 

Family carers consistently 

commented on the quality 

of care

[Hospice] carers were 

absolutely gold standard 

excellent, and from agencies 

it was hugely variable. 

PC12 (Spousal Carer) 

Hospice-at-home staff were 

highly skilled and differentiated 
from others by their ethos

Everyone we met from the 

hospice throughout those 

three and a half months… 

all had that wonderful, 

wonderful ethos. 

DC21 (Filial Carer)

Hospice-at-home staff had 

time to care, were flexible 

and client-centred:

They can see that there’s no 

rush. They can see that we 

want to give quality care… 

time is so massive. It’s 

priceless isn’t it, time. 

MSP01 (Hospice-at-Home 

Sister)
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Integration and co-ordination 

Organisational level strategies 

across services to enhance 

integration and co-ordination

We have a quarterly End of Life 

Community Nurse Meeting 

which we all go to, so the CNSs, 

the Hospice-at-Home Team, the 

Community Nursing Services…

MSP05 (Community Team Leader 

for End-of-life Care)

Frontline strategies to build 

trust and ensure integrated 

care 

Finding the best person to do 

the job at the time. 

XSP04 (Community Matron)

When I first started, I felt like 

the district nurses were a bit 

like ‘oh, can we trust what this 

person says?’… once we all got 

to know each other… they’d 

gained confidence with us. 

WSP005 (Health Care Assistant)

Out-of-hours support/ 

knowing who to contact & 

when

The nurse said to me “now you 

do realise we have a 24 hour 

helpline at the hospice, if you 

have any queries… pick up the 

phone and someone is here”… 

I burst into tears because it 

was the first time I felt we were 

being truly supported to care 

for mum. 

DC21 (filial carer)
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Support directed at the carer 

Setting expectations of what 
can or cannot be provided

•I didn't realise that it [HAH] 

only lasted for so long, 

something like two weeks. 

CC013 (Spousal Carer)

•You don’t understand 

certainly at the beginning 

what the scale of the task is 

going to be as a carer…

XC01 (Spousal Carer)

Molding (hands-on) care 
around the dyad

•I think distinctive was it  

made me feel like it was 

personal to us and I felt 

comfortable, almost like a 

family... 

GC018 (Spousal Carer)

•The [HAH] nurse was… 

preparing us and saying… 

his breathings changed 

again… it was… nice and 

reassuring. 

DC011 (Filial Carer)

Bereavement: a double grief

Very suddenly you are on 
your own… I was with 
[husband] from the age of 
sixteen till now and this is 
the first time I’ve ever been 
on my own. 

LC029 (Spousal Carer)
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Implications for Hospice at Home services

• Key markers of a good service included staff who:

• Were experienced in death and dying with time to care and provide hands-on 

care;

• Worked closely with other services to respond rapidly and provide the 

necessary intensity of care; 

• Had the necessary expertise and knowledge, promoted supportive 

relationships through the process of dying and attended to carers’ needs. 

• Larger services were able provide earlier interventions and a wider breadth of 

services. 

• Areas of potential improvement included bereavement care.
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