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THE TEAM



o For many people, dying at home is an important 
priority and services called Hospice at Home (HAH) 
or similar have been developed across England to 
support people to achieve this. 

o The results from a national evaluation of HAH 
(Butler et al, 2022) provide                                                
evidence on the key factors which                            
need to come together in each                                  
HAH to provide the best possible                                  
care. 

HOW DID THE IDEA 
COME ABOUT?
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o Looks to answer the 

How?

Why?

For whom?

In what 

circumstances?

o It is explanatory 

rather than 

judgemental

REALIST EVALUATION

o It is theory driven – 

the phenomenon 

being evaluated has 

already been judged 

as worthwhile, the 

aim is therefore to 

understand under 

what conditions it 

works best



OPEL STUDY OVERVIEW
STUDY DESIGN: A mixed methods study (qualitative and quantitative methods) with an over-arching Realist Evaluation approach

NIHR HEALTH SERVICES AND DELIVERY RESEARCH PROJECT GRANT – STUDY ADOPTED ONTO NIHR CRN 

PORTFOLIO

National survey of Hospice at 

Home Services

Analysed to develop a typology of 

care models

Consensus event to agree 

typology

Typology used to select and invite 

case study sites for phase 2

Developed initial Context-

Mechanism-Outcome (CMO) 

configurations, or theories

In depth investigation

‘What are the features of Hospice 

at Home services that work, for 

whom, and under what 

circumstances?’

Data collected from case study 

sites 

Qualitative data:  Interviews with 

service users, providers, 

commissioners

Quantitative data: Patient 

outcomes, Health economics

Data Analysed, reviewed, 

refined and disseminated

1. Stakeholder Consensus 

events = National workshops

2. Outputs =  guidelines for 

services and commissioners to 

help in decision-making and 

service development

3. Dissemination = Publication, 

Media, Web, Twitter, Local 

commissioners, Newsletters, 

Care providers, Third sector

PHASE 1         PHASE 2       PHASE 3
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PHASE 1: NATIONAL SURVEY

o 70 HAH services in England (55% response rate) 

o The services varied widely in every dimension: size, geography, funding, 

staffing configurations and patient criteria.  

o Almost all HAH services provided personal care, psychosocial support and 

symptom management; not all provided this 24/7. 

o Most services provided care for between 1 week and 2 months from referral 

to death

o The majority of services reported using more healthcare assistants (HCA) 

than registered nurses (RN). 

o Two thirds of services reported they were financed largely from charitable 

sources.
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PHASE 1   PHASE 2

Phase 2:

o 12 sites
o Geographically dispersed around 

England
o Also representing other features, e.g.:

• Service admission criteria

• Urban/rural

• Deprived/affluent

• Staffing  mix (in particular registered 

nurse to healthcare assistant ratio)

HAH Service 
Type 1 

Large providers offering 
24/7 services

(Quadrant 1 Case Study 
Sites)

HAH Service 
Type 2 

Small providers offering 
24/7 services

(Quadrant 2 Case Study 
Sites)

HAH Service 
Type 3 

Large providers not 
offering 24/7 services

(Quadrant 3 Case Study 
Sites)

HAH Service 
Type 4 

Small providers not 
offering 24/7 services

(Quadrant 4 Case Study 
Sites)



Of 341 dyads recruited, 339 could be included in the 

quantitative data analysis.  

iPOS, 
Karnofsky, 
Phase of 
Illness

N=339

At least one 
AHCR 

completed

N=221

QODD 
completed

N=132

Known to 
have died 
during the 

study

N=245

PHASE 2 DATA COLLECTION

58 

interviews 

with 

bereaved 

carers 

76 

interviews 

with 

service 

providers

9

interviews with 

commissioners

Quantitative data

o At admission to HAH: iPOS, Karnofsky, Phase 

of Illness (HAH staff completed)

o Every 2 weeks until bereavement: Ambulatory 

and Home Care Record (carers completed) 

o Soon after death: Date and place of death (HAH 

staff completed)

o Around 4 months after death: Quality of Dying 

and Death (QODD) 7-day recall (carers completed) 

143 interviews conducted. 

Qualitative data

o Interviews with carers after 

bereavement

o Interviews with service 

providers (operational and 

managerial; follow-up interviews to 

see how the service changed)

o Interviews with commissioners 

of palliative care services



PATIENT AND CARER DATA

o Most patients recruited to the study had a diagnosis of cancer 

(76.8%).

o Most informal/family carers were female (70.2%) and the 

spouse/partner of the patient (60.4%). 

o Patients varied considerably in terms of performance status (i.e. 

how ill they were) on admission to HAH.

o The duration of time in the HAH service varied from a few hours to 

over 1 year.



QUANTITATIVE FINDINGS

o The median Quality of death and dying score was 70.7 (range 0–100, 

with 70 indicating a good death).

o A total of 73% of patients achieved their Preferred place of death, with no 

statistically significant difference between the four service models

o Nine per cent of patients who had been admitted to HAH died in hospital.

o Most participants reported that they received as much support from health 

and social care services as they needed; 

o Carers overall rated the help and support they received as excellent. 



o Formal and informal caring tended to be higher closer to death. 

o ‘In home’ nursing and personal care was the largest item of service use.

o Service use in relation to outcomes: carers reported higher QODD 

scores and higher levels of satisfaction in models receiving more “in home 

nursing and personal care” in the period closest to death (0-14 days) (and a 

higher proportion delivered by HAH staff).

o Median daily costs for all formal care for 0-14 days, 15-28 days, 29-92 

days before death were £104.57, £80.08, £56.07. 

o Informal care costs, valued at replacement costs (support worker) exceed 

formal care costs with daily medians of £580.00, £449.50 and £348.00 

respectively. 

COSTS



QUALITATIVE FINDINGS

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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EXAMPLE: SUSTAINABILITY

More responsive to micro level factors 
with a focus on staff:

- Manageable caseloads & workloads

- Investing in training & education: all 
levels, all staff

- Support & mentorship embedded

- Autonomy is valued alongside time to 
care

More responsive to macro/meso level 
factors focusing on:

- Establishing national representation

- Building reputation & community 
awareness

- Influencing local commissioners

- Educating/upskilling other providers
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Outcomes: 
high staff morale, better retention than 

external facing, reputation for high quality 

care at the micro level. At the cost of having 

a low local/national profile and little leverage 

with other providers/commissioners.

Outcomes: 
high profile at meso/macro level, but 

potentially at the cost of staff morale with 

relatively high rates of staff attrition.



PHASE 3: HOW TO SHARE 
FINDINGS?

Audience-tailored

Interactive format

Wide reach

London and Leeds OPEL Consensus Events 2020 with 
service providers, commissioners and member of the public 

• Different language for different audiences, ensuring a wide reach

• Events coinciding with carers/volunteers/dying matters weeks

• Electronic and printable resources

• Pick-and-choose/‘click to dip in’ structure

• 1-page infographic summaries

• Bite-size podcasts/shot videos

• Top tips

• Examples on operationalising recommendations

• Demonstrating added value of putting recommendations in place





AIMS & STAGES

#HAHtoolkit

The project aims to design, pilot and evaluate the implementation of an 

interactive online toolkit for optimising hospice at home care delivery.

The work has 6 stages:

1. Co-Designing the toolkit with stakeholders

2. Consulting stakeholder on the demo version of the toolkit

3. Refining the toolkit (round 1)

4. Releasing the toolkit as a pilot and evaluating its usability, value and impact

5. Further refining the toolkit (round 2)

6. Promoting the toolkit



STAKEHOLDER ENGAGEMENT

• Stakeholder engagement is both central 

to and extensive within this project

• Stakeholders include: 

• HAH service providers

• Members of the public (some with 

experience of palliative care delivery)

• Professionals outside of HAH who 

enable/provide palliative care support (e.g. 

district nurses, GPs, physiotherapists)

• Commissioners 

What 

stakeholders

recommend

Findings/data 

we have

HAH Toolkit



EXPERT BY EXPERIENCE 
INVOLVEMENT

Graham – 

lay co-app

Event 2 

attendees
Event 1 

attendees

Lay pilot 

implementers
Lay steering 

group members



EVENT #1: CO-DESIGN 
What would you like to know?

• Available services and how to access them

• Accessing person-centred care

• Available support for carers and families

Best ways to share OPEL findings?

• Support for carers and families

• Guidance on communicating properly with 

patients and families, particularly in hospitals

• Highlighting cultural shifts (i.e., celebrating 

life, talk about death)

Thoughts on the toolkit and its format?

• Accessible, snappy; has value to public

• Caution around language use, including the 

term ‘toolkit’



EVENT #2: CONSULTATION ON THE DEMO VERSION

Discussion 1:

Did we get it right? [i.e. what the toolkit 

is about] Is there anything major 

missing?

Discussion 2:

Reflections on Service Assessment – 

usefulness of content, structure, 

interface, navigation, accessibility

Discussion 3:

Reflections on remaining elements – 

usefulness, structure, interface, etc





POST-EVENT REVIEW

250 stakeholder comments:

158 or 65% of these from 

members of the public

17 reviewers:

8 or 47% of these from members 

of the public



Pre-review Post-review



THE TOOLKIT

Content for HAH 
providers, the public, 

service commissioners 
and wider workforce



THE TOOLKIT

Interactive Service 
Assessment helping to 

map areas where further 
optimising is needed, with 
a list of ideas from other 

HAH services on how they 
optimised



THE TOOLKIT

Interactive Service 
Assessment helping to 

map areas where further 
optimising is needed, with 
a list of ideas from other 

HAH services on how they 
optimised



THE TOOLKIT

1-page 
summaries 
for a variety 
of audiences

Videos

…and much 
more!!







10 HAH teams
(3-5 in each)

(nurse/HCA, service lead, 

senior decision maker, 

commissioner, lay adviser)

Participant 

observation

Survey

Interviews*

Interviews*

Interviews*

2-5 Members 

of the Public

1-2 

Commissioners

*after piloting and 

3mnth follow-up

EVALUATION: WHAT WE AIMED FOR



EVALUATION: WHAT WE ACHIEVED SO FAR



EVALUATION: WHAT WE ACHIEVED SO FAR



EVALUATION: WHAT WE HAVE ACHIEVED SO FAR

All recruitment targets met:

• 10 HAH services (2-13 

participants in each)

• One additional pilot 

rescheduled for end of June

• Interviews ongoing

• 4 members of the public/carers

• Recruiting 2 more; sampling for 

ethnic diversity

• 1 commissioner

• In conversations with another

Participant mix in piloting meetings:

• 68 participants in total; 2-13 in each team

• 64 service providers

• 2 commissioners

• 2 members of the public

• In-person or hybrid

• Two piloting meetings involved a 

commissioner

• One piloting meeting involved 2 experts by 

experience



• Toolkit-facilitated team discussion is the most 

valued aspect

• Team get involved equitably overall, with some 

content more suitable to frontline and other 

content to decision-makers 

• Assessment generated ideas in some teams, 

even before seeing what other teams had done

• Suggestions on optimising presented by the 

toolkit seen as helpful

• As expected, not all suggestions on optimising 

were relevant to specific local contexts

• Other resources valued (saved; printed during some 

piloting meetings)

• A number of changes proposed/observed on 

making the toolkit easier to navigate and use

PRELIMINARY HAH PILOTING RESULTS

“I found a lot of the questions a bit ambiguous. 

Also a number of the questions are not within my 

knowledge so unable to answer.” 

(S5P01, Nurse)

“This was an unbelievable opportunity to 

participate and learn of such an involved project” 

(S9P07)

“Looks much better than previous version, will be 

beneficial to improve and expand HAH services” 

(S4P08, HAH team leader)

“It is a powerful and useful tool, thank you 

for letting me part of the whole process” 

(S1P03, Head of Nursing)

“We spent quite a lot of time answering 

questions which generated discussion + 

almost no time looking at resources” (S4P02)



6.12

6.18

6.15

1 2 3 4 5 6 7

Applicable to me or my role

Easy to use

Useful

1=not at all                         7=extremely

How would you rate the toolkit on the 
following aspects?

6.12

1 2 3 4 5 6 7

1=Poor                                       7=Excellent

How would you rate your experience 
of using the HAH toolkit?

89% said the toolkit gave them ideas on how to 

further optimise their HAH; only 3% said it did not. 

PRELIMINARY PILOTING SURVEY RESULTS

82% said they would recommend the toolkit to 

others; 9% said they would not. 

5.17
4.90

6.20

5.20
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How likely are you to use the toolkit again?



PRELIMINARY MEMBER OF THE PUBLIC PILOTING RESULTS 

• Members of the public found the 

information provided appropriate 

and meaningful

• Both ‘Member of the Public’ area 

and the toolkit as a whole

• Appreciated a variety of formats

• Wondered how easy the toolkit was 

to find and navigate at a time of 

crisis

• Suggested a separate website for 

patients/carers/members of the 

public

“You're so […] involved in the moment, every moment 

of every day of being with [husband who was dying…] 

My brain would not have coped” (PPI03)

“It’s concise, succinct and covers it [what to expect when 

caring for someone who wishes to die at home] on a high 

level and signposts you to other areas so you can pick 

what is relevant to you if want to know more” (PPI02)

“As a comment… I understand now what a good death 

means. But if I was in the throes of grief and heading 

towards [wife’s] death, there's no way I would consider 

any death ‘good’. Just… just that language” (PPI01)

“[Referring to ‘Volunteers’ video] I thought that was 

very insightful. Yeah… because I think it's 

something that… if only we could say something like 

that. ” (PPI04)



WHAT’S NEXT?

Further refinement

• We will make final toolkit amendments based on evaluation findings

• Based on participant feedback

• Input from the steering group

• Input from the whole team

Evaluation Report

• We will produce a final project report focusing on toolkit:

• accessibility at lay, operational and strategic levels

• relevance and applicability of the strategies generated by the toolkit

• impact on piloting organisations, and 

• application as well as sustainability of any changes



WHAT’S NEXT? VIRTUAL ROADSHOW

• We shall contact Hospice at Home 

services throughout the country 

with the help of National Association 

of Hospices at Home

• We will send a brief advert 

introducing the toolkit

AND

• Offer to join HAH teams by video call 

to tell them about the toolkit, its 

uses and potential  (based on piloting 

findings) 



THANK YOU
Any questions?

R.Mikelyte@kent.ac.uk
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