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Background: Many people prefer to die at home when the time comes. Hospice at home services
aim to support patients to achieve this. A range of hospice at home services exist; some services have
been evaluated, but there has been limited evidence synthesis.

Objectives: The main objective was to find out what models of hospice at home services work best,
for whom and in what circumstances. Other objectives supported this aim, including an analysis of the
health economic costs of hospice at home models.

Design: The study was an overarching, non-interventional, realist evaluation comprising three phases.
Phase 1 was a survey of hospice at home services. Phase 2 involved 12 case studies, grouped into
four models on the basis of size and 24 hours per day, 7 days per week (24/7), operations, from which
quantitative and health economics data were gathered. Qualitative interview data from bereaved
carers, commissioners and providers were analysed to generate context-mechanism-outcome
configurations. Phase 3 comprised stakeholder consensus meetings.

Setting: Hospice at home services across England.

Participants: A total of 70 hospice at home managers responded to the survey. A total of 339 patient
and family/informal carer dyads were recruited; 85 hospice at home providers and commissioners were
interviewed. A total of 88 stakeholders participated in consensus meetings.

Main outcome measures: The quality of dying and death of patients was assessed by bereaved carers
(using the Quality of Dying and Death questionnaire). A patient’s use of services was collected using
the Ambulatory and Home Care Record.
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ABSTRACT

Results: Hospice at home services varied; two-thirds were mainly charitably funded, and not all operated
24/7. Most patients (77%) had cancer. Hospice at home services overall provided care that was likely to
deliver ‘a good death’, and 73% of patients died in their preferred place. Six context-mechanism-outcome
configurations captured factors relevant to providing optimum hospice at home services: (1) sustainability
(of the hospice at home service); (2) volunteers (use of, in the hospice at home service); (3) integration and
co-ordination (with the wider health and social care system); (4) marketing and referral (of the hospice
at home service); (5) knowledge, skills and ethos (of hospice at home staff); and (6) support directed at
the carer at home. Key markers of a good service included staff who had time to care, providing hands-on
care; staff whose knowledge and behaviour promoted supportive relationships and confidence through
the process of dying; and services attending to the needs of the informal carer. Areas of potential
improvement for most hospice at home services were the use of volunteers in hospice at home, and
bereavement care.

Limitations: The study had the following limitations - heterogeneity of hospice at home services,
variations in numbers and patient clinical statuses at recruitment, a low Quality of Dying and Death
guestionnaire response rate, and missing data. Only patients with an informal carer involved on a daily
basis were eligible for the study.

Conclusions: Hospice at home services delivered high-quality care and a ‘good death’, with the majority
of patients dying in their stated preferred place. Hospice at home providers can improve their impact by
focusing on the features identified that deliver the best patient outcomes. Commissioners can facilitate
patient preference and reduce the number of hospital deaths by working with hospice at home services
to secure their financial sustainability and increase the numbers and range of patients admitted to
hospice at home services.

Future research: Future research should explore the use of volunteers in the hospice at home setting
and evaluate approaches to bereavement support.

Funding: This project was funded by the National Institute for Health and Care Research (NIHR)
Health and Social Care Delivery Research programme and will be published in full in Health and
Social Care Delivery Research; Vol. 10, No. 24. See the NIHR Journals Library website for further
project information.
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Glossary

Ambulatory and Home Care Record A service use data collection tool.
Analysis of variance A technique used to test the difference between two or more mean values.

Australian modified Karnofsky Performance Status A measure of functional status adapted for
palliative care.

Compassionate communities Networks of people (‘neighbours’) supporting each other, often
particularly focused on preparing and enabling a good end of life whenever possible. Sometimes
referred to as ‘compassionate neighbours'.

Context-mechanism-outcome configuration A heuristic used to generate causative explanations
relating to outcomes. The process explores the relationship between an outcome of interest in a
particular context and the underlying mechanism.

Generative mechanism The generative force that leads to an outcome of interest, usually hidden and
context sensitive. Mechanisms consist of intervention resources and how people respond to them.

Integrated Palliative care Outcome Scale A clinical measure used to assess the palliative care needs
of a patient.

James Lind Alliance A non-profit initiative that brings patients, carers and clinicians together in
Priority Setting Partnerships.

NHS Continuing Healthcare A package of care for adults aged > 18 years that is arranged and funded
solely by the NHS. To receive NHS Continuing Healthcare funding, individuals have to be assessed in
accordance with a legally prescribed decision-making process to determine whether or not the individual
has a ‘primary health need'. In particular circumstances, this funding can be ‘fast tracked’ to speed up
the assessment process.

NVivo (QSR International, Warrington, UK) A qualitative data analysis software package.
Phase of illness A patient assessment measure designed for use in palliative care.

Programme theory The overarching theory of how a particular complex intervention may work;
it draws on evidence, data and creative (retroductive) thinking to seek explanations of how, why and in
what contexts an intervention works.

Quality-adjusted life-year A generic measure of disease burden that takes into account both the
quality and the quantity of life lived.

Quality of Dying and Death questionnaire 7-day recall, version 1 A validated instrument measuring
quality of care and death in the last 7 days of life.
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Plain English summary

H ospice at home services have been developed to support people to live at home for as long as
possible, and to die at home if that is their preference.

A survey of 70 hospice at home services across England found considerable variation in how services
were set up, funded and run. We selected 12 hospice at home services that represent the range of
services and recruited 339 patients and their informal carers at home. We interviewed hospice at
home staff, local commissioners and bereaved carers. Using a research method called realist evaluation,
we used all of the data to understand the key factors that need to come together in each hospice at
home service to provide the best possible care. The findings were then presented to a range of people
at workshops to confirm them.

We found that hospice at home services support most of their patients to achieve a ‘good death’ and to
die in their preferred place. What people most valued about hospice at home care in the last days of life
was the time given to provide hands-on care and develop relationships in the home, by staff experienced
in death and dying. Earlier contact from a hospice at home service also had a positive impact on outcomes,
and another important factor for success was support for the family carer in the home.

Hospice at home services could be improved by considering their integration with wider local health
services and their role in terms of medical/clinical versus hands-on care at different stages. They could
look at using volunteers more flexibly and offering bereavement care aligned to what bereaved carers
wanted, which was support from staff who were directly involved in the care. Commissioners could
facilitate patient preference and reduce the number of hospital deaths by working with hospice at home
services to secure their financial position and increase the numbers and range of patients admitted to
hospice at home services, without compromising on key features of hospice at home that benefit
patients and their family carers.
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Scientific summary

ome of this text has been reproduced from Butler C, Brigden C, Gage H, Williams P, Holdsworth L,

Greene K, et al. Optimum hospice at home services for end-of-life care: protocol of a mixed-methods
study employing realist evaluation. BMJ Open 2018;8:e6021192. © Article author(s) (or their employer(s)
unless otherwise stated in the text of the article) 2018. All rights reserved. No commercial use is
permitted unless otherwise expressly granted. This is an Open Access article distributed in accordance
with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is
properly cited. See: https://creativecommons.org/licenses/by/4.0/. The text below includes minor
additions and formatting changes to the original text.

Background

The UK is a world leader in end-of-life care (EOLC), which has evolved from the hospice movement
since the 1960s. Hospice at home (HAH) services aim to offer the quality and ethos of hospice care

at home to support dying patients to have a ‘good death’ and to provide patients with a choice

about where they receive their care at the end of life, which is central to UK policy. The majority of
patients who express a preference state that they wish to die at home (although many do not express
a preference for place), and the evidence indicates that the number of people expressing this wish is
increasing. Establishing how care can be delivered and maintained at home was identified as a top 10
research priority by the James Lind Alliance in 2015. Future projections demonstrate that the number
of older people in the UK will increase over the next few decades and that the number of deaths every
year will rise. The provision of HAH services will be important to help meet this demand.

Prior to this study, the evidence about HAH services was mixed and demonstrated wide variation in
service provision and the settings in which they operated. Published reports described individual services
without comparators and reported a range of different outcome measures. Lack of clarity about what
aspects of services produce which outcomes made sharing good practice between HAH services difficult
and stifled efficient service development. It was therefore important to understand how best to deliver
effective HAH services, in a cost-effective manner, to achieve the outcomes desired.

Objectives

The study’s aim was to investigate the impact of different models of HAH on patient and carer
outcomes and experiences of EOLC. The overarching research question was as follows: what are the
features of HAH models that work, for whom and under what circumstances?

The objectives to address the primary research question were as follows:

® identify the range and variation of HAH models operating across England in terms of patient criteria,
organisation and delivery of services

® categorise the models by type, setting and key features

® select case studies of each model to enable an assessment of the impact of model type on patient
and carer outcomes

® investigate the resource implications and economic costs of patient care in each model

® explore the experiences of patients, family carers, providers and commissioners of the different
HAH models

® identify the enablers of and barriers to embedding HAH models as part of service delivery for EOLC.
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Methods

Hospice at home is a complex intervention and part of a whole system of health and social care
delivery. The research design was informed by realist evaluation, a theory-driven methodology
increasingly used to evaluate complex interventions, including services for EOLC.

The study had three phases.

Phase 1: national telephone survey

Hospice at home services across England were approached to provide data to enable the development
of a typology of service models (categorising the services into types) in terms of service size, setting,
staffing, funding, patient eligibility and service operations.

Phase 2: case studies

Representative services from the different service types identified in phase 1 were recruited to allow
in-depth exploration of context-mechanism-outcome (CMO) configurations. At each site, patient and
carer dyads were recruited on admission to HAH. A mixed-methods approach collected quantitative
data, comprising information about the patient and the informal/family carer on admission to HAH and
outcome measures from carers post bereavement [i.e. Quality of Dying and Death questionnaire (QODD),
achievement of preferred place of death (PPOD), service satisfaction]. Qualitative interview data were
also collected (from carers post bereavement, service providers and commissioners) and analysed by
repeated refinement through research team consensus meetings over an 18-month period. In addition,
health economics data, comprising carer-reported patient service use data using the Ambulatory and
Home Care Record, which was administered by telephone interview every 2 weeks between recruitment
to the study and death, were collected.

Phase 3: stakeholder consensus

Two national consensus workshops were held in London and Leeds in early 2020. Participants
included service providers, commissioners, researchers and members of the public. Emerging findings
from the study and relationships between contexts, mechanisms and outcomes were presented to the
stakeholders in a variety of workshops and formats, for discussion, refinement and validation.

Findings

Phase 1

Seventy (55% response rate) HAH services in England reported varied settings, activity, staffing
configurations and patient criteria. Although almost all HAH services provided personal care,
psychosocial support and symptom management, not all provided this 24 hours per day, 7 days per
week (24/7). Most services provided care for between 1 week and 2 months from referral to death
and reported using more health-care assistants (HCAs) than registered nurses (RNs). Two-thirds of
services reported that they were financed mostly from charitable sources.

Categorising the hospice at home services/the typology
Based on phase 1 findings and study team discussions, four service models were defined by size
(large vs. small services, with a cut-off rate of 365 referrals per year) and provision (or not) of 24/7 care.

Case study sites and recruitment

Twelve case study sites were recruited across the four models. Services were selected to represent

a range of other factors: different areas of England, admission criteria, urban/rural setting, deprived/
affluent demographic and staffing mix (RNs and HCAs). A total of 339 patient-carer dyads entered the
study. Interviews were conducted with 76 service providers, nine commissioners and 76 bereaved carers.
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Patient and carer data

Most patients recruited to the study had a diagnosis of cancer (76.8%); most informal/family carers were
female (70.2%) and the spouse/partner of the patient (60.4%). Patients varied considerably on admission
to HAH: 48.0% had a modified Karnofsky performance status score of > 50% [range 0% (dead) to 100%
(normal function)]. Participants in model 1 (larger, 24/7 services) differed from those in other models:
they were in the study longer (accepted by the HAH service further from death) and had better health
status at recruitment. The duration of time in the HAH service varied from a few hours to > 1 year, and
services commonly struggled to achieve discharge or transfer of care to other providers.

Qualitative interview data

The qualitative interview evidence was used to refine programme theories into CMO configurations;
six main themes emerged that significantly affected patient and carer outcomes: sustainability (of the
HAH service); volunteers (use of, in the HAH service); integration and co-ordination (with the wider health
and social care system, including commissioners); marketing and referral (of the HAH service); knowledge,
skills and ethos (of HAH staff); and support directed at the carer or patient-carer dyad at home.

Primary quantitative outcome measure: Quality of Dying and Death questionnaire findings

The median QODD score was 70.7 (range 0-100, with 70 indicating a good death).

® Higher (i.e. better) QODD scores were elicited from female carers, from university-educated carers,
from patients who had known they were dying for a longer time, and especially when patients had
died at home or in a hospice.

® When all items were adjusted for, smaller services (models 2 and 4, with and without 24/7 services)
delivered significantly higher (~12) QODD scores.

Other quantitative measures

® A total of 73% of patients achieved their PPOD, with no statistically significant difference between
the four service models; this proportion was 82.3% in model 2 (smaller, 24/7 services).

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

® Most participants reported that they received as much support from health and social care services
as they needed; female patients reported a lower level of support; carers in model 2 were eight
times more likely to report receiving all of the support they needed.

® Carers overall rated the help and support they received as excellent. Better ratings were associated
with university-educated carers; worse ratings were associated with patients dying in hospital.
There was a trend for carers in model 2 to report a better quality of support.

Health economics findings

Home nursing and personal caring were the services most frequently accessed by participants. Service
use increased closer to death. In the last 2 weeks of life, the median number of nursing and personal
caring visits was 1.76 per day, and informal/family carers provided an average of 20 hours of caring per
day. Service use and costs were lower in model 1 (larger, 24/7 services) than in the other models, but
reasons for this could not be identified. Costs of informal care (valued by replacement cost methods)
exceeded formal care costs in all models. More intensive in-home nursing and personal caring in model 2
(smaller, 24/7 services) coincided with better QODD scores, more patients dying in their preferred place
(not significant) and higher carer satisfaction scores than in other models.

Synthesis of findings from the mixed-methods data

Achieving preferred place of death and reducing the number of hospital admissions
Hospice at home enabled the majority of patients to achieve their PPOD and patients who had been
in HAH services had a very low chance of dying in the acute hospital setting compared with the
national average.
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SCIENTIFIC SUMMARY

Time to care and expertise

Family/informal carers placed a high value on HAH staff in comparison with others (care agency staff,
community nursing staff). HAH staff made them feel that they had ‘time to care’ and that they were
clearly experienced in and comfortable with dying and death.

Caring for the carer

Successful care at home depends heavily on the informal/family care set-up. Services providing
assessment, care and support directed at the family carer and taking into account the needs of the
‘home dyad’ were highly valued. HAH services could usefully review their bereavement services as
current provision was, on the whole, not providing what bereaved carers wanted, which was support
from staff who had been directly involved in the care.

Hands-on care

One way of understanding different models of HAH services that emerged was to place them on

a spectrum from ‘medical’ (higher grades of skilled, registered staff giving advice and prescribing
medications) to ‘social’ (focus on hands-on care). Hands-on, relational care was particularly valued by
carers in the period close to death.

Hospice at home integration with health and social care systems: balancing internal

and external investment

In terms of HAH service sustainability (of both funding and workforce), it emerged that the direction in
which HAH tended to have a predominant focus was important: either internally focused (on staff support
and development) or externally focused (on external relations, reputation, educating others). A significant
investment in either direction to the detriment of the other was unfavourable to service sustainability.

Service size and outcomes

Smaller services tended to deliver better outcomes, but the key features that any service could replicate
were the speed of response to need, the intensity of care provided and working closely with other
services. Larger services provided other benefits worth imitating, in terms of earlier interventions and
breadth of services. However, making early contact and then placing the responsibility for seeking
further help onto carers was not found to be supportive.

Utilising volunteers

Although the enormous contribution of volunteers to wider hospice services was recognised, volunteers
were an underutilised resource in HAH. Most organisations were reluctant to use volunteers to support
patients at home who were close to death and suffering significant physical disability; linked to this

were worries about safety and accountability. However, volunteers could be utilised in different ways: to
provide support with domestic tasks in the home (as in the COVID-19 pandemic), to provide direct
patient care when the volunteer has a professional background or in a looser model whereby hospices
facilitate an approach more along the lines of Compassionate Communities and neighbourliness, rather
than ‘professionalising’ volunteers and overbureaucratising the arrangements.

Limitations

The data collection for the study relied heavily on informal/family carers both before and after a
patient’s death, and we were therefore unable to recruit patients who did not have such a carer
involved on a daily basis. We were not able to provide translation services and could not therefore
recruit participants unable to complete questionnaires in English. We omitted to gather data on the
ethnicity of patients and carers, which was a significant oversight and one that was highlighted at the
consensus meetings.
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A significant number of patients admitted to HAH services lived for longer than we had anticipated
when the study was designed. As a result, not as many patients as estimated died during the study,
and thus post-bereavement data are missing; in addition, the post-bereavement response rate was
lower than predicted. The QODD proved difficult and arduous for carers to complete, resulting in
missing items. This also had an impact on the recruitment rate for post-bereavement interviews, which
was lower than expected.

Recruitment was slower than expected, and more HAH services had to be included in the study to achieve
the target patient sample size. As a result, there was heterogeneity of services within each model (except
model 3: larger, not 24/7 services) and also variation in the numbers of recruits from different services.
These factors meant that summed or averaged descriptors from each model (e.g. case-mix descriptors or
costs) were difficult to interpret. Services contributing a lot of recruits to a model tended to dominate in
the quantitative and health economic analyses. The precision of estimates of service model effects was
impeded by missing data, including on service use. The allocation algorithm used to allocate service use
reported by carers to time periods before death may have introduced some inaccuracies.

Conclusion and implications

For people approaching the end of their lives who wanted to die at home, HAH services provided
care that was likely to deliver ‘a good death’ and was highly valued by its recipients. Patients admitted
to HAH services were likely to achieve their PPOD and unlikely to die in hospital. Learning from
different models of HAH could be utilised to develop and improve services. Carers in one model
(model 2: smaller, 24/7 services) reported receiving more ‘in-home’ services and better outcomes.
There was evidence that commissioners could improve the quality of EOLC for their populations by
engaging with HAH services in future funding and development plans.

Research recommendations

The study indicated areas for further research: HAH bereavement services; HAH utilisation of volunteers;
timing and intensity of HAH input; and further development of the QODD, which to our knowledge, was
used for the first time in large numbers in the UK in this study.

Funding

This project was funded by the National Institute for Health and Care Research (NIHR) Health and
Social Care Delivery Research programme and will be published in full in Health and Social Care Delivery
Research; Vol. 10, No. 24. See the NIHR Journals Library website for further project information.
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Chapter 1 Introduction

Context

Hospice and palliative care services in England

The UK is world-leading in hospice and palliative care (H&PC) services, which care for people with
life-limiting health conditions and those approaching the end of their lives.! These services are small or
extremely small players operating in a complex system of health and social care that people approaching
the end of life must use and navigate. Hospice services in the UK historically began in the charitable
sector, and most of the funding for H&PC services continues to be derived from charitable sources. H&PC
organisations are also in receipt of NHS funding (on average, the NHS contributes 32% of total funding to
hospices in England?) and are subject to NHS commissioning processes. These factors, together with their
small size, provide a range of challenges for H&PC organisations in terms of funding and sustainability.

Individual H&PC services have developed in localities as a result of voluntary activity led by key local
people. There is a strong sense of ownership in communities of their ‘local hospice’, which continues
to be vital for fundraising activities and generates a large supply of willing volunteers. The reputation
of the hospice, both as a worthy, local charity and for excellence in care, is held very dear for all of
these reasons . The public’s sense of identification with its local hospice tends to focus on the bricks
and mortar building, and there is often less awareness or understanding of palliative care community
services, including hospice at home (HAH) services.

National strategic direction

National strategy in England sets further context in terms of the drive towards encouraging choice
about where people receive care and increasing the opportunities to be cared for and to die at home
(moving away from the acute hospital sector).2 This would seem to be in step with public preferences;
evidence suggests that the majority of people would wish to die at home,* and also indicates that

the number of people expressing this wish is increasing.>¢ Identifying how care can be delivered and
maintained at home was a top research priority in a public consultation by the James Lind Alliance in
2015.7 However, in 2019, only 24.4% of all deaths in England occurred at home (not including care
home deaths)8 and it seems that, overall, health and social care services are not well equipped to meet
this demand.?

Another direction of national strategy that provides context for this study is that towards the integration
of health and social care. H&PC services lend themselves naturally to this integration because holistic
care, recognising the physical, psychological, social and spiritual aspects of people’s needs, has long
been a basic precept of good palliative care. H&PC services routinely employ social care professionals,
counsellors and spiritual care staff in addition to health-care professionals (HCPs).

Broader cultural and societal issues

Although H&PC services are prized and respected, as described previously, the reality of talking about
and accepting death and dying in contemporary health care is more of a challenge. The public increasingly
demands more and better acute, interventional health care into older and older age, staving off the
inevitability of the ending of life. In this context, HCPs may lack the skills or confidence to open discussions
about curtailing interventional medical care when it can no longer offer benefit and about planning for
death and dying. H&PC services, which are so explicitly geared to death and dying, may therefore struggle
to be accepted and to attract referrals of people who could benefit from their care. This issue may have
even more impact in some cultural or faith communities or among those with diseases other than cancer,
which are not as clearly identified with dying.
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In addition to these influences, caring for and enabling people to die at home is affected by significant
societal changes that have been under way over many decades. It can no longer be assumed that families
will live nearby or have the resources to provide unpaid care. Home-based care of any description is heavily
dependent on family/informal care, and those without such support have a more limited range of options.

Hospice at home services and the evolution of this project

Hospice at home services sit within this web of factors as a subset of H&PC services, often, but not
always, linked to a local hospice organisation and building. Most of these services explicitly aim to
support care and dying at home when this is the preferred place of death (PPOD).

In 2007, Pilgrims Hospices in East Kent decided to increase community palliative care provision to
enable more patients to die in their own homes. To ensure that these service changes were in line with
the best available evidence, a literature review of the evidence for HAH services was commissioned
from the University of Kent. The literature review?® indicated that the evidence base for the efficacy
of such services was weak, with few controlled studies, although many qualitative studies indicated
that such services were appreciated by patients and families. The characteristics of services that
appeared to produce the most favourable outcomes included care given by palliative care specialists,
out-of-hours (OOH) availability, crisis intervention and rapid-response capability. Based on the findings
from the literature review, the hospice designed and implemented a new HAH service.

A successful application to the National Institute for Health and Care Research (NIHR) Research for
Patient Benefit funding stream was made to evaluate the impact of the new service. The evaluation
used a quasi-experimental cluster design and the results have been published.!12 This new service
did not improve patients’ chances of dying in their preferred place (> 60% of patients died in their
preferred place in both the intervention and the control groups), although patients in areas where the
HAH service was operating had a significantly higher rate of a preference to die at home.

From the results of this study, a number of questions remained unanswered:

® |s there a better service configuration than the one examined here that would allow more patients
to die where they prefer and to have a good quality of death?

® One of the gaps in this service was difficulty accessing medications, which was, in part, due to
challenges in working with other community providers - how can we improve this with our partners
in the community?

® What would be the highest level of achievement of PPOD we could hope to reach, that is what is a
realistic gold standard and what services are able to deliver this?

Our collaboration with the National Association for Hospice at Home (NAHH) for this current study
confirmed that these questions, and the overall question of ‘what does an optimal HAH service look
like?’, were commonly debated across the sector.

An updated literature review confirmed that the published evidence for HAH services continued to
demonstrate wide variation in HAH service provision and the settings in which such services operated
around England. Services that had been evaluated often demonstrated positive benefits for patients,
such as increased choice and dying at home.!314 However, the published studies reported such a range
of different outcome measures that there was no opportunity to synthesise the data or to make useful
comparisons. It was also unclear what elements of HAH services delivered which outcomes and to
what extent such outcomes were delivered in conjunction with other services that formed part of the
whole system of care. This lack of clarity about what aspects of services produce the desired outcomes
for patients (and their families/informal carers) makes sharing good practice between HAH services
difficult and limits efficient service development.
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Aim and objectives

Parts of this section have been reproduced from Butler et al.1> © Article author(s) (or their employer(s)
unless otherwise stated in the text of the article) 2018. All rights reserved. No commercial use is
permitted unless otherwise expressly granted. This is an Open Access article distributed in accordance
with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is
properly cited. See: https://creativecommons.org/licenses/by/4.0/. The text below includes minor
additions and formatting changes to the original text.

The aim of this study was to investigate the impact of the organisation, delivery and settings of different
models of HAH on patient and carer outcomes and experiences of end-of-life care (EOLC) in England.
Given the complexity of the whole system of care used by patients at the end of life, the range and
variation of HAH services themselves, and the many different settings in which they operate, a realist
evaluation methodology was chosen.1¢17 This theory-driven methodology uses iterative, qualitative data
analysis, supplemented in this study by quantitative data, to identify the underlying generative mechanisms
that produce outcomes in complex systems. In addition, the study looked at the financial cost of care in
the different services and settings.

The overarching research question that the study addressed was as follows: what are the features of
HAH models that work, for whom and in what circumstances?

The detailed study objectives were as follows:
® phase 1

O identify the range and variation of HAH services operating across England
O categorise the HAH services into models according to key features and setting

® phase 215

O assess the impact of each model on patient and carer outcomes

O investigate the resource implications and costs of patient care in each model

O explore the experiences of patients, family carers, and providers and commissioners of the
different HAH models

O identify the enablers of and barriers to embedding HAH models as part of service delivery.

Report structure

Chapter 2 describes the published literature about evaluations of HAH services in England. As a spin-off
from this study, a realist-informed review of the literature was also undertaken and was utilised in the
qualitative analysis.18 Chapter 3 includes information about realist methods, descriptions of the three-
phase study design with diagrammatic illustrations and details about the mixed-methods data analysis.
Chapter 4 describes the development, management and contribution of patient and public involvement
(PPI) in the study. Chapters 5-7 present the results: Chapter 5 presents the results of the survey
undertaken in phase 1, Chapter 6 presents the quantitative data and the health economics results and
Chapter 7 presents the results of the qualitative data analysis. The synthesis of the overall mixed-methods
data set is addressed in Chapter 8, alongside the discussion. Chapter 9 presents the study conclusions,
implications for health care, limitations and recommendations for future research.
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Chapter 2 Review of the literature

Parts of this chapter have been reproduced from Butler et al.1> © Article author(s) (or their employer(s)
unless otherwise stated in the text of the article) 2018. All rights reserved. No commercial use is
permitted unless otherwise expressly granted. This is an Open Access article distributed in accordance with
the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to distribute,
remix, adapt and build upon this work, for commercial use, provided the original work is properly cited.
See: https://creativecommons.org/licenses/by/4.0/. The text below includes minor additions and formatting
changes to the original text.

Introduction

This chapter reports the review of the literature to understand existing models of HAH services in the
UK and their evaluation.

Background

Providing patients with choice about where they receive their care at the end of life remains central
to UK policy® and HAH services have been introduced to support patient choice if their wish is to die
at home. The number of patients wishing to die at home has been increasing.5¢ Home palliative care
increases the chance of dying at home and reduces patient symptom burden and grief for family carers
post death.?

Stosz!° conducted a literature review in 2008 to establish the evidence base for HAH services.

The characteristics identified and the terms describing the services operating included the following:

a palliative care service provided in the home environment, OOH, hospital at home, community specialist
palliative care, crisis intervention and rapid-response teams. The recommendations from that review were
that a successful intervention should include the following:

® 3 service operating in addition to existing community services that is available throughout the
course of the end stages of illness (particularly in the last few weeks of life when crises may occur)
® rapid access to specialist input at all hours
providing access to medication and equipment
® viewing the informal carer as integral to the care team and recognising carer burden.

Based on the findings and recommendations of the Stosz° literature review, Pilgrims Hospices in

East Kent developed a new HAH ‘rapid-response’ service caring for adults in the last 72 hours of life.20
Evaluation of this service was conducted through a pragmatic quasi-controlled trial.!* Although the
new service was cost neutral and enabled more people to die at home, it did not improve hospice
patients’ chances of achieving PPOD (primary outcome).

In 2012, the NAHH and Help the Hospices (now Hospice UK; London, UK) collaborated to conduct a
multiservice survey (across 76 services in England), which started to describe the landscape of HAH
services across the country (Heather Richardson and Andrew Thomson, Hospice UK, 2014, personal
communication). The conclusions from this work were that HAH services were not homogeneous and
that there were at least two models of care, despite the shared name of HAH. A clear distinction was
found between one set of services, delivering high numbers of completed episodes of care (> 50 episodes
of care per service per month), and the other set, providing significantly fewer completed episodes

of care (< 50 per month). In addition, there were notable differences relating to reasons for referral,
episode duration, who was involved in care, and knowledge regarding preferences and PPOD.
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The recommendations from this survey acknowledged that there was a need to further increase
understanding of HAH. There was lack of clarity about what was the best model of care, for example there
was uncertainty about skill mix and to what degree teams should incorporate senior staff alongside more
junior nurses and social carers (Heather Richardson and Andrew Thomson, personal communication).

The NAHH also published recommendations in the form of national standards for HAH services, which
they developed through workshops with HAH service professionals in May 2011, November 2011

and May 2012. These resulted in six agreed core standards, with examples of structural, process and
outcome criteria underpinning them:2!

1. The HAH service has a workforce management, education and development strategy that ensures
the competence and confidence in practice of its employees to deliver and support high-quality
clinical services.

2. The HAH service is integrated into the local EOLC service provision and involved in providing
co-ordinated care for patients and families.

3. The HAH service clearly defines and communicates referral criteria and pathways to all referrers,
key stakeholders and other partners.

4. The HAH service ensures that patients, and their families and carers, receive the service
information required to enable them to make informed choices in relation to their preferred place
of care and support, including at the end of life.

5. The HAH team’s care and support service, in partnership with other agencies, meets the assessed
needs of patients, carers and families.

6. The HAH service has systems and processes to ensure pre-and post-bereavement support for
patients (when appropriate), carers and families.1s

The findings from these projects indicated that there was value in HAH as a concept, but led to the
broader question of what would be the most successful and cost-effective model of HAH that could
improve the outcomes for an even higher proportion of patients whose preference was to die at home,
in their area. This prompted a further review of the existing literature, to understand what different
HAH models existed in the UK and their value, that is whether or not any comparative data or assessment
of optimum HAH service model delivery existed. This review of the literature, initially conducted in 2014,
and updated in 2017, 2019 and 2020, is described in the following sections.

Search strategy for hospice at home models, comparators and outcomes

The search sought to identify any type of literature or study that aimed to describe or evaluate a
HAH model in the health and social care setting of the UK that was providing care to adults with a
life-limiting illness who wished to die at home. The service could be described as a HAH service by
name or could potentially be a community service under a different name. Therefore, the search
strategy included concepts that could identify these services in the literature. The search concepts
were chosen based on the previous literature review.!s

The criteria for selection of articles were as follows:

® HAH service
® community service under a different name with clear HAH characteristics:

O rapid response

O crisis management

O 24-hour coverage

O staff in service were palliative care specialists who were hospice trained.

e UK based.
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A set of searches was carried out on several databases of academic publications, grey literature and
current research (Figure 1; also see Appendix 1, including Tables 19-21, for further details).

Scoping the literature on service models and evaluations

Sixty-three papers/grey literature sources were identified from the searches. The articles were analysed by
recording key information from each article relating to (1) study design and (2) service description (Table 1).
This provided information to scope what types of services existed and what work had been undertaken
to evaluate them. Any identified barriers to and facilitators of accessing the service, or the service
achieving its aims, were also included.

Many articles included were evaluations or descriptions of one service model in one locality. However,
13 articles (involving 11 studies) looked at several models of care. Two of these were multiservice surveys
to understand and scope HAH models: the NAHH/Help the Hospices survey mentioned previously
(Heather Richardson and Andrew Thomson, personal communication) and the survey conducted as phase 1
of the OPtimum hospice at home services for End of Life care (OPEL) study.?2 Eight were literature reviews
or syntheses.5101823-27 Hashem et al.18 applied a realist logic of analysis to their review of HAH.

Taylor et al.22 conducted a literature review of the international evidence for models of care supporting
effectiveness in reducing inappropriate/non-beneficial hospital bed-days for people nearing the end

of life; they concluded that such evidence was generally limited or absent. HAH was one type of care
described in the review.2
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FIGURE 1 The Preferred Reporting ltems for Systematic Reviews and Meta-Analyses (PRISMA) 2020 flow diagram.
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REVIEW OF THE LITERATURE

TABLE 1 Information gathered from literature

1. Study design 2. Service description

Aim of study Location

Population Description

Methods Aim of service

Primary outcome(s) Rapid-response service?
Cost analysis? Target group

Main findings Definition of HAH provided?
Limitations Barriers

Future research suggestions Facilitators

The criteria for ‘home palliative care’ services were much broader than the definition used for HAH in
some of the reviews, and looked at literature beyond the UK.52425 Sarmento et al.25 undertook a review
of qualitative evidence to understand patients’ and family caregivers’ experiences, and the key components
of care that shaped the experiences of service users. Shepperd et al.> undertook systematic reviews of
the trial and controlled study literature on home-based EOLC. Bainbridge et al.24 identified components
of home-based programmes: a total of 30 unique components were identified by a content analysis of
the literature. Efficacious programmes included multiple components; the most common were linkage
with acute care, multidisciplinary nature, end-of-life expertise and training, holistic care, pain and
symptom management, and professional psychosocial support. Luckett et al.6 looked to understand
elements of effective palliative care models in a range of settings, not just home care. They identified
essential attributes of effective palliative care models to be communication and co-ordination between
providers, rapid response to individuals’ changing needs and preferences over time, skill enhancement
and specialist expertise. Another study looking at care models provided a set of criteria to define and
compare models of UK specialist palliative care, which distinguished home-based care from other forms
of care as one criterion, with several other cross-cutting criteria.22 Another looked at a number of models
of care, but only within a primary care setting.2230

A smaller number of articles (seven) identified in the review looked at variations of the same service
model: the Midhurst Macmillan Specialist Palliative Care at Home Service3!-33 and the Marie Curie
Delivering Choice Programme;34-37 realist evaluation principles were used in one evaluation of each
service model.3237 The Marie Curie programme was implemented across two counties, and included
co-ordination centres, a telephone advice line, ‘discharge in reach’ nurses, a specialist community personal
care team and nurse educators. The importance of having ‘highly skilled’ palliative professionals with
‘dedicated and sufficient time’ to support informal carers in navigating the system was noted. The whole-
system approach of the Delivering Choice Programme underpinned its success, which relied on the
collective effort of senior and front-line professionals across hospices, the NHS and social care services.
In contrast, Johnston et al.32 found variation in the implementation of the Macmillan service across its
six sites. Overall, they concluded that users of the service were more likely to die at home, and identified
the importance of rapid response, early referral, good leadership, flexible working and the added value of
health-care assistants (HCAs) and volunteer roles within the service, in particular for psychosocial support.
These studies assessing specialist palliative care models highlighted the variation in the components of
HAH or home-based palliative care services.

Description of services

The majority of HAH services offered service provision that had long periods of involvement (i.e. not
just for the last days or weeks of life) and did not provide a crisis management element or a 24-hours-
per-day, 7-days-per-week (24/7), rapid-response service.
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Common service characteristics identified in the literature were as follows:

® enabling patients to be cared for and to die in their place of choice, namely home

® specialist staff [whether HCA or registered nurse (RN) core staff] with high levels of palliative
care expertise

® ability to provide more staff time with a patient

® some HAH named services offered ‘sitting’ services or assisted discharge from hospital.

A diverse range of multifaceted services was described in the literature based on locally perceived
need, for example population/geography, which tended to complement other existing services.
However, some inequality of access was observed, for example:

® Association between greater deprivation/lower socioeconomic status and lower rates of access
to HAH.3839

® |nequality in referral practices in primary care - difficulties in prognosis and identifying terminal
phase of non-malignant diseases. The majority of patients seen by HAH were cancer patients.3940

Some publications described the process of service development204142 through learning from the
evidence base, listening to their local stakeholders and service users or by replicating service models
that seemed to work elsewhere. An example of sharing of lessons learned for service development was
published by a service in north-west England, which provided its own 10 steps to develop an effective
HAH service: preparation, being clear on what it can offer, clinical leadership, staff have community

or palliative care experience, comprehensive induction with the hospice, support for staff, good lines

of communication with primary care teams, reassurance to other health professionals (e.g. about

not ‘taking over’), clear referral criteria agreed by all stakeholders and publicity among the public.#3
The provision of services was often still evolving, and services were being evaluated in the light of the
need to secure further funding to continue.*445

Evaluations of services

The majority of evaluations of single HAH services were descriptive, capturing views of service users
and/or the service staff.13144345-47 They did not have a control group and had small sample sizes.
Tyrer and Exley#® focused on the demographics of the service users, referrals and service use.

Some evaluations captured the views of bereaved carers.122048-50 Grande et al.5! looked at the impact
of HAH on carer bereavement. Other studies included views of referrers to the service, such as
community nurses/district nurses (DNs) and general practitioners (GPs).52-5¢ These descriptive studies
tended to use surveys or qualitative methods such as focus groups and interviews.

Buck et al.3*#4 evaluated services by reviewing case notes, and Koffman et al.#” measured clinical and
psychological changes at the time of referral to HAH and after receiving the service, for patients with
advanced human immunodeficiency virus/acquired immunodeficiency syndrome using the support team
assessment schedule.#” Others reviewed their current service provision by how well they had met key
performance indicators or other objectives of their services, or patient outcomes.4257.58

Some evaluations assessed the extension of already established HAH services. These included the
introduction of additional OOH support,5?¢° a respite serviceé! and combining existing services to
enable cross-working between multidisciplinary teams.¢2 Strategic changes played a key part in the
success of one service.6°

The difficulty of trial designs in palliative care was acknowledged in the literature, and only two of
the evaluations reported were trial designs. One of these was in east Kent, where a pragmatic,
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quasi-experiential, controlled trial to evaluate a rapid-response HAH service was undertaken.11.20

The second trial was of a ‘hospital at home’ service in the Cambridgeshire area in the late 1990s.38¢3-65
The latter service was more focused on the provision of respite care, rather than rapid response,

and was not a ‘specialist’ service as is characteristic of the more recent HAH services. There were

two retrospective cohort studies in which patients were not randomised: one observed outcomes of
patients who accessed the service*® and the other compared the outcomes of patients who accessed
the service with those of patients who did not.3¢ One evaluation did attempt a before-and-after study,
but had to abandon it because of small numbers.4!

Only four evaluations included a health economic component to try to assess the cost-effectiveness
of their service.>366¢7 The Spiro et al.¢” pilot study suggested a model that could offer an economic
propostion, but concluded that assessing the cost of EOLC was complex.¢” Gage et al.¢¢ and Addicott
and Dewars8 found the services they were evaluating to be cost neutral, but offered an increased
likelihood of achieving death at home. Grady and Traverss® were not able to draw firm conclusions
because of the limited number of data.

Place of death was a common outcome measure for evaluations to assess what proportion died at
home and prevention of admission to hospital/hospice. Otherwise, outcomes were weaker and looked
at ‘impact’ or ‘strengths and weaknesses’ in line with the descriptive nature of the majority of studies.

Themes identified in the literature

The following themes were identified as features of HAH services that work well, but there were
also challenges:

e Staff offered specialist knowledge and something over and above other service provision at home.
A particular feature was that HAH services were able to spend time with the patient that other
services visiting the home could not provide. Good communication was also key.

® A minority were rapid-response/24-hour services; only seven offered rapid response.40424345485369,70
Services providing rapid response reported effectiveness in enabling patients to remain at home.

® Eight services in the literature offered 24/7 OOH provision. Some provided full service, whereas
others offered a reduced service OOH, for example a telephone advice line or voluntary staff. OOH
provision was seen as desirable for many services that were not offering it. However, difficulties
continued to be identified, even for those that were offering 24/7 services, for example access to
medication, fewer staff and less medical support OOH.

® |[nstead of 24/7 rapid response, services tended to offer ‘sitting’ respite, appointment-based services
or assisted discharge from inpatient units to allow a patient to be at home.

® The role of the carer was key: HAH services helped to provide physical, emotional and social support
to relieve carer burden, and also provided bereavement support in some cases.

® Working with primary care teams (GPs and DNs). Patients remained under the care of the primary
care teams, so HAH services complemented this. Communication was key to reassure them that the
HAH service was not ‘taking over’.

® |ssues of timeliness in receiving equipment into, and removing it from, the home.

Conclusions of the review of the literature
Hospice at home is an umbrella term with no clear service specification. Many hospices have adapted

and used elements of what could be described as HAH, resulting in many different models of HAH
being implemented in practice.
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This literature review set out to identify the literature that described HAH service models in the
health and social care setting of the UK, or community models under a different name that had HAH
‘characteristics’ in terms of rapid response, crisis management, 24-hour coverage and palliative care
specialist staff who were hospice trained. A limited number of studies of services, described as HAH,
met all these characteristics. Most often, HAH services shared the objective of enabling a patient to
die at home if that was their place of choice, but they were less likely to provide the service on a
24/7 basis that offered rapid-response crisis management. Other elements that these services did
provide were appointment-based services such as ‘sitting’ respite-type services or assisted discharge
from inpatient units to allow a patient to be at home. A theme present through all the service models
was staff with high levels of palliative care experience. The additional time they were able to spend
with patients, which other services visiting the home could not provide, was a highly regarded element
of HAH service provision, whether the core staff were RNs or HCAs.

The literature supported the proposition that HAH services at the end of life are valuable and complement
existing service provision, but much of the literature was limited and the evidence was relatively weak.

Summary

The literature endorsed the value of HAH services in supporting patients to remain at home to receive
their care at the end of life. However, the review of the literature posed important outstanding questions
and highlighted continuing gaps in evidence about the most successful and cost-effective service
configuration and activity. These questions cover the following topics: staffing profile, working patterns,
communication and co-ordination with other local services, and support for carers. The review informed
the funding application to Health and Social Care Delivery Research for the development of the OPEL
study to identify optimum HAH services at the end of life.?s
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Chapter 3 Methodology

Parts of this chapter have been reproduced from Butler et al.t5 © Article author(s) (or their employer(s)
unless otherwise stated in the text of the article) 2018. All rights reserved. No commercial use is
permitted unless otherwise expressly granted. This is an Open Access article distributed in accordance with
the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to distribute,
remix, adapt and build upon this work, for commercial use, provided the original work is properly cited.
See: https://creativecommons.org/licenses/by/4.0/. The text below includes minor additions and formatting
changes to the original text.

Hospice at home is a complex intervention operating within the wider system of health and social care
delivery. Hence, research methods were required that could capture the complexity of the intervention
and the impact of the implementation of different HAH models on the organisation, delivery and
experience of EOLC from the perspective of service users (patients) and their family carers, and service
providers and commissioners.

The research design was informed by realist evaluation,'” a theory-driven methodology increasingly
used to evaluate complex interventions,” including services for EOLC.37 Realism provides the philosophical
foundation for realistic evaluation. At the core of realism is the notion of ‘generative mechanisms’.

A generative mechanism is a causal link, the ‘black box’ that leads from A to B and creates an ‘effect’.”2
Realist evaluation attempts to theorise what the mechanisms are, even though they are not necessarily
‘measurable’ in an empirical sense, and it seeks to find evidence of their existence. The relationships between
mechanisms, the contexts in which they are operating and the effects they produce are represented through
propositions that take on a basic formula: context + mechanism = outcome. Thus, the aim of empirical
research is to identify patterns to support an explanatory theory about what mechanisms are working
(or not) in a given situation.”® A pluralist approach to data collection suits a realist evaluation.

Realist evaluation analysis in mixed-methods research

Realist evaluation analysis aims to understand both what is happening and how it is happening in

an intervention. Understanding how contextual factors influence health interventions, such as HAH,

is central to this methodology. It is acknowledged that an intervention and its outcome are dependent
on contextual factors, and understanding how, why, for whom and when an intervention works?¢ is
core to the approach. The context-mechanism-outcome (CMO) configuration is central to the analysis,
which is intended to be pragmatic in that findings can be transferable across settings.”* The idea that it
is people and their responses to interventions that create change is also important.

In realist evaluation, data analysis takes a ‘retroductive’ approach.”> This means that those factors that
lie behind observed patterns are identified with the aim of understanding causation. Retroduction is
the idea that we can explore the underlying social and psychological drivers that influence intervention
outcomes by looking behind observable patterns to understand what produces them. Multiple data
sources are typically required for realist evaluation.”s Both quantitative and qualitative data can be
used to generate evidence to support and refine the CMO configurations.

Overall design and development of context-mechanism-outcome
configurations

The OPEL HAH study employed a mixed-methods design, using realist evaluation methodology and
incorporating an economic analysis. The design of the study comprised three phases, alongside which
programme theories and CMO configurations were developed (Figure 2).
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FIGURE 2 Study design, analysis and CMO configuration development. AHCR, Ambulatory and Home Care Record;
AKPS, Australia-modified Karnofsky Performance Status; ECOG, Eastern Cooperative Oncology Group; IPOS, Integrated
Palliative care Outcome Scale; MRT, middle-range theory; NPT, normalisation process theory; QODD, Quality of Dying
and Death questionnaire; VOICES, Views of Informal Carers - Evaluation of Services.
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The first stage of a realist evaluation is to develop initial programme theories. These were elicited
through a variety of sources.”¢ First, the NAHH standards?! were taken as indicative of an overall
programme theory (how HAH should work). Second, an initial review of the literature (undertaken
during proposal development and subsequently updated) was synthesised through a realist logic of
analysis.1877 Finally, as a theory-driven methodology, concepts from abstract theories were sought to
inform the initial programme theories. Normalisation process theory (NPT)7® was identified as a suitable
candidate theory. NPT is increasingly being used in combination with realist evaluation to understand
what needs to be in place for the implementation of complex interventions,” and it was anticipated that
it would aid understanding of how HAH may become embedded as part of a local health-care economy.
Data collection then occurred, based on these initial theories. CMO configurations emerging from

the programme theories were identified and coded within the qualitative data.t° During analysis,

CMO configurations were synthesised in an iterative process to refine and evolve the understanding.
Quantitative data were analysed in tandem, with qualitative data reinterrogated to seek plausible
explanations of quantitative findings.

Stakeholder involvement is integral to the whole process and is a key feature of realist studies; by
engaging lay or content experts, evidence is built to support theories on the basis of coherence and
plausibility.8? Stakeholder involvement was operationalised through PPl activities (see Chapter 4);
6-monthly meetings with the Project Oversight Group, which included lay and content experts; and
two national consensus workshops.

Patterns within the data were used to refine and justify the emerging theory. The resulting CMO
configurations describe common patterns (‘demi-regularities’)”> that can be applied to different settings
and, in particular, the generative mechanisms at work.

Detailed design of each phase

Phase 1: national telephone survey
Hospice at home services serving adult palliative care patients in England were surveyed.

The survey aims were to (1) develop an understanding of the range of services and operations and
(2) identify categories (types) of services from the survey information to use as a sampling framework
for recruiting case study services in phase 2 of the study.

A total of 128 HAH services in England and the appropriate contact (e.g. service lead) were identified
from the NAHH and Hospice UK directories of services and approached to take part in a telephone
survey. Each service contact was posted an information letter, a survey and opt-out slip. An interview
to collect the data over the telephone was proposed. Contacts were followed up 2 weeks later to
arrange the interview if they had not already responded or opted out.

Telephone survey calls were conducted by a nurse with palliative care experience to facilitate
understanding of the services. The survey was semistructured, comprising a selection of closed

and open questions. Respondents were asked to provide details of the population characteristics

in the catchment area; other relevant local services and access to palliative care beds; and HAH
activity levels, staffing, facilities, equipment, processes, budget, and barriers to and facilitators of
operating (see Report Supplementary Material 1 for the full questionnaire). HAH services were asked
to provide supporting documents and to indicate willingness (or not) to consider becoming a case
study site in phase 2.

Phase 2: case studies
Case study methods are a well-established approach to conducting research in ‘real-life’ health-care
settings.82 The approach employs mixed methods to gain an in-depth understanding of the impact
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of service models, resource implications and the experiences of all stakeholders, including service
users, providers and commissioners. Ying describes case study design as orientated towards a realist
perspective The design allows methodological flexibility to generate theoretical insights from the
findings,84 which is a key requirement for realist evaluative design.t” We adopted Yin’s83 approach

to defining a case as an individual organisation. Although each case needed to be bounded, there was
also some need to maintain flexibility, and each case was defined as what the site described as their
HAH service.

Plan of investigation for case study sites

When HAH services had agreed to take part, full training on the study and the informed consent
process was provided to site staff (research nurses, clinical staff, managers, etc.) by the members of the
research team. The training was delivered in person at site initiation visits and follow-up training was
also provided on site and remotely, as needed.

Recruitment and informed consent

Patient and informal carer dyads

Participants at each site were invited to take part in the research at the time they were admitted to
the HAH services. A patient-directed flyer was made available at HAH sites to raise awareness about
the study (see Report Supplementary Material 2).

The inclusion criteria were as follows:

® patient admitted to HAH service

® patient had a lay informal/family carer who also agreed to take part in the study (defined as
someone who provided care and support at home on a daily basis)

® ability to obtain informed consent from patient and carer.

The exclusion criteria were as follows:

patients without a suitable informal carer

inability to obtain consent from the participants

participants unable to complete questionnaires in English

patients in a care home at the time of admission to the HAH service.

Hospice at home service staff introduced the study to the patient and their carer. Information sheets
(see Report Supplementary Material 3) were given to the participants and they were allowed time to
read the information and ask any questions; if needed, the information sheet was read out.

Patients were asked to consent to taking part in data collection at one time point (on admission to the
study or as soon as possible thereafter). They were also asked to agree to the collection of information
on their use of health and social care services from 2 weeks prior to joining the study until death.

The carers were asked for their consent to be contacted to complete a post-bereavement questionnaire,
and informed that the option of taking part in an in-depth interview post bereavement would also

be offered.

Service staff took consent from the patient and carer, using the study consent forms (see Report
Supplementary Material 4), and both were given a copy of their information sheets and consent forms.
Copies of the consent forms were filed in the study site file; a copy of the patient consent form was
also filed in the patient’s medical notes. The carer was asked to provide contact details and to indicate
the best time of day for the research team to call to collect data.
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Patients lacking capacity Owing to the nature of the patient population, some of the potential
participants lacked capacity and were unable to provide informed consent. For this reason, a variable
consenting process, involving consultee assent, was used. The local HAH team made the decision to
proceed using one of the following options:

® |f the patient was deemed to have capacity by the local team, then consent was sought from the
patient in the normal manner.

® |f the patient was deemed not to have capacity, then a personal consultee (i.e. someone who has a
role in caring for the person who lacks capacity or is interested in that person’s welfare but is not
doing so for remuneration or acting in a professional capacity) was approached for advice regarding
the patient entering the study. The personal consultee could be a relative or friend of the person,
in practice often the informal carer.®

® |f the main carer or personal consultee was not available, a nominated consultee was approached
for advice regarding the patient entering the study. The nominated consultee was a clinically
qualified member of the patient’s care team who was not involved in patient consent or in study
procedures such as data collection.

When a personal or nominated consultee was used, they were given an information sheet (see Report
Supplementary Material 3) about being a consultee and the patient information sheet. They were given
time to read the information and the opportunity to ask questions about the study and asked if, in
their opinion, the patient would object to taking part in the study. The local staff member then gained
a declaration from the consultee, using the study consultee declaration form (see Report Supplementary
Material 4), as to whether or not they agreed that the patient would be willing to participate in the study.

Service providers and commissioners

The managers of HAH services identified a range of staff from their organisations for interview, to give
a detailed picture of each organisation and its operations. These included clinical staff, the HAH service
manager, charity trustees, fundraising staff and volunteers. Relevant commissioners from the local area
were identified by HAH service providers for interview . Potential participants were invited by e-mail
or by telephone by the research team and an information sheet (see Report Supplementary Material 3)
and consent form (see Report Supplementary Material 4) were sent by e-mail or post. If they agreed,
interviews were arranged (either by telephone or in person) at a time and location convenient for the
interviewee. Prior to the interview, the participant was asked to complete a consent form.

Data collection

Baseline patient data

After consent, a member of the participant’s clinical care team assessed the patient using the Integrated
Palliative care Outcome Scale (IPOS) (staff version),8>8 the Phase of Iliness8”# and the Australian
modified Karnofsky Performance Status.878° These instruments are recommended measures reflecting
the key domains of palliative care, and have been validated for use in research. Patients were also asked
if they had a PPOD (i.e. home, hospice, hospital).

Service use data

After consent, a member of the research team contacted the carer by telephone as soon as possible
to collect health service use data retrospectively for the patient for the 2 weeks prior to recruitment.
Data were collected using the Ambulatory and Home Care Record? (AHCR), an instrument designed
for capturing the use of health, social and voluntary services and informal caring for palliative care
patients based at home. Items relate to services received both inside and outside the home [e.g. hospital
appointments, accident and emergency (A&E) visits, inpatient stays]. The AHCR was customised for
use in this study following piloting with a hospice population in England.?* Carers were sent an optional
‘home care diary’ to assist with tracking service use.
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Completion of each AHCR included three additional questions: satisfaction with services (scaled as
follows: 1, exceeded expectations; 2, just met expectations; 3, fell short of expectations), carer burden
[Short Form Zarit Burden Interview: six items relating to stress, strain, relationships, health, control
and time for self, each scored on a 5-point scale, leading to a total score ranging from O (best) to

24 (worst)]?2 and the patient’s health status [Eastern Cooperative Oncology Group (ECOG) scale,
range: O (fully active) to 4 (completely disabled)].?® The last satisfaction and carer burden responses
prior to death were used as measures of the performance of services.

After the collection of retrospective service use data, contact was made with the carer by telephone
every 2 weeks to request completion of another AHCR covering the intervening 2-week period. In this
way, a continuous record of services used by the patient could be collected. Researchers were assigned
to data collection in specific case study sites to enable continuity with carers. Each telephone call lasted
approximately 15 minutes.

Post-bereavement data collection from carers

Post bereavement, a follow-up letter was sent to carers to remind them that the research team would
be in touch to collect further data. This letter included information sheets about the questionnaire
and about the optional in-depth interview. Participants were given a choice about how to complete the
guestionnaire: by telephone, using an online survey tool or by post. The original protocol stated that
the invitation to complete the Quality of Dying and Death questionnaire (QODD) would be offered
either when hospice bereavement services made contact with the carer (usually around 6 weeks post
death) or at 4 months [replicating the design of the Views of Informal Carers - Evaluation of Services
(VOICES) survey?4. The researchers, who were already in contact with the participants to collect AHCR
data, found that some participants expressed that they would prefer to compete the QODD earlier;

a study amendment was approved to enable this.

The questionnaire contained the primary outcome measure, namely the QODD (English, 7-day recall,
version 1), a validated 30-item instrument?-97 (note that we removed a question on euthanasia not
relevant for use in the UK). Two short questions about the overall care received were also included

in this questionnaire. The first asked if the carer and family had received as much support as they
needed when caring for the patient (five-point scale, from ‘as much as needed’ to ‘no help at all’);

the second was a rating of the quality of care received (five-point scale, from ‘outstanding’ to ‘poor’).
These questions were taken from the VOICES questionnaire, a national survey of bereaved people
conducted by the Office for National Statistics and commissioned by NHS England, based on research
by Addington-Hall and McCarthy.?#

Three attempts were made to contact carers by telephone; if these were not successful, a paper copy
of the QODD and VOICES questions was posted to the carer for completion (on one occasion only).
This was accompanied by a cover letter to explain that the research team had been unable to contact
them and if they would prefer to self-complete the questionnaire at home they could do so. A stamped
addressed envelope was provided for return of the questionnaire.

Optional interview, bereaved carers

An in-depth interview was completed by a subset of participants; we aimed for up to 20 interviews
per service model type, with a stopping criterion of three interviews if no new themes were coded,

to achieve data saturation.?® If the QODD was completed by telephone, the researcher asked the
participant if they would be willing to participate in an optional in-depth interview by telephone

or in person to understand more about the HAH service received. If the QODD was completed in the
postal or online formats, carers could indicate at the end of the questionnaire if they would be happy to
take part in an optional interview. If the postal or online QODD was not completed within 1-2 months,
a final follow-up letter was sent to invite carers to take part in the optional interview only. Interviews
were semistructured, following a topic guide (see Report Supplementary Material 5), and explored the
experience of the HAH service and the EOLC the patient received.
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Interviews with service providers and commissioners

The research team conducted interviews with 5-10 managers, health-care staff and commissioners

per case study site. Interview schedules were designed for both staff and commissioners (see Report
Supplementary Material 5) and were semistructured; they included questions to explore the service history,
logic, rationale, funding, processes and contextual features facilitating or inhibiting service delivery, as well
as enablers of and barriers to providing HAH services.

Withdrawal criteria

Participants were free to withdraw from the study at any time. Patients and carers were made aware
in the information sheet that withdrawal would not affect the care they would receive. If a participant
withdrew from the study, they were asked, if possible, if the data collected to date may still be used in
the final analysis. If they did not wish for their data to be used in this way, all data collected from the
participant were destroyed. If it was not possible to consult the participant on this, data collected up to
the point of withdrawal were utilised according to the original consent.

Distress
A distress protocol was designed and made available to all case study sites (see Report Supplementary
Material 6).

Phase 3: stakeholder consensus

Two national consensus workshops, with up to 60 participants each, were held. To maximise potential
attendance from stakeholders, one workshop was held in London and one in Leeds. Each event took
place over 1 whole day at a conference venue, facilitated by the project research team, including

PPl members. HAH services that had participated in the phase 1 survey were offered a £50 bursary
to support attendance at a workshop. Additional invitees were identified through the NAHH, study
co-applicants’ networks and the Project Steering Group. Other organisations also advertised the
events: Clinical Research Networks, Applied Research Collaborations, Clinical Commissioning Groups
(CCGs), Healthwatch and other national charities and groups (e.g. Marie Curie). Stakeholders included
service providers, commissioners, researchers, members of the public and service users. The purposes
of the workshops were to fine-tune the CMO configurations developed in phase 2 of the study and to
provide a more nuanced understanding of the features of HAH models that work, for whom and
under what circumstances.

Emerging findings and relationships between contexts, mechanisms and outcomes were presented to
stakeholders using a mix of formats and approaches, including lecture-style, small-group work and
poster presentations (see Report Supplementary Material 7). Consensus workshop methods were used??
to facilitate discussion. Consensus event delegates also contributed to planning the methods of
communicating the study findings, in particular advising on the presentation of information relevant
and accessible to the public, service providers and commissioners of HAH services. After the events,
participants were sent a workshop report.

Analysis

Phase 1

A descriptive analysis of survey responses was undertaken using Statistical Product and Service
Solutions (SPSS) software, version 15 (SPSS Inc., Chicago, IL, USA), to gain an understanding of

the range of HAH services. The analysis also sought to enable the identification of types of HAH
service models for phase 2. Findings were presented in tables. Categorical variables [e.g. urban/rural
setting, presence of hospice building(s), yes/no] were cross-tabulated with each other to identify
underlying associations. Associations were explored between all variables. These results were used
to identify any natural groupings of service features that could be defined as service models or types.
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Based on prior survey work from the NAHH?2/Hospice UK (Heather Richardson and Andrew Thomson,
personal communication), it was projected that approximately four high-level types of the model
would be distinguished.

Qualitative field notes collected during the survey data collection were typed up and analysed
inductively to identify relevant factors for the development of the typology. These were combined
with the output from quantitative analysis and discussed at a meeting of the full team, resulting in
agreement on a typology that could provide a framework for the recruitment of services as case
studies for phase 2 (Figure 3).

Based on survey responses, hospices that had indicated willingness to consider becoming a case study
site were then approached to represent the identified service types as case study sites. We purposively
sought diversity in geographical spread, socioeconomic profile, staffing mix and funding sources.
Services were approached initially by e-mail; further queries and negotiation were managed by e-mail
and telephone follow-up.

Phase 2

Sample size

The total score for the primary outcome measure, the QODD, ranges from O to 100 (a higher score
indicates better quality). Hales et al.1® identified scores of 30 and 70 as cut-off points for distinguishing
terrible/poor (< 30), intermediate (30-70) and good/almost perfect (> 70) quality of death.1> Hence, on
the basis of a difference of 10 representing a meaningful change, and using a standard deviation (SD) of
16.41,%01 at least 44 participants in each model would be required for comparisons between any pair of
models. To allow for a participant non-completion rate of 33%, a sample size of 66 patients per model
type (up to four models) was proposed. The non-completion rate was based on the 55.4% response rate
obtained when the 24-item intensive care unit QODD was mailed to carers 4-6 months post death;02

a higher response rate was expected in this study because telephone interviews were being used.
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FIGURE 3 Service model typology. a, A 24-hour service provision is defined as two or all of the following: 24-hour
hands-on care, 24-hour symptom assessment and management or fast response time (< 4 hours); b, provider size is based
on having either more or fewer than 365 referrals per annum (one per day).
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Based on estimated HAH service size and annual throughput of patients, it was anticipated that
recruitment of 66 patients per model type was achievable, for medium and large units in particular.
The national minimum data set 2013/14 by the National Council for Palliative Care® grouped HAH services
by size into roughly three equal groups: small, < 191 patients per annum; medium, 191-310 patients
per annum; and large, > 310 patients per annum. If small sites were recruited, it was agreed by the
steering group to recruit two case study sites of the same model type to reach an overall sample size

of 66. In the final regression modelling process (outlined below), a dummy variable would be used to
distinguish between providers if comparisons were necessary.

Statistical analysis

Availability of data from the various sources [background/baseline, AHCRs, date of death (DOD) from
hospice services or carer, post-bereavement interview for QODD and VOICES] was examined and
patient-carer dyads were broken down into four categories according to the data they provided (with
categories 3 and 4 merged for analysis purposes because no post-bereavement interview was possible):

1. date of patient death known and occurred before the end of the study period

2. patient/carer withdrew from the study before the end of the study period; data were available for
analysis up until withdrawal unless the participant requested otherwise

3. patient still alive at the end of the study period

4. patient died at unknown date after the end of the study period.

The baseline sociodemographic characteristics of patients and carers, and the clinical status of patients in
the different service models, were summarised using relevant descriptive statistics (proportions, medians,
ranges, means, SDs, 95% confidence intervals, etc.) before being compared on the basis of each patient
sociodemographic, clinical and carer feature using the appropriate bivariate test [including one-way analysis
of variance (ANOVA), chi-squared tests and Kruskal-Wallis tests, depending on the nature of the variable].
The time between recruitment to the study and death was calculated and compared across models.

A minimum of six responses [from the total of 30 items (20%)] were required for the calculation of
the total QODD score (as 10 x mean of all non-missing responses) from each carer. Several questions
were not always applicable (e.g. spend time with pets), so a response rate of 100% was unlikely in
most instances. The frequency of responses and summary statistics for total QODD score, and for the
dichotomised form of the total QODD score (< 70 vs. > 70, the latter indicating a good/almost perfect
death), were calculated, as recommended by Hales et al.10©

The secondary outcomes VOICES 1 (five-point scale relating to the sufficiency of the help and support
from health and social care services that had been received) and VOICES 2 (a five-point quality rating
of that help and support) were presented as frequency tables, given their ordinal nature. Achievement
of PPOD was calculated for each patient for whom both the preferred and actual places of death
were known; these values were presented by place of death as numbers and percentages. Means and
SDs were calculated for the final secondary outcomes derived from the AHCRs: carer burden in last
28 days and service satisfaction in last 28 days. For each AHCR, the six-item carer burden (Zarit Burden
Interview) total score?2 was calculated [sum of six responses, O = never to 4 = nearly always, range O (best)
to 24 (maximum worst burden)]. The mean of non-missing responses was assigned to missing items.

For each AHCR, the service satisfaction was coded as ‘exceeded expectations’ = 1 (best outcome), ‘just
met expectations’ = 2 and ‘fell short of expectations’ = 3 (worst outcome). A ‘last 28 days’ carer burden
or service satisfaction score was included only if the final AHCR was conducted no earlier than 28 days
before the patient died; any patient alive at the end of the study period, or with no known DOD, was
therefore counted as missing.

All outcomes were compared between models using appropriate statistical tests. Because three of
the four models included multiple HAH services, summary statistics were also generated at the
HAH service level. Bivariate associations were explored between the QODD primary outcome score
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(total QODD score) and a set of covariates that were agreed as important by the research team.
These included sociodemographic and clinical characteristics of the patient at baseline; place of death;
how long before death the patient was aware that they were dying (from the QODD); number of days
the carer had seen the patient in the last 7 days before death (from the QODD); how long the patient
was in the study, and hence receiving hospice services (between recruitment and death); and time
between death and when the carer completed the QODD. Appropriate statistical tests were used,
depending on the nature of the variables.

Linear regression was used to model total QODD score, VOICES 1 and 2, carer burden in the last

28 days and service satisfaction in the last 28 days; logistic regression modelling was used for the
dichotomised total QODD score and achieved PPOD. All outcomes were modelled (using forward
stepwise selection) against predictors agreed on as important by the research team, with results
including 95% confidence intervals for fitted parameters and goodness-of-fit statistics for the overall
model. Service model was always included as a predictor, such that the fitted parameters in the final
models indicate if service type is associated with differences in QODD scores. The characteristics of
service types that result in better QODD outcomes were identified from descriptive data collected at
each site as part of the realist evaluation.

Economic analysis

The economic analysis was planned at two levels. First, a descriptive analysis of the resources and
costs of running each case study HAH service, covering staff; service facilities, inpatient beds,
equipment, overheads; transport for home care; and other sundry items associated with care delivery.
These data were requested during the interviews with service managers, together with information on
activity rates and financing, so that costs per patient receiving the HAH service could be calculated
and compared between case studies.

Second, a patient-level analysis was undertaken. Owing to the nature of this study, patients recruited were
likely to have short and variable life expectancy, leading to an inconsistent time horizon for the individual
patient-level data captured. This lack of a normalised time-integrated measure of health outcome (such as a
quality-adjusted life-year) or cost, makes a traditional comparative cost-effectiveness analysis problematic.
Hence, the economic analysis was limited to a descriptive analysis of service use and cost for the different
HAH models. Whole-system resource use (provided by the hospice; local NHS primary, community and
hospital services; and the voluntary sector) in EOLC was captured prospectively from the point of
recruitment to the study for each patient. A customised version of the AHCR,%t which included informal
care, was used for this purpose, as described in Service use data. At their first interview, participants
were asked to report retrospectively, via recall, service use for the 2 weeks prior to recruitment.

Service use data, once captured, were grouped into time periods of approximately equal sample sizes,
delimited by survival time following the start of the service use data collection. The cut-off points
were determined by the distribution of the data. The methodology explaining how service use data
were allocated to time periods, and how missing AHCR data were dealt with, is given in Appendix 2.
Resource use was converted to costs [in 2019 Great British pounds (GBP)] using national tariffs.104
Informal care was valued using replacement cost methods (see Appendix 3).

For each of the models of HAH service provision, an average cost per day of treatment was estimated
for each time period. This provided descriptive cost data, independent of expected survival time,

that can be compared between HAH models. Costs are presented as means and medians, given the
typical skew in the distribution of costs. Comparisons of costs between each pair of HAH models were
performed using the Mann-Whitney U-test and are presented as box plots showing medians and
interquartile ranges (IQRs). Analysis was also broken down by individual HAH services within models
to illustrate variability. Costs were considered in relation to outcomes from different models in a
cost-consequences framework.
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Qualitative data analysis of phases 2 and 3

A four-stage framework approach?.195 was undertaken, using retroductive analysis of the data.
Retroduction demands counterfactual thinking based on knowledge and experience, analysing why
expected phenomena anticipated in initial programme theories (such as volunteering) may or may

not be present, and identifying what conditions are needed for them to be in place.1% Consequentially,
qualitative data analysis throughout the project was characterised by monthly team meetings to
discuss what the data were suggesting could be happening, regular sounding-out with lay and content
expert stakeholders and testing out these hypotheses in subsequent batches of data.

Stage 1, familiarisation, involved the research team reading the detailed written field notes taken
during the telephone survey in phase 1, alongside phase 1 quantitative results suggestive of enablers
of HAH services. In addition to monthly research team meetings, two discussion sessions with project
stakeholders were conducted; from these, eight initial CMO configuration tables were developed

(see Report Supplementary Material 8). These CMO configuration tables and the four core constructs

of NPT78 (i.e. coherence, cognitive participation, collective action and reflexive monitoring) were used
in stage 2, constructing an initial thematic framework. This framework was uploaded to qualitative
data software (NVivo 12; QSR International, Warrington, UK). Interviews were transcribed verbatim
and coded in NVivo. During monthly meetings, the research team reviewed a set of six to eight
transcripts that were independently coded and then compared, discussed emerging themes and
ensured a shared understanding of the coding framework. Stage 3, reviewing data extracts, was
conducted during these regular meetings. Over 18 months, interviews from all participants and sites
were reviewed by the research team. This involved organising data into more coherent groupings.’®
CMO configuration tables were refined down to six after further stakeholder discussions and it was
noted that coding to CMO configuration tables and to NPT core constructs was not adding to
interpretation at this level, but that NPT was useful as a lens for the next stage. Stage 4, mapping

and interpretation, involved further refinement of CMO configuration tables before presenting them
at phase 3 consensus workshops. Feedback from small-group exercises and group discussions was
recorded by facilitators (research team members, including lay co-applicants) and compiled into a
detailed report (see Appendix 4, including Table 26, Boxes 9-17 and Figures 18-22). The report was
mapped against the CMO configuration tables and further refinements were made. NPT was used as a
higher level of interpretation and to check that implementation of HAH could be explained through the
generative mechanisms identified. Quantitative questions were derived from qualitative data and used
for quantitative analysis (see Appendix 5). One example of this was that carers’ qualitatively described
the perception of staff having time to provide extensive hands-on care and develop a relationship with
the family. Quantitative data were then tested for staff grade (it being hypothesised that lower bands
of staff were more likely to be providing hands-on care), number of visits per day, duration of visits
and the relationship with the QODD scores. Once quantitative data analysis was completed, suggested
statistical associations were used as a guide to further interrogate the qualitative data for plausible
generative mechanisms. For example, quantitative data suggested that smaller service models had
more positive outcomes, and the qualitative data were analysed for possible explanations.

In total, 25 iterations of CMO configuration tables were developed. These were based on the qualitative
data findings (what was working and why), literature (what, in theory, should be working but is not
present, and why) and outcome patterns suggested by quantitative data.

Ethics

Patients approaching the end of their lives are entitled to evidence-based care as much as any other
NHS service user, and research is required to develop high-quality palliative care. There are, however,
important considerations and vulnerabilities to be taken into account when planning research in this
context and safeguards need to be put in place. The family/informal carers of dying patients are also
experiencing a key life event and their vulnerability must be taken into account in study design.107
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Key areas of concern were as follows.

® Emotional distress exacerbated by the demands of the research. A number of strategies were put in
place to deal with this concern:

O A leaflet was made available in all case study sites to advertise the research, so that potential
participants might already be prepared to be approached when referred to HAH.

O The study required written consent from both patient (or consultee) and carer, supported by full
information about the study procedures. There was also a strength in the patient-carer dyad
recruitment - because study subjects (patients and their carers) were recruited together as a
pair, they were mutually supportive of the research and processes.

O The majority of the data were collected by telephone, with support from researchers [there was
a distress protocol for researchers to follow if a carer became distressed during data collection
(see Report Supplementary Material 6)].

O Participants were made aware of their right to withdraw from the study at any time, without
providing a reason or jeopardising their clinical care.

® Patients lacking capacity at recruitment or losing capacity as the study proceeded. For this reason,
we had a variable consent process (see Patients lacking capacity) and we did not collect data directly
from patients; instead, we used staff or carer proxy data collection methods.

® Gate-keeping by staff as a result of patient vulnerability. We offered training and support to all
staff involved in recruitment to address this concern and additional training and support resources
were deployed when staff voiced concerns about this issue or when recruitment did not proceed
as expected.

Summary

This chapter summarises the methods used in this study, which used mixed methods with an overarching
realist evaluation approach.1%® The study was in three phases. Phase 1 was a survey of HAH services in
England, to understand the range of contexts and operations and to develop a broad typology of services
for further investigation. Literature reviewing, stakeholder insight and phase 1 of the study all contributed
to the development of initial programme theories and candidate CMO configurations. Phase 2 involved
guantitative, qualitative and health economics data collection from case study sites across England, to
assess the impact of each model on patient and carer outcomes; to investigate the resource implications
and costs of patient care in each model; to explore the experiences of patients, family carers, providers and
commissioners of the different HAH models; and to identify the enablers of and barriers to embedding
HAH models as part of service delivery. As the qualitative data were collected, the CMO configurations
were iteratively tested and refined. Reciprocal reviews of CMO configurations and qualitative interview
data were undertaken with quantitative and health economics data to synthesise the findings. In phase 3,
through stakeholder consensus workshops, the data and explanatory CMO configurations were
presented, further refined and validated.
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Chapter 4 Patient and public involvement

atients and members of the public whose care is the subject of research are well placed to work

with researchers to design and deliver the best possible research. Although PPI is becoming more
widely accepted in palliative care research, challenges remain with involvement being sought from a
vulnerable population, and a potential lack of confidence among researchers to undertake it.109.110
However, we integrated PPI in this study from development through to dissemination, incorporating
co-production in some elements of the project. This chapter explains the work undertaken and
highlights the important role that PPI played in the project.

The aim of patient and public involvement in this study

Parts of this section have been reproduced from Butler et al.1> © Article author(s) (or their employer(s)
unless otherwise stated in the text of the article) 2018. All rights reserved. No commercial use is
permitted unless otherwise expressly granted. This is an Open Access article distributed in accordance
with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is
properly cited. See: https://creativecommons.org/licenses/by/4.0/. The text below includes minor
additions and formatting changes to the original text.

In line with best practice, PPl informed and shaped the development stage, and contributed throughout
the project and into dissemination. An advisory group was formed to support the development of

the project for the grant application. Members were identified through Pilgrims Hospices and the
University of Kent via links with existing PPl groups. The group consisted of four members, including
two bereaved carers and two members of the public. The bereaved carers had previously had direct
experience of HAH services as carers for patients receiving the service. The public members (one a
hospice volunteer) had a keen interest in research and the work of the hospice.’® The group provided
advice on project design, research questions, outcome measures and the lay summary for the funding
application. Two PPI representatives became public co-applicants on the project. Involvement from
bereaved carers was key, as carers were the main participants in the study, providing proxies for the
views and experiences of patients who were at the end of life.

The project’s public co-applicants were active in every part of the research. During the course
of the project, the public co-applicants worked in partnership with the research team on the
following tasks:

® Designing the study materials, including information sheets, and study outputs, such as lay
summaries, to disseminate the results to study participants and the wider public.

® Analysing and interpreting study results, including reading and coding qualitative interviews
and contributing to the development of CMO configurations. One public co-applicant (GS)
also attended quantitative analysis meetings, providing insight on the possible causation of
significant results.

In previous experience, we had not found it possible to recruit and retain patient representatives
in palliative care research over the course of research projects, owing to their ill-health, but we
aimed to consult with palliative care patients during this project. This was possible through links
with the local hospice, Pilgrims Hospices; a consultation with patients attending day services
was undertaken.
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Patient and public involvement methods

The public co-applicants on the project increased the breadth of experience, knowledge and skills
within the research team.!!* This added value to the project, particularly as it was a realist evaluation,
whereby different perspectives contribute to theory generation and interpretation of the data.

More broadly, being integral members of the research team ensured that the project was iteratively
informed by the end-beneficiary perspective.

Facilitation of patient and public involvement in the project

All members of the research team worked with the public co-applicants, but a hospice research facilitator
(CBFr) had a dedicated role on the team to co-ordinate their involvement and provide support. The support
was tailored to the individual needs of the public co-applicants, and included the following: partnership
approaches to developing roles and expectations within the project; an introduction to understanding the
research and governance approaches; and preparation and support for research meetings, for qualitative
analysis in the case study phase and for facilitation in the consensus phase.

Charlotte Brigden also provided administration support relating to public co-applicant travel,
accommodation, expenses and payments. The public co-applicants were paid for their time on the
project and out-of-pocket expenses, in line with guidance from INVOLVE.!12 Honorary researcher
contracts with the University of Kent were issued to them. For the ‘one-off’ PPI consultation via the
Pilgrims Hospices with service users, carers and volunteers, a £10 voucher was provided as a token
of thanks for their time and input, and travel expenses were offered.

Training for the public co-applicants was provided by the Centre for Health Services Studies, University
of Kent, which had an existing PPI support programme. This included tailored training to support them
with the analysis and interpretation of the qualitative interviews, including coding of these interviews.
Additional training was provided on realist evaluation methodology and the concept of CMO configurations
by experts on the research team at the beginning of the project and again during the analysis phase.

A realist evaluation lay guide was produced for the public co-applicants as an additional support tool
(see Appendix 6, including Table 28).

Effect of patient and public involvement on the study

In this section, detailed examples demonstrate how PPl and co-production were incorporated into the
project through each phase.

Phase 1: survey of hospice at home services

The public co-applicants were part of the research team, interpreting and discussing the findings from
the survey at a consensus meeting. This enabled co-production by a process of joint decision-making,
which included the following:

® The development of the model typologies.

® The selection of the shortlist of potential case study sites for phase 2 of the study. The public
co-applicants encouraged and supported the inclusion of mixed populations in diverse areas
(e.g. including services from the north and south of the country, rural and urban areas, and deprived
and affluent areas).

Phase 2: in-depth case studies

Patient and public involvement activities included advising on public-facing study documents so that
they were ready to submit for Health Research Authority governance and ethics approval, such as
participant information sheets and data collection forms. They also provided insight into appropriate
processes and procedures for approaching patients and carers.
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As patients with capacity were invited to participate, feedback on a patient version of the participant
information sheet was also sought from current hospice patients through day-care services, and local
HAH service staff were also consulted. This input resulted in the following:

® Improvement of the language and content of the documents to make them more accessible and
understandable to potential participants.

® Advice about when and how to follow up potential participants.
The suggestion that a flyer should be designed to give out to potential participants in advance. The
concept was to introduce the research to patients and carers prior to them accessing HAH services.
Then, if they became eligible for inclusion, when it may be a more difficult and sensitive time to ask,
they would already be aware of the research and more likely to be able to consider participating.
The public co-applicants provided further feedback on the detailed content of the flyer when it was
produced (see Report Supplementary Material 2).

A co-production approach evolved as the project progressed through each phase. Co-production takes
PPI one step further to an approach in which researchers, practitioners and the public work together,
sharing power and responsibility, including the generation of new knowledge.!13

One public co-applicant described this process:

At the outset, our role was far less hands-on, but as the project progressed, we wanted, and felt more
confident, to be more actively involved. To facilitate this, specific training was arranged to make this
possible. The team too had to be very accommodating to our frequent presence at meetings.

Examples of co-production in phase 2 between the researchers and public co-applicants included
working on the following:

® The processes and procedures for data collection from carers using the questionnaire tools
(i.e. the QODD and the AHCR).
® The recruitment procedures for the study, how and when to approach potential participants to
complete the questionnaire tools.
® How to approach the follow-up of carer participants when researchers were having difficulties
contacting them (e.g. three attempts was enough).
® |nput on the decision-making on the timing of data collection after a loved one had died
(e.g. 4 months seemed too long, 6 weeks about right, or sooner if it was the carer’s wish).
Interpretation and discussion of the quantitative data from carers (i.e. the QODD and the AHCR).
Development of the qualitative interview topic guide.
Feedback on the qualitative interview coding framework.
Iteratively analysing and discussing the interview data from service provider, commissioner and
carer interviews (public co-applicants helped code carer interviews). This work was used to modify
and develop the CMO configurations.

The public co-applicants in particular contributed to the interpretation of:

® the relationships between carers and HAH service and other care professionals

® the changing relationship between carer and patient as the illness progressed and needs were greater

® how the care was negotiated, how much the carer accepted taking on/carrying on versus wanting or
seeking outside support

® models of service support available to the carer and patient, including volunteers

® the importance of, and threats to, continuity of the care offered

® the importance of what HAH services offered that was different (e.g. ‘time to care’, not ‘task
orientated’, not just the length of time but the ‘pace’, ‘presence in the moment’), while still doing
what was needed and filling the gaps in care.
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In addition, in phase 2, the public co-applicants recommended that a newsletter be provided for all the
participating project sites, ensuring that those services were kept informed of project progress.

Phase 3: consensus meetings

The final phase of work involved stakeholder consensus and feedback on the emerging results.
Targeted advertising flyers for the events were designed for professional and public audiences and the
public co-applicants advised on content, language and design/layout.

Each of the consensus event workshops focused on an emergent CMO, two of which were ‘support
directed at the carer’ and ‘volunteers’. In preparation for these workshops, discussion groups were
undertaken with a local group of volunteers and carers identified through Pilgrims Hospices. One public
co-applicant (GS) helped to design and facilitate the groups, which took place on 25 November 2019.
The groups covered topics on access to services and co-ordination of care, bereavement support and
involvement of volunteers. When direct experience was lacking, Graham Silsbury was able to tease

out some responses ‘in theory’ on what attendees thought would be good care in relation to the
emergent themes of the CMO configurations. Knowing who to call and being responsive when needed,
particularly OOH, were the main areas of concern for the carers.

The volunteers’ group generally saw that there could be a role for volunteers in HAH services, but
more for befriending-type services, rather than personal care or even bereavement, which they felt
should be the domain of the professionals. They felt that having structure and support as a volunteer,
with reporting/communication mechanisms in the organisation, was preferable to being more autonomous
in their volunteering roles.

Co-production continued in the consensus phase of the project. Examples of co-production in this
phase of the project included the following:

® the most relevant discussion groups for the consensus events were planned and facilitated
collaboratively between Charlotte Brigden, Graham Silsbury and Mary Goodwin

® the planning and organisation of the consensus events were agreed collaboratively between the
researchers and the public co-applicants

® co-facilitation of some of the workshops/sessions at the consensus events (e.g. the ‘supporting
carers’ workshop, the speed-dating poster session and the ‘so now you know’ session on ideas for
project outputs and dissemination).

The feedback from the consensus events was synthesised by the research team, including the public
co-applicants, which validated and provided further support for the CMO configurations.

Project outputs and dissemination

The public co-applicants were consulted during the writing of the lay summary for this report.

For broader dissemination, the public co-applicants have helped with ideas to summarise and present
the findings of the project in a way that is more easily accessible to service users and members of the
public. Further advice on outputs for different audiences was gathered at the consensus events, with
significant contributions from the public attendees.

Poster and oral presentations of the co-production work and the roles that the public co-applicants
had on the project have been disseminated at regional and national conferences. The public co-applicants
helped with the content and design of a poster4 and one public co-applicant co-presented with the
research facilitator at a regional London/South East co-production conference, showcasing OPEL as an
example of co-production in action in health research.!1> The public co-applicants have also been given
opportunities to comment on other outputs from the project, for example a journal article, for which
they have been included in the authorship.22
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Assessing impact

To provide feedback to our public co-applicants and assess the impact of PPI in the OPEL study, we
used guidance produced in the East of England, led by the University of Hertfordshire.116117 An impact
form was completed after every activity involving PPI. The information in the feedback forms was
collated into flow charts, which were shared with the public co-applicants at the end of each project
year (see Appendix 7).

The summary flow charts also acted as prompts for the public co-applicants to provide their own
feedback at a dedicated session at the end of each project year. These sessions worked well when run
at a time separate to the more formal project meetings at the university; for example, at the end of
year 1 of the project, Charlotte Brigden and Claire Butler arranged to meet the public co-applicants in
a local pub. This provided a more informal environment that enabled open discussion about how they
had found the activities so far and how they would like to be involved in the future. At this meeting,
we realised that they would like to be more aware of what was happening with the study day to day,
not just those things specifically related to their PPI activities. As a result, they subsequently attended
monthly project management meetings. It was also a good time to explain and discuss the case study
phase of the research (phase 2) and establish what activities they would be happy to be involved in.

Feedback sessions were also organised so that the wider research team was included, for example a
post-meeting afternoon tea at the end of year 2. At this meeting, it emerged that one public co-applicant
was finding the coding of the interviews challenging, and we suggested alternative ways to contribute and
provide interpretation of the interviews through summarised feedback. They also found that the coding
felt quite isolating, as they wanted to be able to cross-check with others. Furthermore, they highlighted
the contextual importance of listening to the interview alongside reading the transcript. A session was
then arranged for the two public co-applicants to listen to some interviews.

Discussion and conclusions

Patient and public involvement (and co-production) have positively affected each stage of the OPEL
study. Having two public representatives as co-applicants on the project, equally and fully part of
the research team, as well as having a dedicated PPI facilitator, helped to enable their continuous
involvement with the study. One public co-applicant highlighted the importance of the role of a
dedicated PPI facilitator:

Although the whole team were welcoming, supportive and valued our input, the facilitator role was
pivotal in creating a closer working relationship that was always available. It made it easier to discuss
personal concerns about potential limitations on our input or areas of uncertainty.

Other learning from the PPI experiences in this project included the importance of responding to
individual PPI preferences and differing degrees of involvement, for example one public co-applicant
very much enjoyed detailed coding of transcripts, whereas another preferred to have the audio file of
the interview to listen to and to ‘tell the story’. These different approaches added richness to the analysis.

Reflections/critical perspective

The challenges of PPI in the context of palliative carel?110 were arguably easier to overcome in the
OPEL study as the main PPI representatives were bereaved carers/those with experience of caring at
the end of life, as opposed to patients and carers currently in receipt of services. However, as they
were recalling their own experiences as carers, we had to be mindful of any unintended effects and
offer and provide support to them as needed.
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We felt that our approach was fitting, as bereaved carers were the main participants in the research
and we did try to address different perspectives by reaching out to consult with patients and others
for elements of the study when appropriate. The absence of views and experiences of ethnic minorities
in the research has been a limitation; involving a more diverse population as PPI representatives, as

well as research participants, could be considered in future projects.

Recommendations for facilitating PPI in future studies:

There is a need to be flexible, responding to and respecting the different needs of the PPI
representatives. It should not be assumed that the needs will be the same for all PPI
representatives involved for the same activities/tasks. The degree of involvement of each does not
have to be identical.

Having some informal ‘space’ or time away from the project activities/meetings to discuss how PPI
is working with PPI representatives is valuable. This should be conducted alongside regular
recording of PPl impact and careful feedback.

Having a dedicated PPI facilitator role in the research team enriched and facilitated the PPI
contribution throughout the project. It is important that the person in this role has an
understanding of the research and is up to date with project activities, particularly if they are not
directly involved as a project researcher.

Having the PPI representatives as project co-applicants helped to establish them as equal members
of the project team. However, this is not enough on its own, and it is important to ensure that they
feel included, as other members of the team are, in the day-to-day running of the project.
Developing relationships and building the team is work in itself and does not happen automatically.
For this project, the realist evaluation method helped to foster the co-production, which evolved
over time.

There would be benefit in being able to involve patients and the public from ethnic minority groups
who are interested in health-care research and would be willing to be PPI representatives. This
would help to ensure that their views and experiences are taken into account in future research.

These points are by no means unique to this study; similar findings have been expressed elsewhere.118

Summary

Patient and public involvement, through a range of different approaches, made important contributions
to all elements of the study, and, in some areas, developed into full co-production. PPl input was well
suited to realist evaluation, which is interested in engaging the views of a range of stakeholders at
each stage, from selection of initial programme theories and the interpretation of the data collected to
testing these propositions and their further refinement as CMO configurations.
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Chapter 5 National survey results and
identification of service models

National survey

The aims of the survey of HAH services were to identify the range and variation in HAH delivery
models across England and to categorise the services into models according to key features and
settings. The survey findings enabled the identification of services representing each model.

Of the 128 services invited, 113 (88%) were charity-led services and 15 (12%) were NHS-led services.
Survey data were collected from 70 HAH services (55% response rate) over a 5-month period
(February 2017 to July 2017). Twenty-two services opted out of taking part in the survey and a further
36 services could not be contacted after three attempts. There were no significant differences between
responders and non-responders based on urban/rural settings.

Characteristics of hospice at home services

Responding HAH services reported varied numbers of referrals per annum [mean 452 (SD 393.7)
referrals, minimum 62, maximum 2222]. Some services covered very large areas (across counties).
They served total populations ranging from 5000 to 1.2 million (mean 323,488). On average,

2.5 referrals were received per 1000 of the total population (SD 2.5 referrals) annually.

Key characteristics of responding HAH services are shown in Table 2. Two-thirds of services relied
on charitable funds or donations as their main sources of income, one-quarter of services were
funded mainly by the NHS and three were fully funded by the NHS or their local authority. Many
HAH services (n =44, 62.9%) received NHS funding as a secondary source, but nine services (12.9%)
received no NHS funding at all. When asked if having inadequate funding made it difficult to provide
HAH services, 59 (84.3%) indicated that it made service provision somewhat or substantially difficult,
whereas nine (12.9%) felt that inadequate funding did not affect service provision.

TABLE 2 Characteristics of HAH services: findings from the national telephone survey (N =70 responses)

Minimum,

Variable Characteristic Mean (SD) maximum
Main funding source (missing 4) NHS 17 (25.8) - -
Charitable/donations 47 (71.2) - -
Other 2 (3.0) - -
Geographical area Rural 11 (15.7) - -
Urban 7 (100) - -
Mixed 52(743) - -
Level of deprivation Predominantly deprived 5(7.1) - -
Mixed 54 (77.1) - -
Predominantly affluent 11 (15.7) - -
Life expectancy referral criteria Within hours/days 1(1.4) - -
Last 2 weeks of life 11 (15.7) - -

continued
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TABLE 2 Characteristics of HAH services: findings from the national telephone survey (N =70 responses) (continued)

Minimum,
\EE Characteristic n (%) Mean (SD) maximum
Last month of life 9(12.9) - -
Last 3 months of life 7 (100) - -
Last 6 months of life 2 (2.9) - -
Last year 12 (17.1) - -
Life expectancy > 12 months 28 (400) - -
Setting/other services in area Local district nursing 24/7 54 (78.3) - -
Other HAH services 18 (25.7) - -
Marie Curie services 49 (70.0) - -
Inpatient palliative care beds 66 (944) - -
Hospital palliative care beds 5(7.6) - -
Community hospital beds 17 (25.8) - -
Care/nursing home beds 3 (4.6) - -
Care provided Hands-on personal care 68 (97.1) - -
Of which 24/7 35(52.2) - -
Symptoms: assess and manage 64 (91.4) - -
Of which 24/7 39 (60.9) - -
Psychosocial support 66 (94.3) - -
Of which 24/7 40 (60.6) - -
Practical support at home 15 (21.4) - -
Of which 24/7 2(2.9) - -
Respite care 52 (74.3) - -
Of which 24/7 33(522) - -
Time that HAH services cared for < 1 week 9 (15.0) - -
patients Between 1 week and 2 months 36 (60.0) - -
> 2 months 15(25.0) - -
Response rates Within 4 hours 44 (65.7) - -
Within 24 hours 20 (29.9) - -
Next working day 3(4.5) - -
Number of dedicated staff (missing 2) HCA 59 (86.8) 9.13(7.68) 0, 40
RN 58(85.3) 5.55(4.79) 0,22
Medical consultant/other doctor 18 (26.5)  0.36 (0.69) 0,3
Physiotherapist 17 (25.0) 0.28 (0.51) 0,2
Occupational therapist 15 (22.1) 0.24 (0.46) 0,2
Counsellor 22 (32.4) 0.54(0.97) 0,4
Social worker 9(13.2) 0.15 (0.40) 0,2
Chaplaincy 15(22.1) 024(046) 0,2
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TABLE 2 Characteristics of HAH services: findings from the national telephone survey (N =70 responses) (continued)

Minimum,
Variable Characteristic Mean (SD) maximum
Volunteers 26 (38.2) 8.79(30.26) 0,220
Administrators 47 (69.1) 1.18 (1.24) 0,5
Management (all RNs) 64 (89.7) 1.10 (0.69) 0,4
All staff (not including - 19.0 (10.84) 1,51
volunteers)
RN-to-HCA ratio, FTE (missing 2) More RNs than HCAs 24 (35.3) - -
More HCAs than RNs 40 (58.8) - -

Equal numbers of RNs and HCAs 4 (5.9) - -

Ease to recruit/retain (missing 2) No difficulty 38 (55.9) - -
Somewhat difficult 28 (41.2) - -
Substantially difficult 2(2.9) - -

FTE, full-time equivalent.

Services operated predominantly in mixed urban and rural settings and across areas with mixed
deprivation levels; few services were operating in predominantly deprived areas. When asked whether
or not the geography of the area made it difficult to provide services, most responders (97%) thought
that this factor made service provision challenging. Most, but not all, services operated alongside
24-hour district nursing NHS services; just over one-quarter were operating alongside other HAH
services in the same area.

Services had highly variable referral criteria with respect to the life expectancy of patients accepted
for HAH care. Very few services provided care solely for the actively dying, defined as having hours
or days to live; more than half of services accepted patients with a prognosis of up to or > 1 year.
When asked if the referrals made to the service were manageable and appropriate, 97% of service
managers responded that the referrals received were somewhat or substantially manageable and
appropriate for their service.

Most HAH services reported providing personal, hands-on care for patients (such as washing and
personal care), symptom assessment and management, psychosocial support and respite care for
carers. Approximately half of HAH services were able to provide care 24/7. Fewer services provided
practical support (household tasks, e.g. shopping) directly for family members or carers. Most HAH
services were able to provide rapid response times (including at weekends) within 4 hours.

On average, services cared for patients for between 1 week and 2 months once referred. Service
managers reported that intensity of care data were not routinely collected and were difficult to
provide. Nearly half (n = 32), however, stated that they provided intensive care to patients (> 3 hours
per day). Almost all services had local access to inpatient palliative care beds, if required, in a hospice,
a hospital or a care home setting.

When asked about factors that made it difficult to provide HAH services, two main factors emerged.
Delay in being able to administer anticipatory medicines by injection in a timely fashion was cited by
43 (61.4%) HAH services as somewhat or substantially difficult, and an inability to access necessary
equipment and anticipatory medicines was problematic for 39 (55.7%). Almost all service managers
felt that HAH services received substantial non-monetary support from local commissioners, the
hospices themselves, community nurses and GPs (98.1%, 98.6%, 100.0% and 100.0%, respectively).
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Staffing

On average, HAH services employed 19 members of staff, but the range was large (see Table 2).
More than half (n =37, 52.6%) of the services had at least three or more different disciplines among
their staff. Nearly all services employed RNs and/or HCAs to provide day-to-day care (n = 66, 98.6%).
Most services used more HCAs than RNs. Four HAH services were staffed with RNs only, and four
with HCAs only. Many services (n =45, 66.2%) did not employ additional staff solely dedicated to HAH
services, instead drawing on clinicians and HCPs working across hospices and/or NHS services. Just
over half of the HAH services reported no difficulty recruiting and retaining staff. Detailed staffing
data proved difficult to collect and analyse, as many HAH services could not provide accurate data at
the time of the survey. Therefore, findings on type of staff employed by HAH services and full-time
equivalents should be interpreted with caution.

Views on enablers of hospice at home services

Parts of this section have been reproduced from Butler et al.1> © Article author(s) (or their employer(s)
unless otherwise stated in the text of the article) 2018. All rights reserved. No commercial use is
permitted unless otherwise expressly granted. This is an Open Access article distributed in accordance
with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits others to
distribute, remix, adapt and build upon this work, for commercial use, provided the original work is
properly cited. See: https://creativecommons.org/licenses/by/4.0/. The text below includes minor
additions and formatting changes to the original text.

The survey asked service managers about elements that supported provision or made it difficult to
provide HAH services in their areas (Figure 4). Field notes recorded during survey interviews provided
further insight into key contributing features for successful services. First, planning and integration of
services locally was a major factor contributing to the provision of HAH services. Having a detailed
business plan for commissioning and integration with other local end-of-life services enabled HAH
service provision and funding. Furthermore, direct access to NHS trust services or other suppliers of
medication and equipment, as well as suitably trained and prepared people to undertake medication
administration, were key factors to patient care remaining within the home. The presence of an
integrated patient record also allowed better integration and facilitated arrangement of anticipatory
prescribing and advance care planning across providers.

Workforce, staff skills and wider support also emerged as key to supporting HAH services that allowed
patients to die at home. Service managers expressed the need to have a service able to respond to
changes in demand, as patients could deteriorate at any time in the last hours/days/weeks of life,

and their resulting service needs fluctuated accordingly. Using a skilled workforce mix of permanent
and flexible staff (under zero-hour contracts) enabled services to adapt to demand. Many service
managers also reported that identifying patients requiring rapid response or intensive support using
trained triage staff and being able to communicate the support available to patients and families

were key features of success. HAH services also benefited from a well-trained and extensive network
of third-sector support, volunteers and a responsive family support system.!s

Service models: typology

The goals of the survey were to understand the current national landscape of HAH provision and to
identify ‘model types’ of HAH services for further investigation. A typology of services was explored
from national survey responses, but the heterogeneity meant that it was difficult to see clear groupings.
Hence, a pragmatic approach was taken. The size of a service had been stipulated in the protocol as

an important criterion for differentiating services. Following discussion among the full team and with
the steering group, whether or not a service provided care 24/7 was selected as a second distinguishing
feature. This resulted in four model types (quadrants): large and small services with and without
provision of 24/7 care (see Figure 3).
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To what extent do each of these factors make it difficult to
run the service you aim to provide?

Geography of your area (e.g. distances, parking,
traffic, safety)

Delays in administration of anticipatory
(‘just-in-case’) medications by injection when needed
Difficulty accessing anticipatory (‘just-in-case’)
medications by injection in a timely fashion
Difficulty accessing necessary clinical equipment in

a timely fashion
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FIGURE 4 Enablers of and barriers to HAH services.

The size of a service was defined in terms of number of referrals, with large services being those
reporting > 365 referrals per year (i.e. more than one per day), and small services being those with
fewer referrals than this.

Whether or not a service provided care 24/7 was defined according to whether or not a service met
two or more of the following conditions (based on the service’s response to the national survey):

® hands-on care provided 24/7
® symptom assessment and management provided 24/7
® able to respond within 4 hours.

Recruitment of hospice at home services

Eight HAH services were originally included in phase 2 of the project. All eight were inducted into
the study between November 2017 and February 2018. One service dropped out as a research site
owing to workforce changes, having recruited three patient-carer dyads. As recruitment for the study
fell behind the projected target, a further five HAH services were recruited to the study between
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October 2018 and February 2019. Two HAH sites were closed to the study in January 2019, having
met recruitment targets, and the remaining nine continued to recruit until close of study recruitment
on 30 June 2019. Although no patient-carer dyads were recruited to the study after 30 June 2019,
data collection continued until 30 October 2019. In all, data were analysed for 12 HAH services,

four in quadrant 1 (Q1) (larger, 24/7 services), four in Q2 (smaller, 24/7 services), one in Q3 (larger, not
24/7 services), three in Q4 (smaller, not 24/7 services).

The characteristics of the HAH services according to eligibility criteria for service models are shown in
Appendix 8. The 24/7 availability of NHS district nursing services is also shown.

Among the five HAH services not meeting the criteria for providing 24/7 care (i.e. models in Q3 and
Q4), one HAH service reported 24/7 symptom assessment and management and another reported
ability to respond within 4 hours; two reported that DNs were available in the area 24/7.

Summary

The survey provided, to our knowledge, the first detailed description of the range of HAH service
provision existing in England. Services reported widely varying levels of activity, staffing configurations
and referral criteria. The term ‘hospice at home’ does not have consistent meaning. Although almost
all of the HAH services provided personal care, psychosocial support and symptom management, not
all provided this 24/7. Most services were providing care for, on average, 1 week to 2 months from
referral, and most had staffing with a greater proportion of HCAs than of RNs. Two-thirds of services
reported charity donations as the main source of funds. The main difficulties faced by HAH services
were geography of their area, difficulty getting other services to provide care in a timely fashion

and difficulties accessing equipment and medications (both drugs and administration) in the home.

A typology of services was explored from national survey responses, but the heterogeneity within the
sample meant that it was difficult to see clear groupings. Hence, a pragmatic approach was taken,
grouping services depending on their size and on whether or not they provided 24/7 support.
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Chapter 6 Case study findings: patient
and carer outcomes and costs

Recruitment of participants within hospice at home and service models

A total of 339 dyads were recruited from 12 HAH services. The target sample size of 66 patients was
reached in each service model; there were four HAH services in models 1 and 2, three HAH services
in model 4 and one in model 3 (Table 3). The number and proportion of dyads by model ranged from
75 (22.1%) in model 4 to 103 (30.4%) in model 1; the number of dyads from individual hospices ranged
from three to 81 (see Table 5). Over-recruitment of patient-carer dyads (compared with the original
protocol) was undertaken because it became clear as the study progressed that the QODD completion
rate was lower than had been predicted; this amendment received ethics approval.

Data availability for analysis

Although 339 dyads were recruited, data were not available for all participants for all outcomes. Of the
339 patients recruited, 284 (83.8%) died during the study period. A DOD was established (either reported
by carers post bereavement or obtained from the HAH service) so that time in the study from recruitment

to death could be calculated.

A post-bereavement interview to collect responses to the QODD was given by 132 carers (46.5%) of
the 284 people who died during the study period.

TABLE 3 Breakdown of participant numbers by service model and hospice

Participants (dyads)

HAH % of % of service Pie chart: participant numbers by service
service total model models

Q1.: large, 24/7, Acacia 3 0.9 2.9
N =103 (30.4%)

Camellia 12 3.5 11.7

Q4:
Small providers, Q1:
<24-hour services | | arge providers,

24-hour services

Echinacea 22 6.5 214
Peony 66 19.5 64.1

Q2: small, 24/7, Dahlia 21 6.2 26.2
N =80 (23.6%)

n=75
(22.1%) n=103

(30.4%)

Gardenia 16 4.7 20.0

Q3:
Large providers,
<24-hour services

n=81
(23.9%)

Lavender 24 7.1 30.0

Violet 19 5.6 237

Small providers,
24-hour services

Q3: large, not 24/7, Wisteria 81 23.9 100.0

N =281 (23.9%) n=80

Q4: small, not 24/7,  Hyacinth 31 91 413 (23.6%)

N=75 (22.1%) .
Marigold 34 10.0 45.3
Xyris 10 29 13.3
Total 339 100.0
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Of the 339 dyads recruited, 221 (65.2%) provided service use data by completing one or more AHCRs.
Of these 221, it was possible to include 178 (80.5%) in the analysis of costs because they died during
the study period and had a known DOD.

The availability of data on key outcome measures is summarised in Table 4. There were 327 dyads for
which different combinations of outcomes were available. Twelve dyads provided no AHCRs (service
use information) and no QODD because the patient was still alive at the end of the study. There were
43 dyads that had supplied at least one AHCR but for which the DOD was not known, and there were
67 dyads for which the DOD was known but there were no AHCRs or QODD data.

Characteristics of participants at recruitment, by service model

There were no differences in background sociodemographic characteristics of participants recruited across
the four models, except that carers in models 1 (larger, 24/7 services) and 4 (smaller, not 24/7 services)
were more likely to be partners (rather than friends) of patients, and they were significantly older than
the carers in the other models (see Appendix 9).

Clinical measures collected by hospice staff at recruitment showed differences between the models,
with patients in models 3 (larger, not 24/7 services) and 4 (smaller, not 24/7 services) having worse
health status than those in models 1 (larger, 24/7 services) and 2 (smaller, 24/7 services). Scores for
the IPOS for each service model are shown in Table 5 and Figure 5, confirming the significantly worse
health status of participants in models 3 and 4 at the point when they joined the study. The severity
of reported outcomes was also explored. Of the 337 non-empty IPOS forms, 306 (90.8%) had at
least one ‘severe’ (score 3) or ‘overwhelming’ (score 4) response [model 1: 88/102 (86.3%); model 2:
70/79 (88.6%); model 3: 79/81 (97.5%); and model 4: 69/75 (92.0%); chi-squared test, p = 0.058].
Individual IPOS items by service model are given in Appendix 10, Tables 31-48.

Data at recruitment on functional status (Karnofsky score: 0% = dead ... 30% = almost completely
bedfast ... 100% = normal) identified patients in models 2, 3 and 4 as being sicker at baseline.

The proportions of patients in the ‘deteriorating’ and ‘dying’ categories of the patient Phase of Iliness
measure were also highest in models 2, 3 and 4 (Table 6).

There were also differences between models in the time (days) between recruitment to the study and
death. Of the 284 patients who died during the study period, those in model 1 were in the study for
significantly more days (mean 87 days) than those in the other three service models (overall mean
56.2 days), but there was considerable variability. The 36 patients still alive at the end of the study had
been recruited, on average, 267.8 days beforehand (Table 7).

TABLE 4 Number of dyads providing different combinations of outcome and service use data

Combination With QODD With AHCR n (%)

Did not die during study, no DOD No No 12 (3.5)
No Yes 43 (12.7)

Died during study and DOD known No No 67 (19.8)
No Yes 85 (25.1)
Yes No 39 (11.5)
Yes Yes 93 (27.4)

Total (N) 339
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TABLE 5 The IPOS: mean total scores by service model at recruitment?

IPOS score

Completed 95% CI for

IPOS (n) Mean SD mean Minimum Maximum ANOVA
1: Large providers, 24/7 102 2236 820 081 20.75t023.97 4.25 45.90 p < 0.0005
2: Small providers, 24/7 79 2406 994 112 2184to 2629 213 49.30
3: Large providers, 81 27.62 746 083 25.97to29.27 392 46.36
not 24/7
4: Small providers, 75 28.14 980 1.13 25.89t030.39 6.00 51.00
not 24/7
Total 337 2531 9.15 050 24.33t026.29 213 51.00

Cl, confidence interval; SE, standard error.
a |IPOS score range: O (best) to 68 (worst).

Notes

The IPOS®® comprises 17 items (e.g. pain, nausea, energy, anxiety, each scored 1 =slight, 2 = moderate, 3 = severe,

4 = overwhelming, with reference to the previous 3 days). The total IPOS score was calculated for each patient by
multiplying the mean of the 17 separate items by 17 (0 = best; 68 = worst).

Official calculation of total IPOS score requires that all 17 questions have been answered (i.e. no use of option

5 = cannot assess).1*? Applying this strategy would have eliminated over one-third of the data [only 216/339 (63.7%)
responded fully], and so it was not followed. There was no statistically significant difference between the four service
models for number of complete responses (Kruskal-Wallis test: p = 0.328, data not shown).

32.00 A

30.00 A

worst)

28.00 A

best, 68

26.00 A

24.00 A

22.00 A

95% CI IPOS total score over last 3 days at
recruitment (O

20.00 A

T T T T
Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
24-hour services 24-hour services not 24-hour not 24-hour
services services

Service model group

FIGURE 5 The IPOS score at recruitment: mean with 95% Cls for each service model. Cl, confidence interval; Q, quadrant.

Outcomes

Primary outcome: the Quality of Dying and Death questionnaire

A QODD was returned by the carers of 132 of the 284 patients (46.5%) who died during the study.
Four respondents answered fewer than six of the 30 questions from which the total score is derived;
they were excluded from the analysis. Response rates by service model and by individual HAH service
are shown in Appendix 11. The proportion of carers who returned a QODD was significantly higher in
model 1 than in the other service models. The frequency with which each of the 30 QODD questions
were answered is shown in Appendix 12. The baseline sociodemographic and health status variables of
the 152 carers who did not provide a QODD differed from those of the 132 who did only with respect
to the education levels of the carer and the patient, which were higher among those responding than
among those not responding (data not shown).

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.
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TABLE 6 Patient functional status and Phase of lliness scores by service model at recruitment

Service model
Difference

1: Large 2: Small 3: Large 4: Small between
providers, providers, providers, not providers, not models, test
Indicator 24/7, n (%) 24/7, n (%) 24/7, n (%) 24 /7, n (%) Total, N (%) (p-value)

Karnofsky score, patient functional status (%) (N = 327), sample mean 42.3%

10 (worst, 0(0) 4 (5.6) 2 (2.5) 1(1.4) 7(21)  ANOVA
0 =dead) (< 0.0005)
20 2 (11.7) 30 (41.7) 9 (24.1) 8 (24.7) 79 (24.2)

30 8 (7.8) 8 (11.1) 3(16.5) 3(17.8) 42 (12.8)

40 7 (6.8) 9 (12.5) 0(12.7) 6 (21.9) 42 (12.8)

50 4 (13.6) 12 (16.7) 27 (34.2) 17 (23.3) 70 (21.4)

60 2 (31.1) 5(6.9) 8 (10.1) 8 (11.0) 53(16.2)

70 8 (17.5) 2(2.8) 0(0) 0(0) 20 (6.1)

80 0(9.7) 0(0) (0) (0) 10 (3.1)

90 2(1.9) 1(14) 0 (0) 0(0) 3(0.9)

100 (normal) 0(0) 1(1.4) 0(0) 0(0) 1(0.3)

Patient Phase of lliness scores (N = 332), median 2

1. Stable 28(27.2) 32 (42.1) 15 (188) 0(27.4) 95 (28.6)  Kruskal-Wallis
2. Unstable 39 (37.9) 6(7.9) 8 (10.0) 2 (30.1) 75 206) (0002
3. Deteriorating 33 (32.0) 25 (32.9) 51 (63.7) 9 (39.7) 138 (41.6)  Chi-squared
(< 0.0005)
4. Dying 3(2.9) 13 (17.1) 6 (7.5) 2(2.7) 24(7.2)

The total mean QODD score [range O (terrible) to 100 (almost perfect)] was 66.25 (SD 21.98, median
70.74, range 0-100, IQR 54.1-82.0) (n = 128). The distribution of the total QODD score (Figure 6) is
not bell-shaped, with a slightly extended left-hand tail and a right-censored right-hand tail, the latter
being caused by 100 being the maximum possible score. The distribution does not preclude the use
of parametric techniques to analyse the total QODD score, but renders the median a slightly more
appropriate summary statistic to describe the distribution alone. A score of 70 is associated with

‘a good death’.10

Secondary outcomes

Patient achieved preferred place of death

Of the 284 dyads for which the patient died during the study period, information on both the PPOD
and the actual place of death was available for 222 (78.2%); of these, 162 (73.0%) (shaded in Table 8)
achieved their PPOD and 60 (27.0%) did not. If care/nursing home is interpreted as the patient’s home
(although it was not when the PPOD was collected at recruitment), then the percentage who achieved
PPOD rises to 75.7% (168/222) (see Table 8).

For the 62 patients who died without having expressed a PPOD, the places of death were distributed
as follows: home, n =29 (46.8%); hospice, n = 17 (27.4%); hospital, n = 8 (12.9%); care/nursing home,

=4 (6.5%); and unknown, n =4 (6.5%). Comparing the 58 patients who had a known place of death
but an unknown PPOD with the 222 patients with a known place of death and a known PPOD, there
was no statistically significant difference in the percentages dying in hospital: 8 out of 58 (13.8%) of
the former versus 20 out of 222 (9.0%) of the latter (chi-squared test: p = 0.280).
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TABLE 7 Patient time (days) in study by service model

Number of Service model

days from
recruitment  1: Large providers, 24/7 2: Small providers, 24/7 3: Large providers, not 24/7 4: Small providers, not 24/7

(patient
consent) to
death n Mean (SD) (range) n Mean (SD) (range) n Mean (SD) (range) n

Died during 78 87.0(84.5) 60.0(1-377) 67 32.1(43.7) 15.0(1-181) 74 57.2(124.2) 13.0(0-750) 65 43.0(56.9)

study®
Still alive at 19 182.3 131.0 6 190.2 212.0 3 803.0 814.0 8
end of study (131.0) (12-461) (89.6) (53-302) (101.9) (696-899)

Mean (SD)

3284
(192.3)

(range)

17.0 (0-235)

326.5
(101-690)

Total (N = 320)°

n Mean (SD)
284 56.2 (86.8)

36 267.8
(219.8)

Median
(range)

21.0 (0-750)

219.5
(12-899)

a Nineteen missing: eight withdrew and 11 died at an unknown date, presumed to be after the end of the study period.
b Kruskal-Wallis test: p < 0.0005.
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20 Mean 66.25
SD 21.976
n=128
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Total QODD score [30 items, scale O (terrible) to 100 (almost perfect)]

FIGURE 6 Histogram of total QODD score (with superimposed normal distribution).

TABLE 8 Preferred place of death by actual place of death

Actual place of death

Care/nursing

Home, n (%) Hospice, n (%) Hospital, n (%) home, n (%) Total, n (%)
Home 143 (64.4) 26 (11.7) 15 (6.8) 5(2.3) 189 (85.1)
Hospice 6(2.7) 12 (5.4) 1(0.5) 2(0.9) 21 (9.5)
Hospital 1(0.5) 0 (0) 0(0) 0 (0) 1(0.5)
Home or hospice 2 (0.9) 4 (1.8) 3(1.4) 1 (0.5) 10 (4.5)
Home or hospital 0 (0) 0 (0) 1 (0.5) 0 (0) 1 (0.5)
Total 152 (68.5) 42 (18.9) 20 (9.0) 8(3.0) 222 (100.0)
Note

Shading indicates patients who achieved their PPOD, of those for whom information on both the PPOD and the actual
place of death was available.

Post-bereavement carer satisfaction: Views of Informal Carers - Evaluation of

Services 1 and 2

Of the 284 eligible dyads, 132 (46.5%) carers returned a completed QODD, of whom 127 (96.2%)
completed VOICES 1 and 128 (97.0%) completed VOICES 2. Responses are shown in Table 9.

The median response to VOICES 1 was 1 (the best) (i.e. agreement that the carer and family got as
much help and support from the health and social care services as they needed); for VOICES 2, it was 2
(i.e. that the carer rated the help and support they had received as excellent). Treating the 1-5 scales
as linear, the mean for VOICES 1 was 1.31 (SD 0.64) and the mean for VOICES 2 was 1.98 (SD 1.06).

Service satisfaction and carer burden in the last 28 days of life

Completion of each AHCR included a question on satisfaction with services (scaled as follows:

1, exceeded expectations; 2, just met expectations; and 3, fell short of expectations) and a question
on carer burden score (range O = best to 24 = worst). The last responses prior to the death of the
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TABLE 9 Responses to VOICES 1 and 2, post-bereavement service satisfaction

Question Responses, n (%)

VOICES 1: overall, did you and your family get as much help and support from health and social care services as you needed
when caring for the patient?

1. Yes, we got as much as we needed 97 (76.4)
2. Yes, we got some support but not as much as wanted 22 (17.3)
3. No, although we tried to get more 6 (4.7)
4. No, but we did not ask for more help 2 (1.6)
5. We did not get any help at all 0 (0)
Total (missing 5) 127 (100.0)

VOICES 2: overall, how was the help and support you and your family received from health and social care services when
caring for the patient?

1. Qutstanding 50 (39.1)
2. Excellent 47 (36.7)
3. Good 19 (14.8)
4. Fairly good 7 (5.5)

5. Poor 5(3.9)
Total (missing 4) 128 (100.0)

patient (provided it was recorded within 28 days of death) were analysed (i.e. 143 service satisfaction
ratings and 149 carer burden scores). The mean satisfaction and carer burden scores were 1.52 (SD 0.66)
and 7.78 (SD 6.12), respectively. Histograms are shown in Figures 7 and 8.

Comparison of outcomes by service model

Outcomes are summarised by service model in Table 10. Outcomes by individual HAH service are
shown in Appendix 13. There was a statistically significant difference in the QODD scores between the
four service models. Comparison of both mean scores and using the dichotomised scoring [< 70 (terrible,
poor, intermediate) vs. > 70 (good, almost perfect)] reveals that carers in model 3 reported a significantly
worse death than those in models 2 and 4 (Tables 11 and 12). Responses to each item of the QODD by
individual HAH service are shown in Appendices 13 and 14 (including Tables 52-81). Significant differences
were found between service models on service satisfaction (worst in model 1) and carer burden in last
28 days (least in model 1); model 2 scored marginally better than the other models on VOICES 1 and 2.
There was no statistically significant difference between models in achievement of PPOD, although the
proportion was higher in model 2.

100 - Mean 1.52
" SD 0.659
g 80 - n=143
o
Q.
3 60
G
3 40
g
Zz 204

0_
05 10 15 20 25 30 35
Service satisfaction score2

FIGURE 7 Histograms of service satisfaction (with superimposed normal curve). a, Responses for last 28 days of life,
for which 1 = exceeded expectations, 2 = just met expectations and 3 =fell short of expectations.
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FIGURE 8 Histograms of carer burden (with superimposed normal curve). a, Responses for last 28 days of life; mean of
six questions for which O = best and 24 = worst.

Factors associated with the Quality of Dying and Death questionnaire score (primary outcome)
Bivariate tests were used to explore the association between the QODD scores (available for 128 dyads)
and a range of potential influencing factors (listed in Appendix 15): patient and carer characteristics; place
of death and achieving PPOD; length of time the patient was involved with the hospice; three items from
the QODD reflecting the condition of the patient, communication with the carer during the last 7 days
and how prepared the patient was for death; and the number of days between death and completion of
the QODD (which could affect carer adjustment to life after the loss of a loved one).

Results revealed that higher total QODD scores (i.e. a better quality of dying and death) were
associated with:

® the carer being educated to university level (n = 40; QODD mean score 74.42, SD 16.95), versus not
(n =74; QODD mean score 64.85, SD 20.72; unpaired t-test: p = 0.014; using highest level of
education, Spearman’s rank-order correlation: r = 0.282; p = 0.002)

® the carer seeing the patient for more days during the last week of life (Spearman’s rank-order
correlation: r=0.194; p = 0.029)

® death taking place at home (n=87; QODD mean score 68.74, SD 19.03), in a hospice (nh =27,
QODD mean score 67.12, SD 26.02), in hospital (n=11; QODD mean score 56.27, SD 20.12) or in
a care/nursing home (n = 3; QODD mean score 22.93, SD 24.92); ANOVA: p =0.001.

A lower total QODD score was associated with the patient being in the study for a longer time (days)
(Pearson’s correlation r=-0.217; p = 0.014). No other statistically significant associations with the
total QODD score were found.

Exploratory regression analysis to investigate the effect of service model on outcomes

Seven outcome variables were modelled using the variables listed in Appendix 16. Four of these
outcomes were gathered from the post-bereavement interview [total QODD score, achieved a good
death (i.e. QODD score of > 70), VOICES 1 and 2]; two were gathered from the last AHCR completed
prior to death, provided it was within 28 days of death (service satisfaction in the last 28 days, carer
burden in the last 28 days); and achieving PPOD was gathered from the baseline assessment at
recruitment and HAH service records of death.

Associations between the total QODD score (primary outcome) and secondary outcomes indicated

positive correlations with VOICES 1 and 2 and service satisfaction in the last 28 days, but not with
carer burden in the last 28 days (Table 13). The total QODD scores were available for 77 (47.5%) of the
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TABLE 10 Summary of outcomes by service model

Service model

3: Large providers, not

4: Small providers, not

1: Large providers, 24/7  2: Small providers, 24/7 Difference
between
Median, models, test
Outcome (SD) maximum ((»)] maximum maximum maximum maximum (p-value)
Total QODD score 46 625 66.0, 98.6 31 75.2 81.7, 98.6 30 570 59.2,90.4 21 744 78.3, 100.0 66.2 70.7,100.0 ANOVA
[30 items, scale O (21.3) (19.4) (23.9) (17.2) (22.0) (< 0.0005)
(terrible) to 100
(almost perfect)]®
QODD: % of patients 46 41.3 0, 100.0 31 67.7 100.0, 1000 30 36.7 0, 100.0 21 76.2 100.0, 100.0 52.3 100.0, 100.0 Chi-squared
who achieved good/ (0.005)
almost perfect death
(i.e. score of > 70)°
Percentage of patients 51 64.7 100.0, 100.0 62 82.3 100.0, 100.0 57 71.9 100.0, 1000 52 71.2 100.0, 100.0 73.0 100.0, 100.0 Chi-squared
who achieved PPOD (0.204)
VOICES 1 score: 44 14 1.0,4.0 31 11 1.0, 2.0 31 14 1.0, 3.0 21 1.3 1.0, 3.0 1.3 1.0,4.0 Kruskal-Wallis
overall, did you and (0.075)
your family get as much
help and support from
health and social care
services as you needed
when caring for the
patient? (1 = best,
5 =worst)*
VOICES 2 score: 45 22 20,50 31 1.6 1.0, 4.0 31 22 20,5.0 21 1.7 20,40 128 20 20,50 Kruskal-Wallis
overall, how was the (0.044)
help and support
you and your family
received from health
and social care services
when caring for the
patient? (1 = best,
5 =worst)®
continued
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TABLE 10 Summary of outcomes by service model (continued)

Outcome

Service satisfaction
score, last 28 days/final
response (1 = exceeded
expectations, 2 = just
met expectations,

3 =fell short of
expectations)®

Carer burden score,
last 28 days/final
response. Mean of
six items (O = best,
24 = worst)®

Service model

3: Large providers, not

1: Large providers, 24/7  2: Small providers, 24/7

Mean Median, Mean Median, Median,

(SD) maximum (SD) maximum maximum
61 17 20,30 22 14 1.0, 30 36 14 1.0, 30
62 5.9 45,240 21 8 9.0, 20.0 37 9.6 11.0, 22.0

4: Small providers, not
Median,

maximum

24 15 10,30

29 8.6 8.0, 220

143 15

149 7.8

Median,
maximum

10,30

7.0, 240

Difference
between
models, test
(p-value)

Kruskal-Wallis
(0.029)

Kruskal-Wallis
(0.010)

a Collected by interview 4 months after death.
b Collected through the AHCR.
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TABLE 11 Total QODD score? by service model

Difference between

Service model n Mean SD SE 95% Cl for mean REN models

1: Large providers, 46 62.45 21.31 3.14 56.13 to 68.78 0-98.57 ANOVA (p =0.002)
24/7 services

2: Small providers, 31 75.24 19.40 3.48 68.13 to 82.36 0-98.62
24/7 services

3: Large providers, 30 57.05 23.93 4.37 48.11 to 65.98 0-90.38
not 24/7 services

4: Small providers, 21 74.44 17.18 3.75 66.62 to 82.26 21.33-100
not 24/7 services

Total 128 66.25 21.97 1.94 62.41 to 70.09 0-100

Cl, confidence interval; SE, standard error.
a QODD: 30 items, scale O (terrible) to 100 (almost perfect).

TABLE 12 Total QODD score using dichotomised scoring by service model

HAH services split by QODD score group

Terrible/poor/intermediate Good/almost perfect Difference between
Service model (< 70), n (%) (> 70), n (%) Total (N) models, test (p-value)

1: Large providers, 27 (58.7) 19 (41.3) 46 Chi-squared (0.005)
24/7 services

2: Small providers, 10 (32.3) 21(67.7) 31
24/7 services

3: Large providers, 19 (63.3) 11 (36.7) 30
not 24/7 services

4: Small providers, 5(23.8) 16 (76.2) 21
not 24/7 services

Total 61 (47.7) 67 (52.3) 128

162 patients who achieved their PPOD and for 25 (41.7%) of the 60 who did not achieve their PPOD.
There was no difference in the mean QODD scores between these groups: 70.1 (SD 18.5) in the PPOD
achieved group versus 61.2 (SD 20.0) in the PPOD not achieved group; unpaired t-test: p = 0.162.
Reducing the QODD score to its dichotomous form, a good/almost perfect death (score of > 70) was
reported for 46 out of 77 (59.7%) who achieved their PPOD, compared with 11 out of 25 (44.4%) who
did not (chi-squared test: p = 0.168).

TABLE 13 Associations between primary outcome (QODD total score) and secondary outcomes

VOICES 1: got as VOICES 2: quality Last 28 days: carer Last 28 days: service
much help as we  of support received burden. Overall mean satisfaction (range 1-3:

Spearman rank- wanted (1 =best, overall (1= best, of six questions exceeded, just met or fell
order correlation 5 = worst) 5 = worst) (0 = best, 24 = worst)  short of expectations)
Correlation -0.279 -0.420 -0.127 -0.273

coefficient

Significance 0.002 < 0.0005 0.258 0.016

(two-tailed)

n 125 126 81 77

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
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Linear or logistic regression modelling was performed, with service model entered initially (model 3
was withheld as baseline) and additional predictors then determined by forward stepwise selection.
Results in the form of fitted parameters for service model and for all other statistically significant
predictors are summarised in Table 14, with interpretations provided in Box 1. Results of the logistic
regressions are presented as adjusted odds ratios.

Modelling of the two QODD outcomes produced the most robust findings and the highest levels of
explanatory power. Both revealed that improved quality of death was associated with small providers
(models 2 and 4), dying at home or in a hospice and when the patient was aware for a longer time that
they were dying. The QODD total score model also showed that carers who were female and carers
who were educated to university level were more likely to report a good death.

Achieving PPOD was less likely when there was a longer time between recruitment to the study and
death. This may be because the PPOD was recorded at recruitment and patients can change their
minds. This would be consistent with the finding that patients in model 2 were both (on average) in the
study for less time and more likely to achieve their PPOD.

Regarding views on help and support received, carers of service model 2 reported more help and
support in the post-bereavement interview and that it was of better quality (VOICES 1 and 2). Service
model 1 was associated with less satisfaction in the last 28 days. Lower quality of help and support
(VOICES 2) and levels of satisfaction in the last 28 days were reported by carers whose patients died
in hospital. The carers of female patients reported lower levels of support (VOICES 1) and university-
educated carers provided better ratings (VOICES 2).

Carer burden was less in the last 28 days when the patient died at home, and in service model 1
[in which patients (on average) had longer associations with the hospice].

Service-level analysis of resources and costs

Information on the resources involved in running each hospice and costs was sought through
interviews with case study site managers during phase 1. Most hospices found it difficult to provide
the detailed data on human and other resources that would be needed for a costing analysis. Either
the information was not easily available to them or sharing it posed confidentiality issues. In the case
of variables such as the ratio of nurses to HCAs, respondents were sometimes unsure of staff grades;
they also reported that staffing levels and composition changed frequently, as professionals joined and
left the service during the study. Based on interview responses, the home care delivered by each HAH
service was designated as led by either RNs or HCAs. Except for the three smaller HAH services in
model 1 (Acacia, Camellia and Echinacea) and one HAH service in model 4 (Marigold), all sites were led
by HCAs (see Appendix 9).

Patient-level analysis of service use

Data on service use for the patient-level analysis were gathered through the AHCR, which
was completed by interview at baseline (with reference to the previous 2 weeks). Telephone
interviews (mostly with carers) to collect subsequent service use data were intended to take
place every 2 weeks, up to the death of the patient. In some cases, carers were unavailable or
busy and interviews could not be undertaken to schedule. When patients were in the study for
many weeks or months, administering AHCRs became burdensome and the interval between
interviews was extended.
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14

Outcome

Model 1: Large
providers, 24/7

Model 2: Small
providers, 24/7

Model 4: Small
providers, not 24/7

Patient: female
Carer working

Number of days from
recruitment to death

Patient died at home
Patient died in hospital

Carer educated to
university level

Carer: female
Patient died in hospice

How long before death
patient was aware of

dying (1 = never aware,

2=1week, 3=2-4

weeks, 4 = 2-6 months,

5 =6-12 months)

Predictor

Total QODD

score (0 = worst,

100 = best)
4171

12.950**

11.371**

24.831**

8.763**

11.056**
28.143**
5.885*

Achieved good
death - yes

(i.e. total QODD
score of > 70)

AOR =1.148
AOR = 3.700**
AOR =5.389**
AOR = 6.825™*
AOR =2.938**
AOR=5.810"
AOR=1.711*

Achieved
PPOD - yes
AOR =0.942
AOR=1.351
AOR =0.790
AOR =0.988**

TABLE 14 Regression modelling of outcomes with summary of fitted parameters from final models

VOICES 1: got

as much help as

we wanted (yes VOICES 2: quality of

vs. all lesser support received overall

responses) (1 = best, 5 = worst)
AOR =1.070 -0.071
AOR=8.174** -0.487*
AOR =1.003 -0461
AOR =0.409**
0.762**
-0.411*

Last 28 days: carer
burden. Overall mean
of six questions

(0 = best, 24 = worst)

-4.547**

-0.349

-0.916

-3.592**

Last 28 days: service
satisfaction (1 = best,
3 = worst)

0.251*

-0.020

0.027

-0.326**

0.351**

continued
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TABLE 14 Regression modelling of outcomes with summary of fitted parameters from final models (continued)

Predictor
VOICES 1: got
Achieved good as much help as Last 28 days: carer

Total QODD death - yes we wanted (yes VOICES 2: quality of burden. Overall mean Last 28 days: service

score (0 =worst, (i.e. total QODD Achieved vs. all lesser support received overall of six questions satisfaction (1 = best,
Outcome 100 = best) score of > 70) PPOD - yes responses) (1 = best, 5 = worst) (0 = best, 24 = worst) 3 =worst)
Patient ever talked 9.643**
comprehensibly in last
7 days
Constant -1.419 2.273 12.076 1.470
Final model diagnostics 106 118 215 127 114 148 141
(n)
R? 0.399 0.149 0.153 0.140
Cox and Snell’s R? 0.250 0.138 0.091
Nagelkerke’s R? 0.333 0.199 0.137

*0.10 < p < 0.05, **p < 0.05.
AOR, adjusted odds ratio.
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BOX 1 Final model interpretation

Final model interpretation
Total Quality of Dying and Death Questionnaire score

Total QODD score (a higher score indicates a better-quality death) = -1.419 + 11.056 (if carer female) + 8.763
(if carer is university educated) + 24.831 (if died at home) + 28.143 (if died in hospice) + 5.885 x (how long
patient knew they were dying: 1 = never aware, 2 = 1 week before death, 3 = 2-4 weeks before death,

4 =2-6 months before death, 5 = 6-12 months before death) + 9.643 (if patient ever talked in a comprehensible
way in last 7 days before death) + 4.171 (if model 1) + 12.950 (if model 2) + O (if model 3) + 11.371 (if model 4).

Achieving a good death

Final model for achieving a good death (i.e. total QODD score of > 70, indicating a good/almost perfect death):

e A female carer is 2.938 times more likely than a male carer to report a good/almost perfect death.

e Carers of patients who died at home are 6.825 times more likely to report a good/almost perfect death
than those who died in hospital or in a care/nursing home.

e Carers of patients who died in a hospice are 5.810 times more likely to report a good/almost perfect death
than those who died in hospital or in a care/nursing home.

e For every point moved up the timescale reflecting how long the patient was aware they were dying
(never aware/1 week before death/2-4 weeks before death/2-6 months before death/6-12 months
before death), the carer is 1.711 times more likely to report a good/almost perfect death experience.
For example, a carer whose patient was aware that they were dying 2-6 months before death would be
(1.711 x 1.711 =)2.928 times more likely to report a good/almost perfect death than a carer whose
patient was aware that they were dying only 1 week before death.

e Carers under small-provider models 2 and 4 are more likely to report a good/almost perfect death experience:
3.700 times more likely in the case of model 2, and 5.389 times more likely in the case of model 4.

Achieving preferred place of death

Final model for achieving PPOD:

e for each additional 10 days the patient was under HAH care, the patient was 0.988%° = 0.886 times less
likely achieve their PPOD

e patients in model 2 were most likely to achieve their PPOD, although there was no statistically significant
difference between the four models.

Views of Informal Carers - Evaluation of Services 1

Final model for VOICES 1:

e when a patient is female, the carer is 0.409 times less likely to report ‘yes, we got as much help and
support as we wanted’

e carers in service model 2 are 8.174 times more likely to report ‘yes, we got as much help and support as
we wanted’ than carers in the other three service models, which showed no discernible differences.

Views of Informal Carers - Evaluation of Services 2

VOICES 2 (a lower score indicates a better quality of help and support) = 2.273 - 0.411 (if carer is university
educated) + 0.762 (if place of death is hospital) - 0.071 (if model 1) - 0.487 (if model 2) - 0.461 (if model 4).
Service satisfaction

Service satisfaction last 28 days (a lower score indicates greater satisfaction) = 1.470 - 0.326 (if carer

employed full time/part time or self-employed) + 0.351 (if place of death was hospital) + 0.251 (if service
model 1) - 0.020 (if model 2) + 0.027 (if model 4).

Carer burden

Carer burden last 28 days (a lower score indicates less burden) = 12.076 - 3.592 (if place of death is
home) - 4.547 (if model 1) - 0.349 (if model 2) - 0.916 (if model 4).

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.
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The AHCR requested information on service contacts inside the home (i.e. community nurses/DNs/
HCAs, hospice nurses/HCAs, home/personal care workers, GPs, allied health professionals, social
workers, representatives of voluntary organisations) and outside the home (outpatient appointments at
hospitals/hospices/clinics, visits to A&E, Day care), inpatient stays (hospital, hospice and care/nursing
home), telephone calls, medications, supplies and equipment, and informal caring. At the end of the AHCR,
there are three items for recording carer burden (six items, each on a five-point scale), the patient’s
functional status (ECOG Performance Status Scale, six levels: O if fully active, 5 if dead) and satisfaction
with services (whether they had exceeded, met or fallen short of expectations) over the period covered
by the data collection.??

Completion of Ambulatory and Home Care Records

Of the 339 patient-carer dyads in the study, 221 (65.2%) provided at least one AHCR, of whom 178
had a known DOD and could be included in the economic analysis (see Table 4). The distribution of
the 178 patient-carer dyads was not even across service models: most (n = 68, 66.0%) were in service
model 1 and the fewest were in service model 2 (n =27, 33.8%). The progress of patients through the
study and the provision of AHCRs (service use data) by service model and by individual HAH service
are shown in Appendix 17, Tables 83 and 84.

In total, 613 AHCRs were returned for the 178 patients who had died and provided at least one AHCR
(mean 3.44 per patient, maximum 23). Almost half of the total AHCRs available for analysis were in
service model 1 (304/613, 49.6%); only 78 out of 613 (12.7%) related to model 2. As health and social
care use changes in the months, weeks and days prior to death, the service use data were broken
down initially into seven periods of number of days before death (0-7, 8-14, 15-21, 22-28, 29-92,
93-182 and > 183 days). The dates covered by AHCRs did not coincide with these time periods, so an
allocation algorithm was designed and implemented (explained in detail in Appendix 2). The number

of AHCRs available by hospice and time period is shown in Appendix 18. The number of patients with
AHCR data by service model and time period is shown in Appendix 19. Because an algorithm allocated
AHCR data to study time periods, the number of AHCRs and patients in any time period may not be
the same; this is explained in the footnote to Table 86 in Appendix 19. The pattern of AHCR completion
reflected recruitment to the study, with most AHCRs relating to service model 1, which had recruited
the most participants and recruited them furthest from the time of death (see Table 7).

As the availability of AHCR data diminished considerably after the period 29-92 days, subsequent
analysis of service use and costs was conducted for three time periods: the last 2 weeks before death
(days 0-14), the penultimate 2 weeks before death (days 15-28) and between 4 weeks and 3 months
from death. Beyond 92 days from death, the number of AHCRs returned was < 10 in three of the four
models; therefore, it was decided that analysis in this time period was not viable.

Service use

Table 15 shows summaries of service use in each of the three time periods: ‘nursing’ (RNs and HCAs)
and social care home visits, all formal care contacts (health, social and voluntary sectors, in and out of
the home, except for inpatient care), total inpatient nights (hospital, hospice, care/nursing home) and
informal care. Informal care was measured in hours per day (rather than visits/contacts). (Full details
of service use, broken down into individual items by time period and model, are shown in Appendix 19.)
Data are presented as mean, SD, median and maximum number of visits per day (computed as the
number of visits in the time period divided by the number of days covered by the AHCR in the period).
The number of patient-carer dyads reporting zero contacts is also shown for each item.

NIHR Journals Library www.journalslibrary.nihr.ac.uk
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TABLE 15 Summary of main items of service use, by time period

0-14
15-28
29-92

All nursing/HCA (district and hospice)
and social care contacts (visits per day)

n (dyads

reporting zero Median,

contacts, n)
125(11)
112 (10)

95 (4)

maximum
1.76, 6.63
1.14, 10.50
0.43, 10.50

Mean (SD)
2.18 (1.90)
2.08 (2.38)
1.46 (1.93)

Total formal care visits
(health, social, voluntary sector),

includes nursing, excludes inpatient
stays (contacts per day)

n (dyads

reporting zero Median,

contacts, n)
127 (0)
112 (0)

95 (0)

maximum
2.36, 12.86
1.61, 11.21
0.93,11.21

Mean (SD)
2.85(2.16)
2.54 (2.42)
1.85 (2.04)

Total inpatient nights
(hospital, hospice, care home)

n (dyads

reporting zero Median,

contacts, n)
133 (74)
116 (70)

95 (48)

maximum
0.00, 1.00
0.00, 1.00
0.00, 0.88

Mean (SD)
0.20 (0.31)
0.15 (0.27)
0.09 (0.17)

Informal caring (main carer and secondary
carers) (hours per day)

n (dyads
reporting zero Median,
contacts, n) maximum  Mean (SD)

133 (23) 20.00, 66.00 17.18 (14.4¢6)
116 (14) 15.50, 48.00 15.28 (10.75)
95 (5) 12.00, 56.00 14.40 (11.32)
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The largest item of formal service use for all service models and for all time periods was nursing and
social care delivered in the home. Three sources of nursing and other care support were distinguished
in the data (community nurses/DNs and HCAs from local NHS services, nursing and HCAs from HAH
services, and care workers provided by social services). Because there is substitutability between
these three groups, and respondents were not always sure which source a visiting professional had
come from, the data are presented with the three groups combined, to provide a measure of the total
in-home nursing and social/personal care support received by patient-carer dyads (see Table 15), and
separately (see Appendix 20). Very little in-home contact with voluntary services was reported in any
site (see Appendix 20).

Across the whole sample, there was a general trend for rates of formal and informal care to be higher
in the periods closer to death (see Table 15). The median number of hours of informal care in the last
2 weeks of life was > 20 hours per day (total of main carer and any additional carers). The median
number of nursing and personal/social care visits was 1.76 per day; the median number of total health,
social and voluntary sector contacts, including nursing but excluding inpatient stays, was 2.36 per day.
On average, the number of inpatient nights (hospital, hospice and care home) was low. There was a lot
of variability between individuals in all categories of service use (see Table 15).

On average, respondents reported using two items of equipment (e.g. beds, bedding, hoists, commodes,
walking frames, shower seats). Many also reported use of continence pads and food supplements
(data not shown).

Differences between service models

The main summary measures of service use [in-home nursing/carer visits, total formal care contacts
(including nurses, excluding inpatient care), informal caring hours] by model are shown in box plots in
Figures 9-11. Box plots for individual HAH services are shown in Appendix 21, Figures 24-26.
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FIGURE 9 Service use by model: total community health and social care visits per day. This includes DNs/community
nurses, and HAH staff and personal carers, and includes night sits. Boxes show IQR with median bar inside. Whiskers

are minimum to maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of the box;
extreme outliers (asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers
to enable identification of repeat outliers over time.
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Inspection of the data showed differences in service use between model 1 (larger, 24/7 services) and
the other models. In the last month of life (0-14, 15-28 days), larger proportions of dyads in model 1
reported no visits into the home at all; use of out-of-home care was, however, greater than in the
other three models. A total of 12% of dyads in model 1 reported no in-home care, no out-of-home care
and no telephone calls between 0 and 14 days (7% between 15-28 days). Furthermore, relatively high
proportions in model 1 reported no informal care (32% between O and 14 days, 18% between 15 and
28 days). Between 29 and 92 days, there continued to be smaller proportions of dyads in model 1
reporting in-home service use and greater proportions reporting out-of-home care than in the other
three models, but all dyads reported use of at least one in-home, out-of-home or telephone contact,
and all respondents reported informal care. Greater proportions of dyads in model 1 reported overnight
stays (hospital, hospice or care home) during days 0-14, but not in the other time periods (see Appendix 20).
As comparisons across models were standardised for time from death, a plausible reason for these
differences between model 1 and the other models could not be identified.

Provision of nursing and care by hospice at home services

The overall numbers of home visits per day of community nurses/DNs and HCAs, nurses and HCAs
from a HAH service and personal carers from social services were highest in model 2 (smaller, 24/7
services) and lowest in model 1 (larger, 24/7 services). There was no difference between the models
with respect to the proportion of all nursing and personal caring visits that were made by community
nurses/DNs in any of the three time periods (between 30% and 35% of all visits), but differences did
exist between models in the proportions of HAH nurses or HCAs and social service personal carer
visits. Pairwise comparisons of models showed that greater proportions of visits were from HAH staff
in models 2 (smaller, 24/7 services) and 4 (smaller, not 24/7 services) than from HAH staff in models 1
(larger, 24/7 services) and 3 (larger, not 24/7 services); the proportion of visits from social service carers
was greater in model 3 (larger, not 24/7 services) than in the other three models (Tables 16 and 17)
(see also Appendix 22, Figures 27-29).

Costs

Costs are presented in GBP, at 2019 values. Full details of daily costs for all items of service use by
time period and model are shown in Appendix 23, and for individual HAH services in Appendix 24,
Figures 30-33. Summaries of costs by service model and time period for the main cost items (all nursing
and personal care; all formal care, including nursing, personal and inpatient; informal care; grand total of
formal and informal care) are shown in Figures 12-14 and in Appendix 25.

Costs per day were higher closer to death: the median daily costs for 0-14, 15-28 and 29-92 days
before death for all formal care were £104.57, £80.08 and £56.07, respectively. Among these overall
costs, the median daily costs for in-home nursing and personal/social care were £40.43, £27.93 and
£12.22 for 0-14, 15-28 and 29-92 days before death, respectively. Informal care costs, valued at
replacement costs (support worker), exceed formal care costs, with daily medians of £580.00, £449.50
and £348.00 for 0-14, 15-28 and 29-92 days before death, respectively.

Statistically significant differences existed between models in all cost summary items and time periods
(Table 18). Pairwise comparisons of models revealed that costs per day were consistently lower in
model 1 (larger, 24/7 services) than in the other three models (for both formal and informal care).
Daily costs in model 2 (smaller, 24/7 services) were higher than those in model 4 (smaller, not 24/7 services)
for in-home nursing and personal/social care (all periods), but only for all formal care for days 29-92.
Overall formal care costs were lower in model 4 (smaller, not 24/7 services) than in model 3 (larger,

not 24/7 services). There were few differences in costs between model 2 (smaller 24/7 services) and
model 3 (larger, not 24/7 services) (see Table 18).
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TABLE 16 Summary statistics for total nursing and social care visits per day by different groups of local providers and time period

of days
before

Service item death

Number of visits per day

Service model

1: Large provi
24/7 services

n (dyads
reporting
zero
contacts, n)

iders,

Median,
maximum

(SD)

2: Small provi

24/7 services

n (dyads
reporting
zero
contacts, n)

iders,

Median,
maximum

(sD)

3: Large providers, not
24/7 services

n (dyads
reporting
zero
contacts, n)

Median,
maximum

(sD)

4: Small providers, not
24/7 services

n (dyads
reporting
zero
contacts, n)

Median,
maximum

(SD)

n (dyads
reporting
zero
contacts, n)

Median,
maximum

(sD)

Difference
between
models
(p-value)

Total visits per ~ 0-14 49 (8) 0.81, 1.58 17 (0) 3.76, 377 34(3) 2.18, 2.36 25 (0) 1.71, 2.02 125 (11) 1.76, 2.18
day: NHS 6.50 (1.93) 6.63 (1.34) 6.36 (1.80) 6.14 (1.72) 6.63 (1.90)
community
nurse/HCA, 15-28 58 (10) 0.35, 145 16 (0) 3.46, 370 16 (0) 1.31, 2.08 22 (0) 1.56, 2.57 112 (10) 1.14, 2.08
HAH nurse/HCA 8.42 (2.09) 7.07 (2.02) 5.50 (1.91) 10.50 (3.02) 10.50 (2.38)
and social
services personal 29-92 52 (4) 0.22, 0.88 11(0) 2.37, 3.69 17 (0) 1.10, 1.73 15 (0) 0.86, 1.53 95 (4) 0.43, 146
caring 5.59 (1.47) 6.93 (1.99) 4.61 (1.42) 10.50 (2.60) 10.50 (1.93)
Proportions of total p-value®
% of total visits  0-14 41 (5) 22.89, 4101 17(1) 18.75, 2529 31(2) 2143, 29.84 25 (4) 18.03, 25.27 114 (12) 22.00, 32.17 0.699
that are NHS 100 (40.08) 71.74 (22.42) 100 (26.11) 85.50 (23.88) 100 (31.45)
community
nursing/HCA 15-28 48 (8) 18.82, 3623 16(1) 26.25, 29.65 16 (0) 21.44, 2342 22(6) 9.17, 24.33 102 (15) 20.56, 30.62 0.654
visits® 100 (38.24) 100 (26.65) 55.56 (15.50) 80.95 (28.15) 100 (31.91)

29-92 48 (5) 38.11, 4279 11(0) 21.13, 19.44 17 (0) 11.29, 2249 15(3) 21.30, 29.75 91 (8) 29.50, 3403 0.130

100 (34.57) 41.24 (14.20) 56.25 (19.00) 80.95 (28.35) 100 (30.51)
continued
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TABLE 16 Summary statistics for total nursing and social care visits per day by different groups of local providers and time period (continued)

Service model

1: Large providers, 2: Small providers, 3: Large providers, not 4: Small providers, not
24/7 services 24/7 services 24/7 services 24/7 services

n (dyads n (dyads n (dyads n (dyads n (dyads Difference
of days reporting reporting reporting reporting reporting between
before zero Median, zero Median, zero Median, zero Median, zero Median, models

Service item death contacts, n) maximum contacts, n) maximum contacts, n) maximum contacts, n) maximum contacts, n) maximum (p-value)
% of total visits  0-14 41 (10) 19.58, 3493 17 (0) 64.29, 59.09 31(2) 12.50, 2674 25(1) 53.57, 52.39 114 (13) 27.64, 40.14 | 0.004
that are HAH 100 (37.40) 100 (33.09) 100 (30.45) 100 (34.44) 100 (35.98)
nursing/HCA
visits® 15-28 48 (10) 11.15, 30.30 16(2) 67.82, 59.12 16 (1) 11.26, 2191 22(1) 52.91, 52.64 102 (14) 28.89, 38.32 | 0.005
100 (36.04) 100 (34.68) 80.00 (23.38) 100 (38.45) 100 (36.85)
29-92 48 (9) 21.36, 29.62 11(0) 76.67, 6749 17 (0) 20.97, 2752 15(12) 60.19, 57.07 91(11) 33.33, 38.33 1 0.001
100 (29.05) 98.38 (30.35) 61.62 (19.59) 100 (35.64) 100 (32.15)
% of total visits ~ 0-14 41 (27) 0.00, 2406 17 (12) 0.00, 15.63 31 (10) 60.00, 4343 25 (15) 0.00, 22.34 114 (64) 0.00, 27.69 [0.027
that are social 98.82 (35.57) 88.89 (29.50) 87.50 (35.61) 94.92 (35.72) 98.82 (35.77)
services personal
carer visits® 15-28 days 48 (26) 0.00, 3348 16(13) 0.00, 1123 16 (3) 62.71, 54.67 22(13) 0.00, 23.03 102 (55) 0.00, 31.06 | 0.007
100 (40.27) 78.43 (24.87) 90.32 (33.25) 94.92 (36.30) 100 (38.10)
29-92 48 (28) 0.00, 27.59 11(8) 0.00, 13.06 17 (0) 67.74, 49.98 15 (5) 0.00, 13.18 91 (53) 0.00, 27.64 10.022
99.59 (36.47) 95.41 (29.66) 94.88 (37.20) 91.67 (31.39) 99.59 (36.70)

a Kruskal-Wallis test of significant difference between models. The null hypothesis of equivalence between models 1, 2, 3 and 4 in the proportion of total nursing and social care visits per day that are provided by
community nurses is upheld in each of the three time periods. However, statistically significant differences (shaded) are seen in every time period with respect to the proportion of total HAH nursing/HCA and social
services personal care visits per day that are provided.

Nursing - all grades, includes HCAs, day and night, a double-hander visit (i.e. a visit from two members of staff together) counts as two.
¢ Personal caring, includes day and night.
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TABLE 17 Comparisons of visits from HAH services and social services by model and time period

Service model

1: Large providers, 2: Small providers, 3: Large providers, not 4: Small providers, not Comparing pairs of models, Mann-Whitney U-test (refer
24/7 services 24/7 services 24/7 services 24/7 services to median for direction of difference) (p-value)®

n (dyads n (dyads n (dyads n (dyads
Type of Number reporting Median reporting Median reporting Median reporting Median
nursing/ of days zero number zero number zero number zero number
social care before death  contacts, n) of visits contacts, n)  of visits contacts, n)  of visits contacts, n)  of visits

Hospice 0-14 41 (10) 19.58 17 (0) 64.29 31(2) 12.50 25 (1) 53.57 0.021 0.793 0.040 0.002 0.564 0.004
C,L;Ttsslgg 15-28 48 (10) 11.15 16 (2) 67.82 16 (1) 11.26 22 (1) 5291 0.018 0.907 0.010 0.007 0.849 0.011
29-92 48 (9) 21.36 11 (0) 76.67 17 (0) 20.97 15 (0) 60.19 0.001 0.709 0.014 0.002 0.574 0.040
Model Model Model Model

1>2 4>1 2>3 4>3

PersonfaI. . 0-14 41 (27) 0.00 17 (12) 0.00 31(10) 60.00 25 (15) 0.00 0.553 0.016 0.806 0.012 0.464 0.054
carer visits 15-28 48 (26) 0.00 16 (13) 0.00 16 (3) 62.71 22 (13) 0.00 0.033 0.076 0.469 0.001 0.246 0.017
29-92 48 (28) 0.00 11 (8) 0.00 17 (5) 67.74 15 (5) 0.00 0.288 0.039 0.135 0.022 0.799 0.012
Model Model Model

3>1 3>2 3>4

a Shading indicates differences that are statistically significant.
b Nursing: all grades, includes HCAs, day and night, double hander visits count as 2.
¢ Personal caring, includes day and night.
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CASE STUDY FINDINGS: PATIENT AND CARER OUTCOMES AND COSTS
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FIGURE 12 Costs per service model: all formal care. Boxes show IQR with median bar inside. Whiskers are minimum to
maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of the box; extreme outliers
(asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers to enable
identification of repeat outliers over time.
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Summary and conclusions

Characteristics of participants

Differences existed between service models in the characteristics of patients recruited, with implications
for the extent of data collection and interpretation of outcomes. Patients in model 1 (larger, 24/7 services)
were in the study for longer (recruited further from death) than those in the other three models and
had significantly better Australian modified Karnofsky Performance Status (functional status) scores

at recruitment. There were similar differences in Phase of lliness scores at recruitment. The carers in
models 1 and 4 were older than those in models 2 and 3.

There were also differences in patient characteristics between HAH services within service models
that further impeded the interpretation of findings. In addition, some HAH services recruited small
numbers, such that model outcomes reflected the outcomes from one larger service.

Primary outcome

The post-bereavement QODD was completed by 128 carers (response rate of 46.5%). Greater proportions
of bereaved carers provided QODD responses in model 1; a higher education level was also associated with
completion of the QODD. Across all models, the median QODD score (achieved by 52.3% of respondents)
was 70.7, equivalent to a ‘good death’ [QODD scores range from O (worst) to 100, with > 70 being deemed
‘a good death’]. Higher QODD scores were elicited from female carers, from university-educated carers,
when patients had known for a longer time that they were dying and when patients had died at home or in
a hospice. When all items were adjusted for, models 2 and 4 (smaller providers, 24/7 and not 24/7 services,
respectively) delivered significantly higher (around 12) QODD scores.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.
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TABLE 18 Comparison of costs per day (2019 GBP) between models for the main items of service use by model and time period

Service use
item

All nursing and
personal care

All formal
health, social
and voluntary
care®

Informal care

Total formal
and informal
care

Number of
days before
death

0-14
15-28
29-92

0-14
15-28
29-92

0-14
15-28
29-92

0-14
15-28
29-92

Service model

1: Large providers,

24/7 services

Participants

(n)
50
59
52

50
58
52

56
61
52

50
58
52

Median

17.23
6.52
4.60

85.80
64.55
40.73

80.79
298.29
180.44

246.54
395.68
247.62

2: Small providers,

24/7 services

Participants

(n)
17
16
11

17
16
11

18
17
11

17
16
11

Median

75.21
61.14
57.54

97.85
85.35
102.34

359.39
348.00
638.00

541.86
458.89
728.38

3: Large providers,
not 24/7 services

Participants

(n)
34
16
17

33
16
17

34
16
17

33
16
17

Median
59.30
35.75
32.37

169.71
167.41
88.69

696.00
696.00
696.00

840.55
753.89
749.71

4: Small providers, Comparing pairs of models, Mann-Whitney U-test

not 24/7 services (refer to median for direction of difference) (p-value)®

Participants

(n) Median 1vs.2 1vs.3 1vs.4 2vs.3 2vs.4 3vs. 4
25 32.64 <0.0005 0.009 0.188 0.299 [0.003 0.096
22 34.66 0.001 0.017 0.078 0.402 0.084 0.473
15 18.25 [ <0.0005 <0.0005 0.201 0.134 0.003 0.037
Model Model
2>4 3>4
25 89.86 0.471 0.010 0.937 0.091 0.547 0.033
22 74.36 0.834 0.017 0.813 ' 0.003 0.849 0.021
15 43.50 0.019 0.022 0.940 0.677 0.041 0.044

Model Model Model
3>2 2>4 3>4

25 696.00 | 0.045 <0.0005 <0.0005 0.193 [0.016 0.079
22 69600  0.212 0.002 <0.0005 0.465 0.077 0.246
15 69600 0.245 [<0.0005 <0.0005 0430 0.259 0.628
Model
4>2
25 849.25 | 0.042 <0.0005 <0.0005 0.122 '0.042 0475
22 77036  0.198 0.001 <0.0005 0.305 0.078 0.404
15 73429  0.089 [<0.0005 <0.0005 0.495 0.646 10.00
Model 1 always has lower Model
costs 4>2

a Shading indicates differences that are statistically significant.
b Nursing; includes nursing and inpatient stays.
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Preferred place of death

Of 222 patients who had expressed a PPOD (at recruitment) and for whom the actual place of death
was known, 162 (73.0%) died in their preferred location [168 (75.7%) if care/nursing home deaths are
counted as ‘home’]. There was no statistically significant difference between the four service models in
achieving PPOD. Overall, 152 (68.5%) participants died at home [160 (71.5%) if deaths in care/nursing
homes are included as home deaths]. Being in the study for a longer period of time was associated
with a lower likelihood of achieving PPOD, possibly reflecting that preferences were gathered at
recruitment and may change closer to death.

Satisfaction with care

Views on satisfaction with care were gathered from carers post bereavement, at the same time as
completion of the QODD. Responses to VOICES 1 showed that most (76.4%) respondents thought
that they had got as much help and support as they needed in the period before the patient died.

The carers of female patients reported lower levels of support than the carers of male patients; carers
in model 2 (smaller, 24/7 services) were eight times more likely to report getting all the help and support
they needed than carers in the other three models. Most carers (75.8%) rated the help and support they
received as excellent or outstanding (VOICES 2). Better ratings were associated with university-educated
carers; the patient dying in hospital was associated with worse ratings. There was a trend for carers in
model 2 to report better quality of support.

Service use

Rates of formal and informal care tended to increase closer to death, but there was considerable individual-
level variation. During the last 2 weeks of life, carers reported medians per day of > 20 hours of informal
caring, 1.76 in-home nursing and personal care visits and 2.36 total contacts (health, social and voluntary
sectors, including nursing but excluding inpatient stays). Use of inpatient beds (hospital, hospice and
care/nursing home) was low.

Role of hospice at home

Local NHS community services, HAH services and social services worked together to provide in-home
nursing and care, and this was the most frequently reported item of formal service used. The highest
daily average number of visits was reported in model 2 (smaller, 24/7 services) and the lowest in model 1
(larger, 24/7 services). There was no difference between the four models in the proportion of in-home
nursing and care provided by local NHS community services (between 30% and 35% of all visits), but
HAH and social services support appeared substitutable, with HAH input being greater in models 2 and
4 (smaller services).

Costs

Daily formal and informal care costs increased closer to death. Median daily total formal care costs
were £104.57 in the last 2 weeks of life and £56.07 prior to the last month, of which in-home nursing
and personal care daily costs were £40.43 and £12.22 in the last 2 weeks and prior to the last month,
respectively. In line with reported service use, costs per day were consistently lower in model 1

(for formal and informal care) than in the other three models. Daily in-home nursing and care costs
were higher in model 2 (smaller, 24/7 services) than in model 4 (smaller, not 24/7 services); the daily
costs of all formal care were higher in model 3 (larger, not 24/7 services) than in model 4 (smaller,
not 24/7 services). Informal care costs (which were valued by replacement cost methods) were higher
than formal care costs in all models: the median daily costs (using replacement value) were £580.00 in
the last 2 weeks of life and £348.00 beyond the last month.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.
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Chapter 7 Qualitative results from the
case studies

his chapter presents findings from the qualitative data collected in the case studies. We first describe

the sample of interview respondents. Next, we introduce the initial programme theories; revised
programme theories are then presented, followed by detailed CMO configurations. The inter-relation
between the CMO configurations is illustrated diagrammatically.

Sample

A total of 143 interviews were conducted (see Appendix 26, Tables 90 and 91). Two of these were group
interviews with two interviewees at a time, and three individuals were interviewed twice (once at the
start of phase 2 data collection and once around the time of the site closing to recruitment to find
out about substantial changes). All sites that were in the study for > 1 year had follow-up interviews
conducted. Interviews comprised:

® nine interviews with 10 commissioners (including one interview with a pair)

® 58 interviews with carers (including one in which the carer provided a written response)

® 76 interviews with 75 service providers (three of whom were interviewed twice and four of whom
took part in interviews as a pair); this group of interviewees included front-line staff (HCAs, nurses),
middle management (e.g. HAH leads, volunteer co-ordinators, fundraising managers), senior
managers/executives (e.g. chief executives and trustees) and HAH volunteers.

Full carer interviewee details can be found in Appendix 27. Carer gender proportions were 63.2% female
and 36.8% male; the average carer age was 63.4 years, with a minimum of 29 years and a maximum of
88 years (age was unknown for two carers).

Illustrative quotations indicate the site (i.e. A = Acacia, C = Camellia, D = Dahlia, E = Echinacea, G = Gardenia,
H = Hyacinth, L = Lavender, M = Marigold, P = Peony, V = Violet, W = Wisteria and X = Xyris), role

(C for carer; Comm for commissioner and SP for service provider) and each interviewee’s unique
identifier. For example, PCO3 refers to the third carer we interviewed in the site Peony; ECommO1 refers
to the first commissioner interviewed in the site Echinacea. For service providers, their exact role is
provided in brackets, for example CSPO1 (trustee). Site summaries and patient flow diagrams for each
site aided analyses, and can be seen in Appendix 28, Figures 34-45.

Initial programme theories

Our initial programme theories were developed through the literature review!® and the national HAH
standards detailed in Chapter 2. We drew on NPT to provide a theoretical understanding of how HAH
services might be embedded within a local EOLC economy. Results from the phase 1 survey were
also used to shape initial programme theories. With stakeholder input, we developed seven iterations
of eight CMO configurations before articulating the final programme theories (see Appendix 29).

As described in Chapter 3, the initial programme theories were tested in the case studies. We used
them to guide interview questions and as a basis for monthly qualitative data meetings. These involved
field researchers Claire Butler, Patricia Wilson and Charlotte Brigden, and Graham Silsbury and

Mary Goodwin as the lay co-applicants. All transcripts were scrutinised to refine the existing CMO
configurations, or to suggest further causal mechanisms. The final version of CMO configurations was
then presented at two national consensus workshops, for verification and endorsement.
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Final programme theories

From the initial eight CMO configurations, the final iteration comprised six CMO configurations
(see Appendix 30 for the full CMO configurations, Tables 92-97). From these, we propose the following
final programme theories.

Sustainability

Hospice at home services exist in an environment in which there are constantly changing funding
arrangements and commissioners, and an increasing requirement for data to provide evidence to
support commissioning. There are also local and national shortages of health and social care staff,
alongside a national drive towards care at home. For sustainable, longer-term funding within

this context, a HAH service needs to proactively seek control over available statutory funding;
engage with the wider health and social care environment; and, if a charitable organisation,
undertake fundraising and income generation from a range of sources. To recruit and retain

staff to deliver the care that patients need, a HAH service requires a reputation for excellence
and for investing in staff development, and will need to alter skill-mix profiles in response to local
workforce shortages.

Volunteers

Workforce shortages and the willingness of many people in the local community to volunteer makes
the volunteer workforce attractive to H&PC organisations. Changing societal norms around family

and community structures have affected the social networks of many patients and carers, with demand
on carers compounded by HAH services’ limitations in providing longer periods of input. Although a
volunteer workforce could result in extending this period of care, HAH services need to effectively
recruit, train and manage volunteers, including providing clear responsibilities, support and lines of
reporting. However, to reduce the bureaucratic burden, the HAH service may take a different approach
to some aspects of volunteering, along the lines of the Compassionate Communities model'2° in which
volunteers act as good neighbours.

Integration and co-ordination

Services across the whole system commonly act in silos, resulting in both duplication and gaps in
services received by patients. This is compounded by a limit to services, funding and workforce.

In addition, issues of professional ownership of EOLC are at play, and organisations seek their own
branding and distinctiveness for sustainability purposes. Patients in the last phase of life often have
unpredictable needs, at times that are difficult to anticipate. Some patients and carers will not know
when to ask for help or who to contact. The HAH service needs to work in a co-ordinated and
effective way with other service providers. This may be through a blended service without hard
boundaries around roles or services, a secondment to a different setting that facilitates integration,
or an agreed division of labour between services. If patients and carers are provided and updated
with information, including who and how to contact professionals, then the chances of them receiving
a seamless service and continuity of care with consistent information increase.

Marketing and referral

There is a complex system of health and social care providing EOLC for patients in the community.
Furthermore, hospice services are often thought of as a building, and there is less understanding of
HAH services. HAH functions in a society in which there is a fear and stigma around death and dying
(particularly in some communities), with potential referrers reluctant to have conversations with the
patient regarding prognosis. To increase referrals in general, and in particular of those who are poorly
represented in hospice services, HAH needs to actively market its service to professionals and the
public through clinical and public engagement. Referral systems need to be as simple as possible and
not require complex transfers of information.
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Knowledge, skills and ethos of care providers

Although all health and social care workers should have basic knowledge and skills in EOLC, sometimes
these are lacking, including a lack of confidence in communicating at the end of life. For some patients,
basic skills may not be adequate to meet their difficult or complex needs. Palliative care and EOLC
have developed into specialty area of knowledge, skills and ethos, and this distinctiveness is prized

by HAH organisations. However, much of this expertise still resides in cancer care, meaning that
patients with other illnesses, such as dementia, may present challenges to staff and organisations.
Some services (HAH and non-HAH) may also lack the time to offer personalised and patient-led care,
and commissioners may prioritise equity of access across the population, rather than time and expertise.
To add value to the whole system of care, HAH services need to provide expert knowledge and skills in
EOLC with a suitable ethos to support this care. This is enabled by experienced staff who have spent a
significant proportion of their time in EOLC so that patients and families trust them. Staff at all levels,
including volunteers, are suitably trained, including appropriate communication skills, so that they can
create an environment in which patients and carers have confidence and feel that they are in expert
hands. HAH services value the time to offer personalised patient-led care, leading to better patient and
carer experiences and sense of agency.

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

Unpaid care provided by family and friends is critical to enable patients to remain at home. How the
patient and their informal carer, as a unit in the home, feel about dying at home and respond to the
challenge of this situation will be key to achieving death at home. The carer may require confidence
and new skills to enable them to provide care up to and including the point of death at home.

In bereavement, there may be short- or long-term consequences of caring on the carer’s mental and
physical health. However, there is a concern about medicalising bereavement, which is a normal process.

A full assessment of care needs including the whole family/care unit is required. The HAH service fully
informs the carer about what might happen in terms of the trajectory of iliness and the increasing
burden of caring over time. Carers will then know what to expect and can rapidly recognise a change
in caring situation from control to crisis. If carer and patient choices are affirmed and supported
whenever possible, the carer and patient have an increased sense of control. The HAH service should
negotiate a partnership with the carer, including clarity about what can and cannot be provided,

and recognition of what the patient-carer dyad wants. Pre-and post-bereavement support is based on
relationship and understanding of the situation, and a shared story of caring for the patient. In addition,
those not experiencing normal bereavement need to be recognised and additional help made available.
This should not rely on self-referral and the timing may be many months post bereavement.

The relationship between these six programme theories is illustrated in Figure 15.

Doing the work 4> Keeping it going

Volunteers
Marketing and +
referral
> Impact at the individual level

Support directed at
[ Knowledge, skills and ethos of ] the carer or patient-

[Integration and co-ordination]

care providers carer dyad at home

FIGURE 15 Relationship between programme theories.
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An analysis of the data supporting each CMO configuration will now be presented. Data will be presented
from interviews, and feedback from the consensus workshops.

Keeping it going

The first group of CMO configurations is concerned with how services ensure longer-term viability to
‘keep the service going’. The way individual services have developed these functions is often closely

related to the history and the setting of the HAH service in its locality.

Sustainability
The CMO for this configuration is shown in Box 2.

BOX 2 Sustainability CMO configurations

Context

Funding

e Statutory funding conditions and arrangements change over time.

e There is often difficulty establishing consistent relationships with commissioners.

e Commissioners may not be knowledgeable about palliative care and EOLC.

e Commissioners may not recognise the full economic cost of what they are commissioning.

Staffing

e There is a shortage of staff in health and social care nationally.

National policy

e In response to patient choice and cost savings, there is a national drive towards care at home.
e Hospice inpatient beds are a relatively scarce resource.

Data and evidence

o NHS commissioners and charity boards require the collection of data to provide ‘evidence’ to support
continuing service provision and development.

Mechanisms

Funding

e The HAH service actively seeks external engagement with the wider health and social care environment
and/or

e The HAH service proactively seeks control over the available statutory funding and/or

e |f run by an independent charitable organisation, the HAH service undertakes fundraising and income
generation from different sources.

e The HAH service is trusted and respected to know what services are needed, to raise funds to deliver
them and to deliver them.

Staffing

e The HAH service has a reputation for investing in staff through CPD and/or
e The service or leader has a reputation for excellence and/or
e Skill-mix profiles are altered/redeployed in response to staff shortages.
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BOX 2 Sustainability CMO configurations (continued)

National policy

e Home-based care is supported by local commissioning and funding.
e Patient/family preferences for place of death are revisited over time.
Data and evidence

e Meaningful data are collected.

Outcomes

Funding

e Sustainable longer-term funding is enabled and patients will continue to receive the HAH service or

e Access to statutory funds may be compromised, as an assumption is made that they are not needed by
charitably funded organisations or

e Short-term, non-recurring funding may be provided but is not sustainable and

® |nequities of care may result.

Staffing

e Recruitment and retention of staff needed to deliver care but

e This may deplete workforce in other parts of the wider system and/or

o Staff take on roles that they lack skills and training for, or that may not be their preferred work.
National policy

e Policy supports provision of home-based care but

e Patients/carers may feel under an obligation to manage dying at home.

Data and evidence

e Activity data may satisfy some stakeholders but
e Very little outcome or cost-benefit data are derived.
e Time is wasted in collecting data that cannot richly inform funding and service decisions.

CPD, continuing professional development.

Funding

Ensuring sustainable funding to enable the long-term viability of the service was a major concern for all
the case studies. This challenge was further complicated by frequent changes of commissioners, with very
few in post long enough to develop a good understanding of palliative care and EOLC services, including
national initiatives. In contrast, having an established relationship with a commissioner was beneficial:

... we've been quite open and honest with each other and from my point of view | think it's helped,
having me consistently be involved with them. | think if you had a number of commissioners over a
number of years, which other CCGs [Clinical Commissioning Groups] have had to contend with, you've
just got to rebuild relationships every time.

ECommO1

One commissioner also highlighted that the relationship was easier with smaller HAH services:

It feels like a particularly open relationship . .. they're not a big provider for us, ... so | guess that the risk
perhaps isn't there, so that that relationship can develop in that way for that reason.
VCommO1 (local authority commissioner)
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For commissioners, the challenge was keeping up with the constant pace of change:

... commissioners are permanently chasing their tail doing 100 brand new projects that NHS England
have imposed and there’s much less time to actually think about, you know, the next 1/3/5 years of local
services because there’s just, you know, there’s so much change all the time.

XCommO1

In addition, the landscape of change did not have EOLC as a priority:

... it'’s just not a priority at the moment with everything else that’s going on, the transitions that’s
happening around CCGs merging and things like that.
ECommO1

Many of the sites also expressed a concern that commissioners may not recognise the full cost of what
they are commissioning, not recognising that charitable funds were significantly supporting the service.
Paradoxically, there was also the perception that fundraising was compromised by a public perception
that HAH was substantially supported by statutory funding.

Case studies had taken different approaches to ensure sustainable funding. Many proactively
presented a business plan, continually selling it to commissioners, or the HAH service simply

took the lead and provided services. In all examples, this was facilitated by a board of trustees or an
executive leader with a known reputation for excellence, resulting in being trusted by commissioners
to use the funding well. Having a trustee who was closely linked with NHS commissioning was
particularly beneficial:

... hopefully through my influence as clinical chair of the Commissioning Group, is to increase the amount
of funding we have provided for hospice at home.
CSPO1 (trustee)

This sense of trust was often matched by light-touch scrutiny. However, feedback from the consensus
workshops highlighted that, although light-touch scrutiny may be welcomed, reputation and trust were
also enhanced if commissioners had a greater understanding through scrutiny of the quality of care the
service was delivering.

In the early months of fieldwork, one case study site had taken on a lead provider role, subcontracting
work to other providers in the area:

... we subcontract some bits to [another charity]. ... | think there’s certainly efficiencies to be made.
GSPO6 (business manager)

Other case studies were also considering this model. The disadvantage of this approach was that there
were variations in quality and access from different providers. This, in turn, became a new context
whereby the HAH service was forced to set standards and manage contracts, similar to taking on

a commissioner role. Feedback from the consensus workshops suggested that there was a possible
negative reputational impact of this. In later phases of fieldwork, this approach had been rejected by
case studies previously contemplating it because of the possible negative impact on collaborative
partnerships with other local providers. Although a shared caseload may allow the most appropriate
staff and services to be deployed, and create economies of scale and efficiencies, corporate identity
may be diluted, which could have a negative effect when competing for funding (this information was
gathered at the consensus workshops).
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Accepting a block contract from commissioners to enable predictability of the funding available was
another approach used by services. These were seen by commissioners as representing very good
value for money:

... it was quite clear from all of the information we got back that [hospice name] were by far
the best provider, they offered us the best value for money, they had all of the schemes and
initiatives already established, they had staff working in the area ... so on that basis we awarded
them a contract.
ECommO1

However, these contracts often lasted only 1 year at a time, which was not long enough to adequately
sustain services and did not encourage innovation. Capacity, demand and community priorities often
outpaced the duration of the contract cycle. An alternative approach used by several case studies was
to secure NHS Continuing Healthcare (NHS CHC) funding to provide or part-fund services. However,
this may result in inequities, particularly if some NHS CHC packages are topped up, or, conversely,

it may result in rigidity of service when providing only what is funded by NHS CHC in terms of amount
of service and duration of service:

The difficulty we have with our HAH service and we've had twice recently is where people need HAH
but they're not at the stage of their illness where they're eligible for continuing fast-track funding.
Then we have a dilemma because the size of our services versus the need, ... we would be showing
inequality if we were taking on people who were not funded through Continuing Healthcare in place of
people who were.

LSPO4 (director of clinical services)

It was uncommon to find services accepting funding for elements of service from personal health
budgets. Overall, patients and families towards the end of life struggled to manage this process.
There was some concern at the consensus workshops that the use of personal health budgets may
result in actual or perceived inequities, in which preferential treatment may drift towards those who pay.

There were a few examples of HAH services accepting other NHS funds to support HAH, but this
came with a requirement to deliver other non-palliative care roles, such as OOH urinary catheter
replacements. Although case studies using this approach justified positive outcomes as building
professional credibility and relationships, feedback from the consensus workshops identified concerns
around maintaining competencies, the loss of specialist palliative care skills and the potential to
squeeze out available resources for EOLC.

One case study had developed income-generating care services, which subsidised elements of HAH
service provision:

... the care agency is a separate organisation to the hospice, but it’s a sister organisation so it’s very
close-working in the sense that it’s a social enterprise, so any profits that the agency make completely
come 100% back into the hospice.

HSPO1 (lead nurse)

This element of privatisation of care could lead to availability being only for those who can afford
to pay and may cause dissonance with the charitable ethos (this information was gathered at the
consensus workshops).

Finally, to manage public assumptions that HAH is significantly funded by the NHS, and hence does
not require charitable donations, there was some evidence that hospice charities may not be fully
transparent about their access to statutory funding, to make their fundraising activities more effective.
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Although this may simplify information about complex funding and charitable arrangements as a
public message, there was the potential risk of harming reputation if transparency was not maintained
(this information was gathered at the consensus workshops):

One of the things that we are hoping is that our providers and hospices will get to a point where they're
willing to be more financially transparent with each other about the level of funding that they're receiving
from commissioners and the level that’s coming from charitable donations or other income.

XCommO1

Overall, being a smaller provider necessitated working with other local services, although how this
linked to sustainability varied. Strategic direction for sustainability was exemplified in one smaller
provider by a focus on its relationship with other providers, in particular with the local NHS trust.
This had resulted in a meshing of NHS community nursing services with the HAH service in providing
a rapid-response team:

We are fortunate that our rapid-response service actually is a combined service with the community
health team who also provide the district nurses, so therefore we forged a really strong relationship with
the district nursing teams.

VSPO3 (chief executive)

Hospice at home staff held honorary NHS contracts, and were able to deliver some elements of care
outside the end of life, such as catheterisation. Perceived benefits of this blended model included the
upskilling of community nurses (through working with experienced HAH staff) and earlier identification
of patients who would need EOLC in due course. In addition, for this HAH service, one of the main
anticipated benefits was increased visibility and having a presence on the strategic agenda for local
care provision. However, this investment in the outward-facing focus, on external relationships, may
have resulted in losing inward focus and investment in the service. For example, staff motivation to
strive for self-development was questioned. In contrast, another site worked closely with community
nurses at the care level, but there were more concerns about sustainability at this site because of

its difficulties in having a ‘seat’ at local provider strategic meetings. Nevertheless, this small provider
exhibited several positive benefits of being an inward-facing organisation, including high staff morale
and fewer issues in recruitment and retention. This need to have effective outward- and inward-facing
investment and relationships for sustainability is explored further in Chapter 8.

Staffing

The need to recruit and retain staff was set against a backdrop of local and national health and social

care staff shortages. As mentioned earlier, inward-facing organisations often had a focus on investing

in staff through continuing professional development (CPD). They also tended to be organisations that
deployed staff in preferred areas of work with the necessary skills training. In contrast, some services
needed to adapt their skill-mix profiles in response to local shortages, particularly RNs. In some cases,
this led to RNs being solely office based, or non-registered staff taking on roles previously held by RNs:

... there’s such a lot of training available now and opportunities for non-registered general nurses, | think
we need to think more about that. Not just to be able to give our non-registered nurses the opportunity to
develop, but also because the pool of registered general nurses has become so difficult to recruit.

WSPO?2 (clinical director)

However, this was not without its problems:
... | think it’s a bit embarrassing when you've got to, you know, wait for a district nurse to come and give

medication. But a lot of hospice at home staff are not qualified nurses so | get that.
LSPO6 (medical director)
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The reputation of a HAH service proved a strong magnet for attracting staff. This pull was created
by either the reputation for staff investment or the HAH (or its leader) having a reputation
for excellence:

| think it's a popular service to work in and ... so certainly in my experience it’s never been a
problem with patients accessing the service because of difficulties with recruitment or retention
or whatever.
CSPO1 (trustee)

Although this success in recruitment and retention was welcomed by the HAH service, there was the
potential to have a negative knock-on effect through depleting the workforce in other parts of the
local health and social care system.

National policy

There is a national drive towards care at home, which is clearly linked to the discourse of enabling
patient choice. However, it was also recognised that care at home offers a potential cost-saving,
and the argument for commissioning HAH was underpinned by both rationales:

... by far the best value for money because there’s no overheads . .. often the family are the carers as
well, which means that you don’t necessarily need to staff them like you would an inpatient bed ...
Hospice at home is probably by far the most effective model.

ECommO1

The reality in all the case study sites was that hospice beds were a relatively scarce resource and
the provision of HAH was one way of meeting that gap. Commissioning decisions were inevitably
influenced by economic factors, alongside a desire to reduce inequalities in EOLC:

... there are big gaps all over the place for people who are dying at home ... you know, when you look at

the landscape, there are a lot of incredible Rolls Royce services being delivered in hospices and then there

are a lot of very patchy, very much less good services being delivered for people that choose to be at home.
XCommO1

For most of our patient and carer participants, HAH brought high-quality care to the place where patients
and carers wanted to spend their last days together. However, for some patients and carers, this drive
towards care at home led to a sense of obligation to manage dying at home that they found difficult.
Preferences can change and there was a need for HAH services to explore and revisit the wishes of
patients and carers over time.

Data and evidence
To support decisions about sustained funding, NHS commissioners and charity boards required data to
be collected:

... it was a matter of persuading the board that it would be cost effective ... then it was quite a
hard sell at commissioner level because the perception was, ‘well we've got a service already, we've got
district nursing, we've got primary care, you know, we've got a hospice if need be for patients to go in,
why would we need hospice at home . .., what's the added value of it for the money we're going to have
to put in?.

CSPO1 (trustee)

This resulted in huge numbers of activity data being harvested, but with very little outcome and very
few cost-benefit data (such as avoided hospital admissions). Hence, the usefulness of activity data was
questioned and the consensus workshop also confirmed the sense of frustration felt by staff, with a
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consequent resistance to collecting the data. However, larger providers with 24/7 services (model 1)
were more orientated to a data collection culture, and had sought to address data utility:

We've done a piece of work with the commissioners where ... we can give NHS numbers to them, so all
through the proper data-sharing agreements. They can then do analysis on the admissions to hospital . ..
S0 we can say, ‘yes, we've avoided hospital admissions .. ..

CSPO3 (chief executive)

Keeping the work of the HAH service going could also potentially be supported by volunteers.

Volunteers
The CMO for this configuration is shown in Box 3.

Although many carers had friends and family to support them, we found evidence of increased carer
burden when little social network support was available. Some carers would have greatly valued more
support from someone to provide longer breaks:

... the length of time that they said they [HAH paid staff] could do it for was not helpful at all ... there’s
not a lot you can do in 2 hours . .. if I'd had to catch the bus, | would have literally have had enough time

to run into the chemist, get the prescription and come home.
WC48

BOX 3 Volunteers CMO

Context

e Societal norms regarding neighbours, community support networks and families living in proximity have
changed, resulting in increased burden for carers.

e Many people in communities offer their time and skills as volunteers to hospices, and hospices rely
heavily on the volunteer workforce to support other activities, particularly fundraising (including charity
shops, sponsored events, etc.).

e Using a volunteer workforce may potentially ameliorate national health and social care workforce
shortages. However, employers may be concerned about utilising this workforce, particularly in the
clinical setting, feeling that it is not as manageable or reliable as the paid workforce, and having
concerns about legal liability, health and safety, etc.

e Hospice at home services commonly offer shorter periods of care, in situations where there is a focus
on health-care needs that are significant and rapidly increasing.

Mechanisms

e Limiting the volunteer workforce to focus on non-clinical activities may be more straightforward and
easier to manage.

e The employing organisation has a good understanding of employment law and volunteers are effectively
recruited, trained and managed for roles in hospices or HAH; this reassures the employing organisation
about working with a volunteer workforce and

e Volunteers have clear responsibilities and expectations, and have lines of support and reporting but

e Significant resourcing is required to train and manage volunteers to meet the health-care needs that
dominate when a patient is actively dying, or volunteering work at this time may be solely concerned
with indirect tasks such as shopping.

e There is active recruitment of volunteers with particular skills (e.g. retired nurses).

e Within the paradigm of Compassionate Communities, the employing organisation reframes its approach
to volunteering, tolerating a different level of ‘risk’ and allowing volunteers to act more like neighbours,
without a great deal of bureaucracy and procedure.
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BOX 3 Volunteers CMO (continued)

Outcomes

e Volunteers make a valuable contribution to fundraising, without which services would be more limited.

e The employing organisation will feel confident to utilise a volunteer workforce and additional resources
will be available to provide support to patients and families.

e More volunteers may be able to get involved with directly supporting people at home.

e Volunteers feel confident and clear in their roles, volunteer well-being is facilitated and volunteers are
retained within the HAH service to provide enhanced support to patients and families.

e Volunteers can maintain appropriate boundaries that safeguard the patient, their family and the volunteer but

e Inconsistencies develop when setting multiple ‘rules’ for volunteers who are offering non-professional support
and befriending; there is a tension between holding a ‘quasi-professional’ versus a befriending role and

e Volunteers in general may have a limited role in providing support to patients and family in the last days
of life when the focus is on rapidly escalating health-care needs.

However, because HAH services were predominantly focused on the patient rather than the carer,
the rapidly escalating health-care needs of the patient and the requirement for skilled hands-on
care to meet these needs, many HAH services did not see a potential role for volunteers to support
the patient in their own home. One volunteer organiser was aghast at a potential volunteer role in
providing physical care:

... I 'was a bit, um, instantly gut reaction adverse to that idea that they would have health-care assistant
roles as well ... it would be ‘oh somebody might need to be fed or got up in the morning’ and that’s not
what the volunteers want to do . ..

XSPO2 (volunteer manager)

For volunteers, the length of time to develop a relationship with a patient and family was important,
which was unlikely to be available in some of the HAH services when contact was only in the last few
weeks of life:

... the longer that relationship goes on, then the more that person relies on you ... it would seem that the
patient gets a great deal of benefit out of my visiting.
WSPO6 (volunteer)

Nevertheless, although some carer interviews suggested that it was more befriending or ‘errand-
running’ that would have helped, one of the case study sites did have volunteers providing hands-on
physical care. This site ran an adult care certificate programme for volunteers. Training included
personal care and symptoms to look out for, and initial experience was gained in the inpatient unit.
A volunteer interviewee described how they were asked to consider providing respite care in a patient’s
own home. With no previous experience in health or social care, the volunteer describes how they:

... have been trained on how to, if they’'ve had a bowel accident or something, | know what | need to do.
I've also been trained on suction because a couple of patients can’t swallow, can’t do anything, so they’re
at risk of choking, so I've been trained on how to clear the throat.

ESPO5 (volunteer)

The volunteer provided 2 hours of respite care every other week. They described their role as taking a
referral with minimal information; preparing for the visit, which included trying to glean knowledge
about the patient’s interests; and doing basic care, if necessary. The volunteer was also able to double
up with a HCA for HAH visits. The volunteer described their remit as being a friend to the patient and
carer, giving the carer a break and freeing up skilled staff.
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When interviewing the commissioner for this case study site, they felt that the volunteers were an
essential part of the service as it made ‘the money stretch’. However, as the service was contracted by
the CCG, they needed to be sure that volunteers were adequately trained and appraised, which led

to a cost for the service. Added to this were concerns from the site on the challenges of managing a
workforce that was not in an official contract with the organisation:

... you are beholden to volunteers that have, you know, they're not contracted to us, they can go on
holiday whenever they please and they can go away for 6 months if they want to ...
ESPO6 (head of well-being)

However, this hands-on volunteering role was often a very positive experience for volunteers and
had led some to a career change, as described by a HCA who, from an unrelated work background,
had started volunteering in the hospice after experiencing hospice care for a relative, completed the
care certificate and eventually became a full-time HCA.

Volunteers who had previously been health or social care professionals were particularly valued.
Examples of this role included advance care planning with patients, and being used in bereavement
support services:

Fifty-odd volunteers offering bereavement support ... we have quite a few that have been nurses in the
past and things like that . .. you are obviously retired from that role but then come back as volunteers.
VSPO3 (chief executive)

Although volunteers were used extensively in bereavement services, we found little evidence that
carers found this particularly helpful. What they desired most was to keep some contact with HAH
care staff with whom they had developed a close relationship during difficult times (discussed further
later in this chapter).

One case study site was notable for the range of community-based volunteer roles provided,;
these included:

® hospice neighbours - social support provided early on during the palliative phase

® carer companion - provided later on during EOLC, with the relationship extending up to 3 months
post bereavement

® bereavement support volunteers - 10-day training provided; volunteers -

O delivered one-to-one bereavement support for up to 6 weeks; each volunteer has a maximum
caseload of three bereaved carers

O facilitated monthly support groups

O participated in ‘walk and talk’

O attended early bereavement cafes.

® discharge buddies - supporting patients discharged from the inpatient hospice
CCG/hospice hub volunteer - particular remit to draw up advance care plans with patients not in
the EOLC phase

® compassionate neighbours - facilitating a more natural friendship than the more purposeful
hospice neighbours:

... compassionate neighbours . .. the expectation is that you visit someone for about an hour a week,
that you would spend time with them that way. But the idea of a compassionate neighbour . .. it's like
generating genuine friendships and connections . ..

PSPO5 (volunteer manager)
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At this site, volunteering was perceived as innovative, was embedded within policies and was facilitated
by a volunteer manager. However, there were challenges. In addition to the resource implications of
managing and training the volunteer workforce, one of the biggest issues was ensuring that volunteers
kept within boundaries:

... | think sometimes people feel for themselves as a volunteer that it's different to a member of stdff,

which of course it is, but it doesn’t mean that boundaries are different. But | think people think ‘well it's

OK for me to because I'm a volunteer’, well it’s not actually ... you're a representative of an organisation.
PSPO5 (volunteer manager)

The potential benefits and challenges of volunteers were also expressed by sites considering
developing their volunteer workforce. One respondent from a site felt that:

... there’s an untapped resource we could use there and so many of our volunteers have the skills that
could be developed into the clinical development ... clinical volunteer role ... so it is something we would
like to develop.

VSPO3 (chief executive)

In contrast, another respondent from the same site expressed:

... there’s a risk to our reputation that if we put volunteers in doing respite in someone’s house and
that patient became soiled, that actually that volunteer can’t deal with that, and then that we're
kind of leaving a patient suffering . .. the boundaries would need to be very, very clear before we
introduced volunteers.
VSPO4 (director of operations)

This tension between recognising a potential volunteer role in the last days of life and seeing

any benefit of this role outweighed by potential risks was amplified in the consensus workshops.
Although there was acknowledgement that the volunteer workforce has ‘huge potential’, the risks
to the reputation of the employing organisation were frequently mentioned. Concerns centred on
governance and health and safety, and maintaining the fine balance in ensuring that boundaries are
clear and adhered to, versus allowing natural responses of compassion and empathy that underpin
much of the motivation to volunteer. These issues were prevalent in the case studies, illustrated by
this caveat on using volunteers to assist physiotherapists:

We've already assessed the person at home and they say ‘| would like a Zimmer frame’ [Zimmer Biomet
Holdings, Inc., Warsaw, IN, USA], so then the volunteer would go out and give them a Zimmer frame and
just check that they're all right with the height, etc. ... we're looking into that, but obviously we've got to
look at the insurance side of it.

GSPO2 (physiotherapist)

Commissioners appeared aware of the potential benefit of volunteers, but cognisant of less formalised
approaches to quality monitoring:

... we would expect to see certain training needs met, appraisals being done, that sort of thing and that’s
not always the case with volunteers, so | think our safety and quality team are working with them to try
and come up, like, with a meet-halfway-type scenario. ..

ECommO1

This ambiguity and tension within the volunteer role will be explored further in Chapter 8, but realising
the potential of a volunteer workforce could, quite clearly, contribute to the sustainability of the

HAH services. As shown in Figure 15, it also straddles the next group of CMO configurations, ‘doing the
work’, and has the potential to positively affect carer burden.
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Doing the work

The second group of CMO configurations is concerned with how services operate on a day-to-day
basis to ‘do the work’ of delivering HAH. The ways individual services have developed these functions
were linked to how the wider health and social care economy functioned locally, as well as to the
history and ethos of the HAH service itself. The first of these CMO configurations, integration and
co-ordination, straddles the intersection of the previous group of CMO configurations (keeping it going)
as it also contributes towards sustainability.

Integration and co-ordination
The CMO for this configuration is shown in Box 4.

BOX 4 Integration and co-ordination CMO

Context

National perspective

e Integration of health and social care is a national driver; the boundaries between the two types of care
needs are often difficult to define clearly and many years have been spent putting in divides between
health and social care for the purposes of previous funding divisions.

Service perspective

e A range of services needed by people at end of life are operating in the community with different
organisational, funding, staffing, IT, etc., arrangements.

e There is a limit to services, funding and workforce across the system.

e Services across the system commonly act in silos.

e Hospice at home organisations seek their own branding and distinctiveness for sustainability purposes.

e Not all HAH services provide 24/7 care.

Professional perspective

e |ssues of professional ‘ownership’ of palliative care and EOLC are at play, whereby designated palliative
care services may want to see other services providing high-quality EOLC, but also see this as a threat.

e |ndividual professionals seek to differentiate their roles and functions, so they all continue to be ‘needed’,
for their own personal and professional requirements.

e Professional boundaries are shifting across health and social care, including those between doctors,
nurses and other professionals (e.g. paramedics, physician associates) and between registered and
non-registered workers.

Patient and family perspective

e Patients in the last phase of life and their family carers require and use services from a wide range of
statutory, voluntary, and health and social care providers.

e Towards the end of life, patients have a constantly changing trajectory of illness and needs that are
difficult to anticipate in terms of exactly what will happen and when.

e Patients and carers may not always know when to ask for help or which service/person to contact;
sometimes they are concerned about making too many demands on busy (charitably funded) services.
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BOX 4 Integration and co-ordination CMO (continued)

Mechanisms

National perspective

e Readiness of HAH providers to participate fully in collaborative commissioning.

Service perspective

e ‘Outward-facing’ work with commissioners and other providers to promote integration.

e Elements of budgets, workforce and organisational structure are managed in an integrated way across
provider organisations.

e The provision of anticipatory care plans, arrangements and information. This becomes even more critical
if elements (e.g. night-time cover) are not provided directly by a HAH service.

Professional perspective

e Regardless of ‘formal’ arrangements for integration and co-ordination, much of this works on the ground,
as colleagues get on to work for the patient and are co-dependent.

Patient and family perspective

e Patients and carers are provided and updated with information, including who and how to contact
professionals.

Outcomes

National perspective; service perspective

e Services are able to provide staff to respond rapidly to unpredictable and fluctuating workloads in a
cost-effective way.
e There is reduced tension between provider organisations.

Professional perspective

e There is the professional satisfaction for individuals of providing good-quality care, in collaboration with
colleagues, regardless of organisational arrangements; however
e The multiplicity of organisations and roles may cause confusion and conflict on the ground.

Patient and family perspective

e Patients and carers receive a seamless service and continuity of care without delay, duplication or gaps.
e Needs are anticipated as far as possible and patients experience continuity of care when providers change.
e Patients know who to contact in an emergency and get the response they need.

e Fewer patients have unwanted emergency admissions to hospital.

e More patients can potentially have enhanced hospital discharge.

IT, information technology.

National perspective

National policy and strategic direction affected integration and co-ordination, particularly through their
influence on commissioners and commissioning practices. One commissioner expressed a view at the
consensus meeting that HAH organisations in general were not in a state of readiness to participate
fully in collaborative commissioning.
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Hospice at home organisations that keep a close eye on national policy could capitalise on or anticipate
the impact of this and plan their local strategies for integration, co-ordination and, thereby, sustainability
accordingly. Some case studies invested substantial effort in this (see Sustainability above and Chapter 8,
Sustainability, which explores outward- vs. inward-facing organisational focus).

Service perspective

Hospice at home services commonly formed part of a hospice organisation, often a charity, which

was providing other palliative care and EOLC services. Even the largest hospice organisations were
relatively small players in local health and social care economies, but many were small or very small
provider organisations, which often triggered a focus on developing partnerships with other providers.
Some of these smaller services had worked hard to become involved in commissioning decisions:

... we make sure we always inform them what’s going on, we make sure that we write in the notes, we
communicate, if we've been out to see a patient we would phone the district nursing team and talk to
them if we've got any concerns . . . then we have the quarterly meetings where we all get together and talk
about if we've got any issues. And then either, as the lead within the service, would go to the end-of-life
community meetings within the trust, so that we've got that strategic-level conversation that’s ongoing.
MSPO5 (community team leader)

Good-quality integration and co-ordination at the service level were not automatically straightforward
and required a considerable investment of time and effort. We found examples of a range of strategies
employed by HAH services to enhance integration and co-ordination.

A ‘blending’ approach between services
Different services can provide what is needed by a patient without hard boundaries between services
via several strategies, for example:

® joint posts, for example consultants working across settings/organisations; honorary contracts with
the NHS were emblematic and may facilitate this

® shared clinical records/information technology (IT) systems (this was not common)

® a whole range of collaborative hub, co-ordinator and single-point-of-access arrangements

® systems to facilitate communication and reduce bureaucracy between services.

Building relationships

® Joint clinical visits, regular meetings between clinical colleagues from different services (e.g. primary
care end-of-life meetings).

® A secondment to a different setting (e.g. a health-care worker into social care) may facilitate
integration by the ‘learning of another language’ (dependent on workforce availability).

Agreed ‘division of labour’

® Community nurses provide and administer all anticipatory medications.

® The HAH service is trusted to make assessments that other professionals will act on; this trust is
based on individuals and/or on the reputation of the HAH service.

® The HAH service has direct access to shared equipment stores or has its own stores.

A number of the smaller HAH services worked alongside other providers, for example through
palliative care hub working:

... we just refer to each other and talk to each other. You know, there’s no having to refer to a specialist

nurse with a particular form, | would actually just speak to them and discuss it and they'll pick up the referral.
XSP04 (community matron end of life and supportive care)
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Secondments to a different setting also helped integration; for example, XSP04, a community matron,
had worked in various settings in the area and had strong links with her palliative care colleagues:

I've turned to [HAH] for support in complex situations like that, you know. I've used their social worker, I've
used, you know, | know their therapists and | know their senior nurse, | could phone and discuss anything.
XSP04 (NHS community matron)

Good working relations often stemmed from the bottom up, based on pragmatic decisions of ‘finding
the best person to do the job at the time’ (XSPO4, community matron) and, for the smaller HAH services,
agreeing how tasks were divided up, keeping patient need at the forefront:

... when the hospice at home service started with the registered nurse part of that service, that involved
quite a lot of negotiation with the district nurse about who should actually do what and it's definitely an
ongoing discussion about how things are divided up.

XSPO1 [clinical nurse specialist (CNS)]

There was less evidence of effective joint working with social services:

... if you're talking social services, they talk a different language, don’t they, you know, urgent to them
means completely something different than urgent to me.
XSP04 (community matron)

There were also examples of silo working, even within the wider hospice organisation, for example
between the inpatient unit, day service and HAH, which partly related to capacity, but affected
integrated working between staff:

... We are trying to break down any barriers between the departments. I'd like to have, for example, the
rota-ing . .. is done by each department on their own at the moment and looking at whether or not that
should be blended together as one. So that actually staff are much more used to working across
departments rather than I'm a ward HCA, or I'm a HAH HCA.

HSPO2 (chief executive)

Professional perspective

There were many examples of HAH staff working closely with colleagues in partner organisations,
particularly community nursing, to enhance integration and co-ordination, regardless of organisational
arrangements or constraints:

... he was discharged without a hospital bed without a care package . .. the wife was feeling very anxious,
they felt very on their own and so ... | phoned my colleague at the hospital first of all to find out what was
going on. She referred to the district nurses; the district nurses were able to order a hospital bed that actually
arrived by that evening. | then came and fast-tracked the patient and care was initiated . . . the carer started
the next morning, then they attended regularly ... so that is a really good example of how myself, the hospital
clinical nurse specialist, the district nurses, the team, the carers’ team here were all able to work together to
make sure that he actually did die at home.

GSPO3 (CNS)

Nevertheless, there were times when HAH staff felt overburdened with attempts to co-ordinate
services on behalf of the patient:

... different services that are involved, families find it difficult to get their head round sometimes, you've
got Marie Curie, you've got us going in and then sometimes you've community carers going in four times
a day, they go in just to do the personal care, sometimes they’'ll say who are you, where are you from ...
so | do think they find it difficult.

DSPO3 (health-care support worker)
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And, in some cases, there were ‘ruffled feathers’ as services, individuals or roles came into conflict:

... the district nurses get to know the patients ... and build up relationships with them ... and then we
suddenly go in and they are sort of pushed to the side. | think that’s what they feel, and we can tend to
look ... overzealous ...

MSPO3 (HCA)

Patient and family perspective

Patients and their carers in the home were not overly concerned about which organisation, funding
stream or system was providing the care, provided their needs were met as and when they arose.
Examples of arrangements that improved ‘right care, right place and right time’ included a single point
of access and 24-hour access to advice and support from a readily accessible telephone number or
local rapid-response service:

And we'd been looking after mum all those years and struggling to get appropriate help and advice about
the dementia, and it had been extremely frustrating at times but at the end of that phone call, the nurse
at the end of that phone said to me ‘now you do realise we have a 24-hour helpline at the hospice, if you
have any queries, any problems whatsoever just pick up the phone and someone is here’... And | put the
phone down and | burst into tears because it was the first time | felt we were being truly supported to
care for mum.

DC21

There were many examples of the hospice telephone service being the gateway to solving problems; in
this example, the carer was talking about his mother’s poor inpatient experience:

... when [hospice] became involved, nothing went amiss . .. I'd ring 'em up and say ‘I've got this problem’
and within hours the problem was solved . .. people would be forced to react after the [hospice] had
spoken to them.

ECO3

The role of individual professionals on the ground was pivotal to the patient/carer experience,
particularly ‘just to have a name and know that there was support if we needed it’ (PC12) and if they
called, a response would be forthcoming:

I'd always said right from the start | wanted him at home and he'd said, you know, ‘it’s too much and
what if we don’t get the support? ... one Sunday night he said ‘| feel really awful ... can you call the
nurses?’ and it suddenly, it’s sort of 9/10 o'clock and | said ‘Why? Why are we calling them? And he said
I just need them to come here’ ... they literally come, they reassured him and then they went away and
I think it was his sort of test that if we called someone, they would come.

GC04

Regardless of what services or organisational arrangements for integration and co-ordination were in
place, carers did not always know who to contact, when or how, and sometimes found themselves in
unhappy situations as a result. In this example, the husband explained how they received monthly
monitoring calls from the HAH service. However, when his wife deteriorated unexpectedly, they did
not know who to call:

During the day, she was in pain a couple of times and wasn’t - | suppose being naive and never being
involved in this - wasn't quite sure who we should call so we phoned the hospice and uh, they said
‘well, | think you better call the doctor or ring’ was it, 111 or something like that? ... and eventually the
ambulance took her to the hospital, and the final time she never came out, so we never used the hospice.
Although she did want to go to the hospice but things didn’t turn out that way.

ECO5

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/MSAY4464 Health and Social Care Delivery Research 2022 Vol. 10 No. 24

Despite many examples and evidence of good ideas and areas of good practice, the overall impression
from public attendees at the consensus workshops was of a whole health and social care system in
chaos. People frequently experienced multiple assessments, conflicting advice and information, and
delays to their care and treatment and often found that they (or their carer) were the only source of
up-to-date information, in a sense acting as their own care co-ordinator. This was compounded for
several carers by scant knowledge of local services and, for some, a lack of prior awareness of their
local HAH service. In response to this and other contextual factors, HAH services focused some salient
actions around marketing and referral.

Marketing and referral
The CMO for this configuration is shown in Box 5.

BOX 5 Marketing and referral CMO

Context

Raising awareness

Both professionals and the public often think of hospice services as hospice buildings and as being only for
patients with cancer.

Fear of death and dying

e Professionals may be reticent to refer patients to HAH services because it means having a conversation
about death and dying with the patient, for which they may not feel skilled, or be willing or have
enough time to do.

e The public also find talking about death and dying difficult; this may have more impact in
some communities.

Getting to the right patients and equity

e Many professionals are not aware of HAH services or of the details of patient suitability; therefore, not
all patients who could benefit from HAH services are currently referred to or receive such services.
Data to show the extent of these unmet needs are not readily available.

e A number of patient groups are poorly represented in hospice services in general, that is they do not
receive an equitable share of available services, for example older-age people (> 85 years), those with a
non-cancer diagnosis, those experiencing deprivation.

e Hospice at home services aim to offer care to patients with ‘complex’ and suitable needs, which may
include short prognosis (note significant differences between services).

e Hospice at home services prefer to avoid discharging patients from services because of the impact on
reputation and sustainability and the difficulty of replacing HAH care with other available services.

Managing expectations

The term ‘hospice’ encourages expectations of quality and specialism, which HAH services may not be able
to replicate at home.

Mechanisms

Raising awareness

The HAH service actively raises the awareness of professionals and the public through clinical and
public engagement.
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BOX 5 Marketing and referral CMO (continued)

Fear of death and dying

e Hospice at home services offer education and skills training to other professionals about the recognition
of end of life, having end-of-life conversations and the use of palliative care registers.

e A HAH service focuses its message on living well at all stages; this may make the process of referral
more palatable for professionals and patients alike.

Getting to the right patients and equity

e The HAH service proactively seeks suitable referrals through a range of systems or relationships.

e The HAH service has robust criteria for identifying which referrals are suitable.

e Clearly bounded funding arrangements (e.g. NHS CHC funding) enable more robust management when
accepting or discharging patients from the HAH service.

Managing expectations

e (Criteria, explanation of the service and treatment are clearly communicated to patients, informal/family
carers, and health and social care professionals.

Outcomes

Raising awareness

e The HAH service is seen as essential by professionals and the public and more patients with suitable
needs are referred.

Fear of death and dying

e These concerns do not impede the referral and care of suitable patients.

Getting to the right patients and equity

e Suitable referral of patients, who can benefit, and will receive the service in a timely fashion.
e Patients representing the diagnostic, demographic, cultural and socioeconomic diversity of the area
served receive HAH services and services are provided equitably.

Managing expectations

e Professionals, patients and families will be clear about when and what they can expect to receive from
the HAH service.

e Patients make choices based on correct information and understanding and their choices are not
over-ridden by professionals.

Raising awareness
Organisations employed a range of strategies to achieve knowledge and understanding of the HAH
service and its role, for example:

® Allowing self-referral and raising awareness among the public directly (via telephone number,
website, GP, previous experience of hospice services). At times people who became aware of the
service were able to ‘get a foot in the door’, even if they were not able to self-refer directly.

® The fundraising element of the organisation used events to market the service and educate the
public about its role.

® C(linical staff had an important role in encouraging referral to the service through their day-to-day
work and interactions with colleagues and the public.
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One site reviewed the demographics of patients coming through the service and acted:

... we knew that there were patients in the local community, the Chinese community, not far from us
that weren't accessing any of the services . .. So, a couple of the HAH nurses went there and spoke to the
residents . .. we talked specifically to them about HAH and the sorts of things we could offer ... to try
and break down some of the barriers.

MSP0O4 (head of service improvement and quality)

Fear of death and dying
This context was well recognised as a backdrop in which all the HAH services operated:

... you'd be surprised how many local people just don't know we're there because people go around quite
blinkered you don’t want to be involved with a hospice unless you need it. And we're trying to dispel those
kinds of myths and get people aware of what we do.

GSPO7 (fundraiser)

The provision of training for staff outside the HAH service was one response to this, explored further
in the next CMO (knowledge, skills and ethos) but also relevant here.

Getting to the right patients and equity

To continue to function effectively and equitably, services had referral criteria and strategies to discharge
or transfer care out of the HAH service. Several services, particularly the larger, 24/7 services (model 1)
in this study, had patients under their care for longer periods of time (> 6 months) and had patients with
varying levels of need over time. Although carers appreciated early support, paradoxically this left carers
to proactively contact the HAH service if needed between visits, and many of the carer respondents from
these services had less contact with the service:

... When they made their appointments said ‘oh we'll come and see you in such-and-such a ... you know,
in a few weeks’ time and in-between we didn’t really need to ring them for anything.
PC30

A range of strategies were employed to manage demand for HAH services, including:

® admission criteria, which varied between HAH services, in terms duration of service, patient factors
and the funding source
having trained triage staff to manage service admission

® the provision of clear information about referral on to other services when the HAH service was
not, or no longer, deemed suitable

® categorising patients’ levels of need and adjusting the service level accordingly and/or

® the use of other hospice services (e.g. day care).

One site triaged patients into six categories, according to their level of need, from ‘actively dying’ to
‘three monthly monitoring’ (i.e once every 3 months):

... we have our ‘blues’ who don’t need a face to face but you need to keep in contact with them
because they're the type that will hit crisis and won't think about phoning in, so they have like a
monthly phone call ...
ESPO1 (deputy director of care)

Another site employed strict criteria in terms of the duration of their input:

We have a 4-week end-of-life criteria, ... so we will review at 2 weeks and look to see whether or not
people have had onward referral to CHC or social services and we will pull out at 4 weeks if appropriate.
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Now if it's 4 weeks and somebody’s clearly dying then we would stay, but generally we would, we don’t
provide ongoing care ... We've got limited resource.
MSPO5 (integrated community team leader)

Another site described criteria as follows:

... one is somebody that’s on the end of life, maybe the last week of life, few days, and we will go in as a
team and do whatever that patient needs to keep them at home . .. the other one is if somebody’s in their
last 12 months of life but has got an acute episode, and that may be uncontrolled pain ... most of the
time it's carer fatigue, where the carer just can’t do it anymore.

CSPO2 (team leader, HAH)

Overall, we found that services were reticent to discharge patients: ‘we'd never leave someone in the
lurch’ was a common refrain. Mostly, it seemed preferable for HAH services to control their caseload by
managing access at the point of referral. One site took only NHS CHC referrals, but the conflicts remained:

The difficulty we have with our HAH service and we've had twice recently is where people need HAH
but they're not at the stage of their illness where they're eligible for continuing fast-track funding.
Then we have a dilemma because the size of our services versus the need, you know, we would be
showing inequality if we were taking on people who were not funded through Continuing Healthcare in
place of people who were. We wouldn’t really be fulfilling our contractual agreement ... [however] ...
we would never leave anybody in a true crisis.

LSPO4 (hospice director)

It seemed that none of the services had waiting lists as such, but some (re)prioritised in times of high
demand according to unofficial criteria, for example:

... if it does peak then we'll look at our bank ... see if anybody else can do any extra hours ... If it
becomes ... you know, over a long period of time or a sickness or whatever we're not able to meet
demand, then we have to prioritise . .. although our primary remit is for patients who are in their last
days or weeks of life ... and you know we can'’t see those patients if they have low complexity and low
need, we go back to the district nurses and say ‘we're really struggling today; we can’t 3o'.

MSPO4 (head of service improvement and quality)

Managing expectations

Managing patient and family expectations was a process of continuous work over time, involving
information provision and negotiation between the HAH service and those in the home (see also the
‘support directed at the carer’ CMO). When this worked well, patients and their carers could make
informed decisions and choices at each stage of the care pathway, even adapting their requirements
to the availability of the HAH service:

Questioner: Did you feel there was quite a lot of expectation from you in terms of care provision for
your husband?

LCO1: No. No, I did a lot more than what was expected, you know, because they would always say, oh well
we usually do this’ you know, they joked with me because they got to know me, because | liked to do it, you
know, that was something I could do for my husband. But no, it wasn't expected of me to have done any of it.

Some family carers did not feel prepared for the complexity of needs and challenges:

... the process of encouraging people to die at home I'm sure is absolutely fine ... But I'm quite sure there
are going to be many, many, many cases ... where it places an enormous strain on the family ... We had

no preparation ...
XCo1
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When expectations were not well managed, disappointment and frustration could result:

| called every day to that last week saying, Any beds, any beds? and [nurse] saying ‘Nope, nope, sorry,
sorry, sorry’ and on Friday she said ‘we'll talk on Monday’ and | said, ‘it’s not ... he’s not going to last that
long’ ... and | was right, he died on the Sunday morning, on his birthday. And at that point | would've
thought ‘is it worth moving him?’ because he’s not, you know, he’s so unwell and it's that mad - ‘you have
to be sick enough to get in, but not so sick that you're about to die any second’, so, it’s like the Goldilocks
of terminal illness, ... that makes me sad.

PCi12

The need for marketing to increase visibility and referral numbers for sustainability purposes, together

with a genuine desire to encourage the identification and referral of the whole range of suitable patients

who could benefit from HAH, seemed to conflict with elements of the ‘hospice ethos’ of services: preferring
not to discharge patients, not trusting other services to provide adequately, and not wanting to abandon

patients and families. As a result, caseload management became a significant challenge (overlapping
with the next CMO, ‘knowledge, skills and ethos’).

Knowledge, skills and ethos
The CMO for this configuration is shown in Box 6.

BOX 6 Knowledge, skills and ethos CMO

Context

Know-how, experience and expertise

e There is wide variability in the levels of knowledge, skills and performance, which may vary from GP to
GP, from community nurse to community nurse, from carer to carer.

e Many professionals may lack experience of interaction with dying patients.

e Palliative care and EOLC have developed into ‘specialty’ areas of knowledge, skills and ethos and this
distinctiveness is prized by HAH organisations; however

e Most of the expertise in palliative care and EOLC still resides in cancer care; patients with other
illnesses may present challenges to staff and organisations.

Time

e Health and social care workers outside HAH services lack time to offer personalised and patient-led care.
e HAH services are designed to respond to the needs of the patient at a pace that works for patients and
carers. As part of this context, HAH services can pick and choose their workload more than services

that are statutory or profit-making, and HAH services choose to value time over volume.
e Commissioners do not always value time and expertise, but prioritise equity of access across the population.

Training

e All health and social care workers should have training to support and maintain basic knowledge and
skills in palliative care and EOLC. However, these are sometimes lacking, resulting in, for example,
a lack of confidence in identifying the end of life or a lack of skills in communicating at the end of life.

Supported staff

e Not all health and social care workers receive adequate support to care for patients at the end of life.
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BOX 6 Knowledge, skills and ethos CMO (continued)

Mechanisms

Know-how, experience and expertise

Hospice at home services provide experienced staff, spending a significant proportion of their time in
palliative care and EOLC, who are capable and competent in these settings, so patients, families and other
HCPs trust them.

Time

Hospice at home staff take time to offer personalised, patient-led care, giving the feeling that they have
time and that they work at the pace of the patient.
Training

e Hospice at home staff at all levels (including volunteers) are suitably trained, including appropriate
communication skills and investment in CPD, so that they can create an environment in which patients
and carers feel that they are in expert hands.

e The HAH service also provides training in palliative care and EOLC to other health and social
care professionals.

Supported staff

e The HAH service retains skilled staff by providing staff support to manage the stress of their work and
to develop the necessary emotional resilience.

e Staff can call for advice and support with their work from expert colleagues who are part of the HAH
(or wider) organisation.

Outcomes

Know-how, experience and expertise

e Patients who receive HAH have a high-quality patient and carer experience and a sense of agency.
e Patients from groups with which HAH is not so experienced (e.g. dementia) may not get the care
they want.

Time

e Patients who receive HAH receive the care they need at a pace tailored to them.

Training

Health and social care workers outside the HAH service may receive training from the HAH service to
increase their skills; others may become deskilled if HAH services take on work they previously covered.
If the balance falls towards deskilling, then knowledge, experience and confidence decrease over time,
resulting in poorer care for those who do not access specialist services.

Supported staff

Staff satisfaction, recruitment and retention are positive and facilitate sustainability.
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Know-how, experience and expertise
Hospice at home services identified and prized their specialist status:

... we are the only specialist provider and so HAH is the only specialist palliative/end-of-life care service
in the area . ..
HSPO2 (chief executive)

And the patient and their carer or family were the ultimate beneficiaries of the know-how, experience
and expertise of HAH staff:

It's a skill level, isn't it, to be able to detect, because | hadn't detected it and I'm his wife. [HAH staff] had.
She said ‘no his breathing’s changed’, and she knew. So | was very grateful that she was there because
[...] she had had quite a deep nursing background so she had the skill, so I'm very grateful for that.

PC48

Time

The resource of ‘time’ was a context that all HAH services prioritised, but was a particularly strong
theme among the smaller providers. It was also a mechanism that achieved high-quality care and
confidence in the support that patients and carers received:

| keep coming back to time. I just feel time is such a massive, massive factor. And that just allows people to
open up more when we're there each day. They can see that there’s no rush. . .. It's priceless isn't it - time.
MSPO1 (RN)

It was very good, very professional. They took me and my husband at our pace.
LCo1

This was such a valued resource that patients and carers were prepared to compromise in some
respects (e.g. not knowing what HAH care they will receive that day until the morning of the day or
accepting a reduced service when they knew that the HAH service was under pressure, provided it
was clearly communicated):

[TIhey always let me know what was happening ... and if they might say ‘oh we've got to go to [another

area] first, would you like us early or later, | said ‘oh, can you come later now, that settles him down

for the night’. They said ‘no that'’s fine with us’ and we sort of worked it all between us; it was brilliant.
LC29

Again, time pressures were well managed by HAH organisations through consistent communication
with patients and carers (e.g. if they are going to be delayed).

[lIf there was going to be a change [HAH] ring you up and say ‘look we're running about 20 minutes late,
we'll be with you at such and such a time'. And that even went for the weekend, absolutely brilliant . . ..
MC10

Training
Both the experience in EOLC and the training of HAH staff contributed to making patients and carers
feel that they were in expert hands, which inspired trust and confidence:

Even, you know, doctoring dad’s pyjama trousers so they could pass tubes through ... and things like that,
it was . .. again without that knowledge you . .. without their support we wouldn’t have even thought of
things like that . ..

MC10

Providing training to upskill staff outside the HAH service was also seen as important.
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Supported staff

Policies and processes in some HAH services supported and allowed for extended roles (flexibility of roles)

as necessary to meet patient needs. This feature characterised services that prioritised responsiveness
to patient need, rather than a more rigid service structure and functioning, and may also be a feature

of smaller, potentially nimbler, organisations. For example, one smaller service had set up a new urgent-

care service:

.. the Urgent Response has changed the culture of the HAH team because they recognise that they've

got the skills to be able to go out and deal with things urgently, so they don’t need to refer on to a CNS
to do that, but actually we trust and respect them to go out and do that. It's changed the culture of the
wider team because it's bridged how they work together and improved the working relationships and it’s
changed our culture of care ... we know that, within the total service, that we can respond much, much
more quickly.

MSPOO05 (community team leader)

Support directed at carers or the patient-carer dyad at home
The CMO for this configuration is shown in Box 7.

BOX 7 Support directed at carers or the patient-carer dyad at home CMO

Context

During end-of-life care

Unpaid care provided by family and/or friends is critical to enabling patients to remain at home.

How the patient and their informal carers as a unit in the home feel about dying at home and respond
to the challenge of this situation will be key to achieving death at home.

The carer may require confidence and new skills to enable them to provide care up to and including the
point of death at home.

After death

Caring can have short- or long-term consequences for the mental and physical health of the carer later
on, when they are bereaved.

There is concern about ‘medicalising’ bereavement, which is a normal process.

Hospice at home services cease abruptly when the patient dies.

Mechanisms

During end-of-life care

Assessment of the needs of the carer and the whole family unit, including patient-carer dyad preferences
(e.g. how much outside intervention is wanted).

Multidisciplinary team available to meet the needs.

The carer is fully informed, including about what might happen in terms of the trajectory of illness and
the increasing burden of caring over time, so that they will know what to expect and can prepare, and
will be able to recognise a change in the caring situation from control to crisis.

The patient and carer choices are affirmed and supported whenever possible, giving the carer and the
patient an increased sense of control.

A negotiated partnership between the carer and staff including clarity on what can and what cannot be
provided by the HAH service.

Negotiations take place with the carer about how much they are happy to take on and the carer
receives skills training and

The carer is given permission to do caring tasks that are traditionally seen as ‘professional’ tasks and
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BOX 7 Support directed at carers or the patient-carer dyad at home CMO (continued)

e There is regular contact, and an ongoing relationship of feedback, response and adaptation and
e The carer has timely access to an appropriate point of contact 24/7, thus
e The carer has trust and confidence in the backup provided by the service and in their caring role.

After death

e There is support pre and post bereavement, which is based on relationship and a shared story of caring
for the patient.

e There is a process to identify those who are not experiencing ‘normal’ bereavement and may need
additional/expert help.

Outcomes

During end-of-life care

e Carers can continue to care, enabling more sustainable patient care at home.

e Carers receive the care and support they need, including sleep, taking a break, reassurance and
confidence-building, but

e QOccasionally, carer needs may become the focus at the expense of the patient.

e Carers have appropriate skills that they find are acceptable but

e |f too much is expected of the carer then this may lead to some tasks they may not be able to manage,
or they may not be able to continue to provide care.

After death

e The carer will have the best chance of a positive outcome following bereavement and recovery from the
caring role.

e Carers may have a negative experience of care and of the burden and difficulties but

e Some carers may accept this negative experience as a price they wish to pay to allow their loved one to
achieve their PPOD.

The impact of all the HAH services (with their various approaches to sustainability; volunteering;
integration and co-ordination; marketing and referral; and knowledge, skills and ethos) was ultimately
felt in the patient’s home, and this CMO configuration draws together many of the themes from all of
the CMO configurations.

During end-of-life care

Hospice at home staff recognised the need to extensively support carers, and some of the case study
sites offered specific carer interventions such as support groups and sitting services. Practical carer
courses were also found to be useful:

| thought the mobility one was very good, which was teaching us how to use the slidey sheet and how to
get people out of a chair ... all that sort of stuff.... There’s one about nutrition, interesting, ... and then
there’s another one . .. about the actual dying process and the symptoms and what to look for and you
know, how the process proceeds.

EC06

Communicating with carers was key:

... massive part of our job, yeah, talking to families because they feel the responsibility . . . if the agreement
has been made that they wish to die at home, most people haven't done it before . .. we're there preparing for
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it so they’re not quite so frightened when it does actually happen. | would do extra visits for that reason,
not for symptom management, but just to support the family.
XSPO1 (CNS)

Although wishing to support the choice of their loved one, some carers were anxious about whether or
not a ‘good death’ would be possible in their own home. For these and many other carers, the arrival of
the HAH service brought a huge reduction in their sense of physical and emotional burden:

| felt a great sense of relief from the very first time they came here ... They're just so compassionate and
they were so wonderful with me as well, it was as if | was a patient as well really, as far as they were

concerned ... she explained to me that he was going downhill . .. And then on the morning that he died,
coincidentally, she was meant to come that morning and she just took charge, . .. she just did everything
for me.

MC36

When asked what was unique about the care from the HAH service, many carers spoke of the
professional, competent, caring and calming nature of the HAH team, in which the family could
fully trust, providing the space for them to prepare themselves, and spend quality time with their
loved one:

... just caring for my dad and | know that'’s putting it simply, but because they were, as you might say,
experienced, qualified, they could spot any signs, ... it sort of gave us the peace of mind and confidence
that whilst we were there they were more than caring for me dad.

DC11

Although, for many carers, the ‘handing over’ of care to a HAH service felt almost like a rescue, for
others this was tinged with a sense of sadness that they were unable to continue caring for their loved
one without help:

| felt rather sadder than when | had been able to do something like help. | felt | was more of a spectator,
and hopefully a comfort, but was unable to physically do anything, but | felt sad that this was the case
she needed and | was pretty happy that they had come and were exceptional ...

PC58

Nevertheless, for carers wanting a more proactive role in the hands-on care, the HAH service often
enhanced their sense of confidence and backed up decisions that they made. Positive experiences of
carers also included being able to ‘double up’ with the HAH and undertake care as a partnership, with
some HAH services describing how they would teach carers to undertake care activities. Compared
with the other services they may have been receiving, HAH was often characterised by a relationship
underpinned by continuity and, in most cases, being easy to contact.

For many carers, this relationship was strengthened when extended to the whole family. Indeed,
the use of ‘family’ as a metaphor was frequently used by both carers and HAH staff to describe the
relationship, particularly among the smaller providers:

... | felt comfortable, almost like a family ... you feel cocooned in this world of they’re there to help you
and | felt comfortable ...
GC18

Although the HAH service was often seen as a temporary extension to the family unit, it was also

important to tailor the relationship to the patient-carer dyad, with some couples wanting more marked
boundaries to maintain a sense of the home as private.
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Most carers highly valued HAH. However, for some, the HAH service did not meet expectations.
For a few carers, this was influenced by home not being the PPOD for their loved one, but feeling that
there was an inherent pressure in seeing dying at home as the preferred option:

The main thing that | came away from all of this was the concept of, you know, encourage people to do it,
have this happen in their home and service results you get asked quite frequently, you know, ‘are you
happy to die at home?’ and we get asked ‘are you happy for your mother to die or your wife to die at
home?’. And, you know, the natural instinct that question is yes because you feel, you know, you want to
be in the body of the family and it’s a nice way for anything to happen ... It’s very seductive to say to
somebody ‘do you want to die at home? ...

XCo1

This perceived pressure was extended, in the view of another carer, by expectations that the HAH
service would be providing the same level and intensity of care provided in an inpatient hospice,
including physiotherapy and 24/7 attention.

Expectations of HAH service delivery were also recognised as a potential issue by HAH providers:

... we have had a couple of comments from families, who said, ‘we want more’. But, you know, when

you've had a good service for a couple of days and you suddenly realised, actually, this is wonderful,

but actually the patient stabilises and we have to sort of re-evaluate how much care we're putting in

because this other patients who also need, then they’ll say, ‘oh, please don’t take it away from us’. ..
DSPO2 (director of care)

The majority of the carers we interviewed were realistic about HAH capacity. However, the following
quotation also demonstrates that earlier support would have been welcomed, whereas many of the
smaller providers provided input only in the last few weeks of life:

... if we could’ve had that similar service right from the start, | know that sounds a bit selfish in a way,
... just that unfortunately a lot of organisations just don’t have the capacity to provide, if you like, the
service we got at the very end, or towards the end.

DC11

Nevertheless, there was evidence that information about HAH services was lacking. This fell into
two categories. First, some carers commented that they had little awareness in the early days of how
to contact palliative care support staff, and what HAH offered, with detail on the latter being seen as
important in reducing anxiety when deciding to care for a loved one at home. This was less likely to
occur when carers were already well networked and knowledgeable about the whole system of care:

... we were very lucky in that our GP is a friend who’s known us for 20 years so, you know, we were very
good friends so we did have a lot of support there and also [name]’s oncologist, our daughters went to
school together so, again, we had a good solid . ..

GC04

However, for some, even when in the HAH service, they were still not clear on who to contact:

... who the hell am | going to turn to? Have | got to phone the ambulance because | can’t get you out of
the chair, do | phone the [HAH], the community lifeline? | didn’t know, in that situation [patient stuck in
chair], who | was supposed to call . ..

EC14
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Overall, most carers felt that the HAH service had more than exceeded their expectation of care and
support. In contrast, only a very few carers received the support they wanted post bereavement.

After death
One carer described how she felt supported by the HAH service after bereavement:

... the lady that came was here for a couple of hours talking; it’s always nice, when something happens,
it's not just ‘that’s the end, they've gone’, there is someone following it up to make sure that things were
OK and things are OK.

WC69

Nevertheless, many of the carers we interviewed found it very difficult to move from a relationship
with the HAH team as being part of an extended family to a sudden halt in their visits, almost creating
a second sense of loss:

... the one thing | found hard is [husband] passed away, the girls [HAH team] left and that was it.
Now, you're very busy at first ... we had the funeral, we did all the form-filling and then suddenly,
I'monmyown...

LC29

Carers appeared reluctant to proactively seek bereavement support from the HAH service, recognising
that the service was already very busy, or not knowing who to contact. Some HAH staff also recognised
that, although bereavement support tended to be delivered by a different part of the hospice organisation,
there may be times when follow-up by the HAH team may be beneficial:

| think there are certain patients and families that we could probably go in and see once or twice
after the patient has died, and | think they would benefit greatly from that, because obviously
they have built up a relationship with us ... it's kind of cut off from that moment that the patient
has died.
ESPO4 (HCA)

For those who had proactively sought support from the hospice, there was evidence that the format
was not matched to the carer:

| tried last week to go to a bereavement group because they send me mail-outs and things, for walking,
in [name of] Park. So | tried to do that, but | took my dog, because | wouldn’t want to go walking in a
park without the dog, and nobody - | mean ... | ended up walking the dog by myself, like . .. [pauses], ...
I dunno, I'm not a joiner-in of groups with people.

pPC12

The importance of being supported in bereavement by someone who had shared the EOLC journey
was summed up by this carer:

[HAH nurse] came after [husband] died. She came the next day or 2 days later and | think she came once
after that, but following that they were telephone calls, yeah . .. It was a huge difference because | think
that makes you feel more comfortable, . .. you know, they’re aware of what you've been through so it’s
easier to talk to somebody that you've already ... that you know that’s empathetic towards the situation
that you're in and that you've been through than it is to a complete stranger who you've never seen
before so, yeah ... | think it made me aware or feel that, you know, if | did run into a brick wall at any
point, you know, that | could pick the phone up and talk to somebody.

VC09
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Summary

Six CMO configurations captured the key factors relevant to providing optimum HAH services:
sustainability (of the HAH service); volunteers (use of, in the HAH service); integration and
co-ordination (with the wider health and social care system, including commissioners); marketing
and referral (of the HAH service); knowledge, skills and ethos (of HAH staff); and support directed
at the carer or patient-carer dyad at home.

The following chapter draws these findings together, along with the quantitative and health economics
results from Chapter 6 and other information in the literature, to explore what conclusions can be
drawn from the synthesis of the combined data.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

95






DOI: 10.3310/MSAY4464 Health and Social Care Delivery Research 2022 Vol. 10 No. 24

Chapter 8 Discussion

his realist evaluation identified programme theories that explained the contexts and mechanisms
leading to optimal outcomes for patients and their carers. Qualitative, quantitative and health
economics data were cross-referenced through the analysis to enrich understanding.

This chapter will discuss the salient actions HAH services undertook that appeared to lead to optimal
outcomes. The discussion will be structured around three key areas. First, there is the impact that HAH
services had on the patient and their carer, with HAH services creating a valued partnership that cared
for both the patient and the carer. Impact was enhanced because HAH staff had the time to care, and
their expertise and professionalism was a consistent feature of carer feedback. This was particularly
notable when the patient-carer dyad was a couple, because care was moulded around both parties, as
a unit, to support and meet their needs. Second, we discuss how the model of HAH care influenced this
impact and shaped service provision, ‘filling gaps’ in statutory services. There appeared to be a continuum
of models, from a predominantly medical model to a largely social model of care, reflected in, for example,
staff mix. Third, issues of sustainability reflected the importance of reputation and maintaining influence
in the commissioning landscape, branding, finances and fundraising, which had to be balanced against
the needs of staff and recruitment/retention issues.

Hospice at home service impact on the patient-family carer dyad

Hospice at home services enabled most patients to achieve their PPOD (73%, 162/222 patients who
had a PPOD and known place of death), which is similar to the results of other studies of home-based
palliative care programmes.11120121 AJj et al.122 reviewed the deaths of all patients (n = 2176) known to

a specialist palliative care service over a 5-year period (2009-13); 73% of patients who expressed a
choice about their PPOD, and 69% who wanted to die at home, were able to achieve their preferences.
However, during their illness, 9.5% of patients changed their preference whereas 30% of patients
either refused to discuss it or no preference was elicited for place of death.122 We were unable to
ascertain if patients changed their PPOD, but 21.8% (74/339) did not express a PPOD when entering
the study, possibly reflecting the large variation in length of time from recruitment to death. Ali et al.122
found that patients whose PPOD was unknown were more likely to be admitted to hospital for EOLC,
but we did not find this association.

Time and expertise
Most striking across all sites was the emphasis on ‘having time to care’, which permeated all aspects of
‘doing the work’, and was strongly embedded in the HAH ethos and was inextricably linked with expertise.

An important example of the interplay between mixed-methods data strengthened the evidence for
this theme. The quantitative data found that smaller HAH providers were associated with higher
scores for the QODD. Qualitative interview data, revisited when this finding emerged, found that an
advantage of smaller providers (models 2 and 4) was that they were particularly agile, providing a
rapid response and hands-on care 7 days per week, which appeared to facilitate a trusting relationship
with the patient and carer. Furthermore, the service use data showed that patients in model 2 (smaller,
24/7 services) received, on average, more in-home nursing and personal caring visits than those in

the other models; in-home visits were fewest in model 1 (larger, 24/7 services). However, some carers
commented that it would have been helpful to have received support sooner, with smaller providers
tending to provide support only in the last few (or even just 2) weeks of life. Informal carers from a
service in model 1 were more likely to report no in-home visits in the last month of life than carers in
other models. The reasons for this were unclear, although the qualitative data hint that carers had to
proactively approach services in model 1 (which provided less frequent and more hands-off contact
over a longer period of time), and this may have acted as a deterrent to accessing services.
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We may tentatively assume that the greater intensity of HAH staff visits in the smaller providers
might be linked with the more positive QODD scores. The qualitative data suggested that QODD scores
were linked to the temporal concept of time, which also incorporated the perception of having time and
working at a pace suited to individual need, providing a compassionate experience that helped ease the
burden of care (and indirectly boosted the HAH service’s reputation). Carers shared this perception and
appreciated that staff also knew when to leave, so that their presence was not overly intrusive, especially
in the very end stages, reflecting a need to have time alone with the patient and ‘manage boundaries of
home and private space as the dying person’s needs escalated’.123 This flexibility attracted staff to the
service (compared with what was regarded as more task-orientated community nursing), appeared to
contribute to retention and was highly valued by families (compared with time-limited and less skilled
agency carers). Other literature has explored the provision of EOLC by non-specialist RNs and found a
significant gap between patients’ needs and nurses’ capacity, particularly insufficient time to provide
comfort to patients/carers and to reflect on the care process.'?4 This was largely due to workload and
increasing care complexity,'?5 alongside a lack of knowledge, experience and organisation support.124

Wye et al.3” noted the importance of ‘highly skilled’ palliative professionals with ‘dedicated and
sufficient time’. We also found that it was the HAH team'’s skills and professionalism that differentiated
them from other services; this included all staff, not just those professionally trained. This finding held
for model 2 services which were HCA-led, albeit by highly skilled HCAs and not agency staff, but other
studies have not differentiated. Expertise was strongly associated with trust, in that carers expected
any input under the umbrella of the HAH service (or their specific brand) to be of high quality, and
when that expectation was not met, satisfaction plummeted. Carvajal et al.’s'?* literature review identified
the importance of developing a relationship based on trust, presence and availability, but also on involving
reciprocity and shared ‘values, beliefs and expectations’ between nurses, patients and families. In our
context, this suggests that if carers trusted HAH staff, who responded rapidly when required, carers
were more likely to expect that the service could meet their needs. This was largely true, but there were
examples when a HAH service could not provide the perceived or actual intensity of care required,

and this may account for carers feeling let down when the anticipated rapid response was lacking, with
unmet expectations expressed by a small number of carers who stated that the HAH service could

not meet patient needs at home and a hospice bed was unavailable, resulting in a hospital death and
significant distress.

Resonating with our findings, Jack et al.126 explored patient/carer experiences of HAH provided by
‘hospice nurses’ who comprised RNs and HCAs, but the findings did not differentiate. However, hospice
nurses were perceived as having a level of training and expertise that resulted in ‘the provision of a
fundamentally different service to that provided by other health professionals and staff from care
agencies’. Patients and carers trusted nurses because they took time to develop a close relationship
and were skilled communicators, enabling sensitive discussions around the end of life. Their expertise
meant that carers felt reassured and able to take time out from caring,'26 in contrast to generic HCAs
who were unable to carry out routine tasks, which then became the carer’s responsibility, thereby
increasing carer burden.?”

Some of our service providers were focused on sharing their expertise with colleagues, such as district
(or community) nurses, which seems appropriate, given that they are ‘generalists’ with limited time so
would benefit from the support of palliative specialists.3” However, this highlights a tension between
community nursing, with limited capacity and expertise but providing the majority of EOLC in the
community, and time-rich, highly skilled HAH services that only treated a fraction of those requiring
input, an inequity our commissioners noted.

The patient-carer dyad

Hospice at home services were skilled at building a valued partnership that acknowledged the needs of,
and cared for, both the patient and the carer. Many carers noted that HAH staff were adept at moulding
their input to what was needed, spanning personal care, listening, support and even ‘becoming part
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of the family’. Nearly all HAH services considered carers’ needs, and our evidence suggests that this
should be integral to service provision. In services positively evaluated by carers, HAH was moulded
around the dyad, supporting both the patient and the carer, and meeting different needs at different
times with ‘dedicated and sufficient time to engage in difficult conversations’.?” Regarding patient and
carer as a unit stems from the concept that dyadic coping is a reciprocal process whereby each partner
supports the other to manage problems jointly.128 The importance of treating interdependent couples
as a dyad has been identified in other condition-specific literature, including dementia,’?? long-term
conditions!® and traumatic brain injury,13! with common themes relating to loss of valued roles and
autonomy for the patient, and carer burden, affecting quality of life for both.

Holdsworth et al.’s12 study of bereaved carers who had received HAH found that care providers, especially
nurses and HCAs who visited frequently, became part of the patient-carer social network. Holdsworth
et al.12 did not differentiate nurses from HCAs, but commented that ‘some degree of informality’ was
appreciated, as carers became familiar with the same faces, as opposed to doctor’s less frequent and
more task-orientated visits. However, building informal relationships is not acknowledged in frameworks
for professional practice, presumably because professionals have a duty to ‘stay objective and have
clear professional boundaries at all times’.232 Our carer interviews indicated that HAH staff successfully
negotiated the balance between moulding into the family’s world versus remaining ‘professional’, but
that this tension was less well managed with the sudden cut-off post bereavement.

In qualitative data, our carers identified night-time cover as highly important, as found elsewhere.54127
Even if carers did not use it, they needed to know it was available and had concerns around service
limitations, especially on weekends and bank holidays, which could be detrimental to the continuity of
care.>* From the quantitative data, there appeared to be a weak association (p = 0.042) between having
one or more night visits in the last 7 days (from HAH or district/community nurses) and a better QODD
score; however, this must be interpreted with caution and does not specify that night care needs to be
provided by a HAH service.

For patients with cancer, there was a statistically significant positive association (Spearman’s rank-order
correlation test: n = 95; p = 0.020) between the length of time the patient had known they were dying
and the total QODD score, with significantly better QODD scores (Spearman’s rank-order correlation
test: n=21; p=0.493) for those who were aware for a longer period before death that they were dying.
This suggests that having time to prepare enabled couples to adjust, plan and achieve the experience
that they wanted, although we were unable to ascertain why this association was not significant for
non-cancer patients (p = 0.493). Murray et al.133 suggested that the illness trajectory for patients with
cancer is more predictable than that for patients with long-term conditions. Consequently, palliative
services are better matched to the needs of those with cancer, who may regard planning for the end of
life as a way of feeling more in control of their situation. This compares with long-term conditions in which
the illness trajectory is longer and more unpredictable; Murray et al.133 suggest that these patients/carers
may be reluctant to acknowledge or plan for the end of life, and that clinicians may collude. Holtslander
et al.’s134 meta-summary of the experiences of bereaved carers identified six studies in which ‘saying
goodbye’ was identified as a positive factor pre bereavement, but this does not necessarily equate

with the length of time pre death nor the extent to which it is influenced by uncertainty, changes in role
and relationships.13>

Carer needs were routinely addressed at the micro level, but less consistently at the meso level,

for example formal (re)assessment of need. However, larger, 24/7 services (model 1) tended to run a
more extensive programme of peer groups and training courses specifically to support carers, which
the qualitative data suggest were valued by carers. Although more expensive support partially related
to differences in the length of involvement across sites, carer (re)assessment is enshrined in policy?3¢
and tools exist to assess carer burden. For example, the Carer Support Needs Assessment Tool aims
to facilitate carer-led assessment and support, specifically identifying potential areas of unmet need
and co-producing an action plan.137
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Carers also required consideration at the strategic (macro) level to address needs across the whole
system of care, given how reliant it is on the input of informal carers. Carer lobby groups have long
argued for formal recognition, including payment, but this was not something our carers suggested,
simply that they needed the right support at the right time to successfully assume the ‘mantle of care’,
with all that is involved.122 Wye et al.,*” commenting on the policy drive for dying at home, noted that
the burden of care falls on family members who may have little or no relevant previous experience,
and ‘lack of knowledge, skills and support among informal carers’ can be a key barrier to dying at home.1?

Most HAH services signposted patients/carers to relevant services, and detailed informal knowledge
of local services can be very helpful.®” Many of our HAH service providers also fulfilled the role of
service co-ordination, but some carers had to bring services together themselves. However, with
growing fragmentation of services across health and social care (despite the rhetoric of integrated
care), families will ‘have ever greater need of experienced, committed, proactive staff’ who can provide
an overview across all sectors to help carers navigate the system.3”

Post-bereavement support

Our qualitative data suggested that carers were least satisfied with bereavement support, commenting
on the shock of the HAH team rapidly retreating from being part of the family. Carers understood that
the HAH service had to redirect its efforts to others, but this lack of continuity was a common refrain
and carers reported significant gaps. Carers wanted to connect with someone, even just briefly, who
had been part of the caring process, knew the patient and understood the context. Some HAH services
offered universal and generic follow-up to all carers, in the format of, for example, a postal leaflet.
Others tried to selectively contact those perceived as likely to need help, based on clinical experience
or an assessment, but carer interviews indicated that both approaches had shortcomings.

Post-bereavement activities included formal group or individual counselling and informal activities
such as carers’ cuppa, men’s cooking classes and walking groups. For those carers who had investigated
available support post bereavement, the format (particularly for those with children/teenagers) and
timing of follow-up was not ideal, with only one site meeting carer expectations, although many carers
found it difficult to articulate what would have been helpful. However, carers were clear that it related
to talking to someone who they regarded as familiar and who knew the patient, and with whom they
had a combined background or narrative. This suggests that it was the joint link to the patient that was
important, just as its loss was felt strongly when HAH staff withdrew.

As stated, most sites provided counselling and group activities, but evaluation of implementation and
outcomes in this setting is limited.?¢ In addition, the current (COVID-19) funding crisis is likely to lead
to a reduction in the availability of bereavement services.13 The lack of suitable, or any, follow-up is a
common finding in the literature, alongside the importance of providing support that meets individual
need, given that everyone’s experience is unique.’3* Although primary care is recognised as a suitable
avenue for providing (standard) bereavement support, we found few examples of this. Most GPs

have had little training in this area and are not sufficiently familiar with families to make contact

in bereavement.?3?

The need for standard bereavement follow-up and complex grief follow-up is recognised?¢28 but what
this should comprise is not well defined. Hudson et al.1% commented on the ‘dearth of contemporary
practice standards that explicitly articulate what resources palliative care services should allocate, when
they should allocate them, how, and by whom'. Most literature differentiates between normal grief,
whereby intensity subsides over time, and a prolonged grief disorder?4! or complicated grief.142 Some of
our case study sites tried to identify those at risk of complex grief reactions, but rarely systematically or
supported at the meso level, instead depending on individual clinical decision-making.

The ambitions for palliative and EOLC framework!4? endorses bereavement care tailored to individual
context, but lacks guidance on how to achieve this. Luckett et al.’s2¢ review of models for palliative care
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found that only Ireland specifically recommended that bereavement support ‘should begin early in the
disease process, long before the death of the patient’.1#4 The report suggested that palliative services
should be able to anticipate severe grief reactions and prepare the family for impending bereavement.144

Axelsson et al.1*> also acknowledged that pre-and post-death grief are part of the same process, again
questioning our sites’ separation of pre- and post-death support when the experiences of caring,
grieving and ‘facing life without that person are connected chapters’.13* This suggests that screening
and assessing for emotional distress and risk of complicated grief should be ‘a continuous process’ from
referral to many months post bereavement.4¢

Follow-up varied among our case study sites, but mostly involved a telephone call at a set interval,
for example 6 weeks post bereavement. Aoun et al.’s47 survey of carers found mixed patterns of
follow-up, and although over two-thirds of carers reported that they had received enough support,
the dominant view was that support for themselves, as carers, pre and post bereavement was either
lacking or too generic.'#? It was recommended that services consider when to contact carers post
death, who should do so and how to make the contact focused on the specific needs of the carer.24”

How the model of hospice at home shaped care

Our typology categorised HAH services by size and availability of 24-hour care, but there were significant
service variations within each model. Firth et al.28 acknowledged the diversity of staff configurations,
processes and interventions in specialist palliative care and used a mixed-methods approach to derive
20 criteria. An early finding was that stakeholders struggled to define their model, owing to the complexity
of providing care across multiple settings and there being multiple services within each setting, often
overlapping. Our case studies demonstrated similar organisational complexities, with multiple services not
necessarily integrated even within an organisation. For example, one service provider commented on silo
working between the day service (social model), inpatient unit (medical model) and HAH service (mixed).
However, the different emphasis on social versus medical orientation resonated throughout case study
sites, with HAH services often bridging the medical-social continuum of EOLC.

The medical-social continuum of end-of-life care

Figure 16 demonstrates how HAH services were rarely at the extremes of either paradigm, but aligned
themselves more closely to one or the other, differentiated by staffing configurations and interventions.
Each HAH service has been placed along the continuum, based on phase 2 data. More medically
aligned services had a higher proportion of qualified nurses, including CNSs (either alongside or as
part of a single point of access to community palliative care), carrying out medical tasks, for example
managing syringe drivers. Conversely, social model services provided significantly more hands-on care
than ‘medical’ ones and had a higher proportion of (or only) HCAs, but were reliant on district nursing
for medical/pain management. However, even services predominantly providing hands-on care did so
with a level of expertise that carers consistently rated as higher than that of social services agency
staff, linking it also with having time to care and a flexible service.

Our typology of HAH services shares components of Firth et al.’s?8 criteria for palliative care, including
type of care (e.g. hands on vs. advisory); size (number of referrals annually); OOH care (five criteria);
number of disciplines delivering care; and mode of delivery, bereavement follow-up, funding and
discharge criteria. However, 20 components do not constitute a model and their different constellations
across services reflect the wide variety in hospice (and HAH) provision.

Bainbridge et al.’s?* review of systematic reviews focused on positive outcomes and identified multiple
components of HAH care that were divided into five categories: type of services offered, availability,
characteristics of care model, linkages to other resources and process interventions. Most programmes
had components from multiple categories and the most common components were associated with
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FIGURE 16 Hospice at home services bridging the medical-social continuum of palliative care.

positive effects on multiple outcomes. First, linkages across services and settings (formal and informal,
as we also found) helped decrease the barriers that silo working creates, increased interagency
accountability and information transfer, and facilitated seamless transitions across settings. Bainbridge
et al.* did not mention a single point of access, but we found that this, combined with an effective
triaging system, helped direct patients/carers to the right service(s) with the right information, but did
not entirely avoid silo working. Second, care that was multidisciplinary and holistic was more capable
of meeting the diverse needs of patients and carers, where holistic was defined as ‘whole-person

care that considered physical, emotional, and spiritual needs’.24 Third, that providers had sufficient
end-of-life expertise to know what to expect as an individual deteriorated, how to prevent or manage
symptom exacerbations and how to broach sensitive discussions with patients and carers. Neither
Bainbridge et al.2* nor Firth et al.22 mentioned balancing supply with demand and, although our case
study sites had very different lengths of involvement, nearly all had an ethos of not discharging
patients. This contrasted with commissioners’ preferences for equity of access across the population
above length (and frequency) of involvement. From Firth et al.’s2 data, programmes found to significantly
reduce costs most frequently reported components of on-call, around-the-clock home visits available
(not necessarily provided by the HAH service), a customised care plan driven by individual needs and
linkage with hospital. However, the lower costs found in our larger, 24/7 services (model 1) were
associated with fewer home visits, particularly by HAH staff, with no increased informal caring time.

Front-line co-ordination and communication

Luckett at al.’s?¢ rapid review focused on essential attributes of palliative care as a more meaningful
unit of analysis than models, and identified case management as a recurring key component to meeting
patient/carer needs across the medical-social spectrum. However, case management exists as part

of a complex intervention, so it was difficult to claim that ‘positive outcomes have resulted from

case management per se’.2¢ In addition, other attributes appeared to overlap with case management,
including integrated care (e.g. palliative services supporting GPs/nurses in rural areas), managed clinical
networks (formal linking of health-care professions across settings and organisational boundaries) and
shared care (lead clinician co-ordinating with health professionals across disciplines). We did not find
explicit reference to case management, but integration and co-ordination was a key programme theory,
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with experiences ranging from highly positive, when HAH service providers acted as the go-between
with other providers when carers had struggled to ‘make things happen’, to carers stating that they
had to take on the role of co-ordination themselves. Taking on the role of co-ordinating care can add
to the structural burden for carers, having to navigate service fragmentation, complex bureaucracy,
lack of transparency and gatekeeping, albeit this is more marked with generic services for older people.148
However, our qualitative data indicated that it was front-line staff who worked hard to co-ordinate services,
often when meeting each other in the patient’s house (micro level), regardless of their organisations’
formal policies or arrangements (meso level). These front-line co-ordinations and communications were
opportunistic and therefore not without limits, but suggest that when staff are allowed to use their
initiative, without excess organisational constraints, and even facilitated by structural supports such as
shared records, this facilitates a co-ordinated service, possibly reducing carer burden. However, there
needs to be a balance between structure/policy (meso level) providing necessary parameters and
trusting staff (micro) to use their initiative. Ganann et al.’s'% review of factors influencing the optimisation
of home care nurses in Canada also identified interprofessional and interorganisational collaboration as
something that develops at the micro level when staff have ‘opportunities to interact and communicate’,
but it must be consolidated by ‘leadership that supports joint collaborations and joint capacity building’.
This links with sustainability (next section), in which we found a tension between hospices needing to
brand their unique contribution while also seeking to co-ordinate care with other services.

The importance of co-ordination relates to care navigation, discussed earlier, in which the goals are to
link patients and families to primary care services, specialist care and community services; provide
more holistic patient-centred care; and identify and resolve patient barriers to care.’*? These goals
appear to be common sense, but were not always the case, and HAH services appeared to be filling
service gaps that shaped the whole system. Our carers consistently expressed the need for continuity
in service provision, whoever provided it, indicating the need for a whole-system approach to EOLC,
from diagnosis to bereavement. However, HAH input was significantly shaped by historical commissioning
decisions and the need to fill service gaps (particularly community nursing) alongside supplementing
existing services. It was unclear if the orientation on the medical-social continuum was by choice or
necessity, driven by a competitive marketplace where each hospice had to demonstrate its unique
contribution to raise funds from commissioners and the public.

A whole-system approach

A whole-system approach is not a new concept, as the first government end-of-life strategy was
published in 2008 and ‘strongly recommended’ a whole system with ‘a care pathway approach both
for commissioning services and for delivery of integrated care’,? from the initial identification of those
at end of life to post-bereavement support for carers (Contains public sector information licensed
under the Open Government Licence v3.0). The intention was that, through enhancing choice, quality,
equality and value for money, people would be supported to have a ‘good death’. Subsequent National
Institute for Health and Care Excellence quality statements, appertaining to the last 12 months of life,15°
and the ambitions for a palliative and EOLC framework,43 also endorse a co-ordinated approach across
the care pathway. Care should be ‘coordinated effectively across all relevant settings and services at

any time of day or night, and delivered by practitioners who are aware of the person’s current medical
condition, care plan and preferences’.1° However, it is less clear how what amounts to (but is not called)
a whole-system approach should be organised and sustained, and the inequity remains between the
small proportion of people who receive high-quality EOLC, often those from high socioeconomic status
(and more likely to have a cancer diagnosis in our study), and the majority who receive generic care.15!

More recent literature on patient (or carer) navigation programmes suggests that navigators can help
address service fragmentation, for example communicating across organisations and facilitating access
to care.’®2 The original concept was intended as a strategy to improve outcomes in ‘vulnerable populations
by eliminating barriers to timely diagnosis and treatment’'>3 and the literature largely appertains to
early diagnosis and treatment.’5* However, there are many models reflecting different orientations
(medical, social or combined) and patient groups, but the development of these programmes indicates
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‘unmet needs for coordination and facilitation of care, particularly in relation to populations for whom
social determinants of health create additional barriers to accessing social and health care services’.152
This was reflected in our findings, in which university-educated carers rated service quality significantly
higher (VOICES 2) than those without a university education. This inequality may reflect demand
outstripping supply, as reflected in an evaluation of a HAH service (data collected 2012-13) that found
that the most deprived and rural area of the county was poorly served by HAH services.4 Care inequality
between cancer/non-cancer has been found in other literature*51% and is not a new finding. However, we
also found variation by sex: when a patient was female, the carer was 0.409 times less likely to report that
they received sufficient care (VOICES 1, predominantly male carers), and female carers were 2.938 times
more likely than a male carer to report a good/almost perfect death experience (total QODD score > 70).

Sustainability

Sustainability has been defined as being able to survive, so that the organisation can serve its purpose
and fulfil its commitments to its clients and the community in which it operates.’s” Our findings suggested
that sustainability related to a hospice’s orientation to strategic and front-line integration, which reflects a
classic organisational problem in the private sector between integration (internal facing) and differentiation
(external facing),1%8 or a trade-off between pleasing commissioners and looking after staff.

Internal/external orientation: a trade-off

One approach taken by hospice services to ensure that they had the widest possible coverage was an
external-facing orientation whereby managers made every effort to sit at the table with policy-makers
and commissioners so that the hospice had a stake in decision-making. It was not only about being on
strategic boards, but also related to branding and marketing the hospice to ‘communicate, differentiate,
and enhance’?®? its unique contribution to EOLC. All sites had active marketing teams, demonstrating
the tension between the ethos of altruism and compartmentalised commercialisation.1%8 In our
consensus workshops, we used the phrase ‘Hospice charities may give the impression to the public that
they are fully dependent on charitable funding ... to make their fundraising activities more effective’,
which was clearly contentious, but reflected a tension between public accountability, the constant
need to generate funding and the ethos of being a charity. Branding is a necessary tool to compete,
but as the pool of resources becomes more limited, competition increases, and highlights a tension
between adhering to market forces while trying to stay true to the ethos of an organisation. Branding
is particularly challenging for organisations such as HAH services where different stakeholder groups
hold strong and personal values, but it is a necessary tool to communicate an organisation’s role.1s?
However, some service leads commented that commissioners had varied levels of understanding and
experience of EOLC and some appeared to lack the required skills and knowledge, as found elsewhere.1¢
Several toolkits are available, including, for example, Commissioning Person Centred End of Life Care,16!
which acknowledges the complexity of commissioning, ‘involving a dynamic and continuous process of
review and improvement to ensure alignment with changes to national policy, commissioning models,
local demand, workforce changes and procurement options’. At the time of interview, commissioners
were transitioning from working predominantly at the level of the CCG to commissioning a range of
services at larger scale through Sustainability and Transformation Partnerships (STPs). Managing this
requires significant competencies, yet these may not be well defined during recruitment; consequently,
commissioners may be appointed without the full range of skills,6° although some of our managers
suggested that inexperienced commissioners allowed the HAH more leverage. The only formally allocated
budget relating to EOLC in the NHS is specialist palliative care and the NHS CHC budget, ‘yet controlling
the size of this pot is often something that is said to feel out of the control of CCG commissioners’.1¢0

Commissioning behaviours may also be influenced by a reported power imbalance between commissioners
and service providers, exacerbated by the fast turnover of commissioning staff; the move away from

smaller commissioning models (CCG level) towards the larger STP level could help transfer more power
and resources back into the hands of commissioners.1¢© However, this could be to the detriment of HAH
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services, and even when sites had an excellent relationship with their commissioner, we did not find
evidence that this resulted in securing increased funding. In fact, some commissioners appeared complacent,
assuming that if the HAH service was pushed, it would raise further funds (Box 8).

In contrast to externally focused HAH services, other sites appeared internally focused, with an

emphasis on staff well-being, support, and education and training, and internal service development.
Chamanga et al.’s?62 review of factors influencing recruitment and retention of RNs in community

BOX 8 Influences on sustainability and responses to uncertainty

Internal facing: more responsive to micro-level factors
e Staff focus:

manageable caseloads and workloads

investing in training and education - all levels, all staff
support and mentorship embedded

autonomy is valued alongside time to care.

O O O o

e Qutcome: high staff morale; better retention than external-facing organisation; reputation for high-
quality care at the micro level, but at the cost of having a low local/national profile and little leverage
with other providers/commissioners.

MACRO
MESO
MICRO

Internal facing

o

External
facing

External facing: more responsive to macro-/meso-level factors
e Macro:

o establishing national representation and reputation.

e Meso:

O building reputation and community awareness
o influencing local commissioners
o educating/upskilling other providers.

e Qutcome: high profile at meso/macro level, but potentially at the cost of staff morale, with relatively
high rates of staff attrition.
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nursing identified work pressure (caseload and workload) as an important factor influencing the
decision to remain or leave employment. Increased pressure correlated with reduced commitment and
‘subsequent negative job satisfaction, impacting on patient safety and quality of service’,162 alongside
emotional exhaustion and depersonalisation. This mirrors our data, in which carers consistently commented
that HAH staff had the time and emotional space that non-HAH staff lacked. Chamanga et al.1¢2 also
identified lack of autonomy, lack of educational opportunities, lack of appreciation by managers and salaries
as factors hindering retention. Except for salaries (which we did not explore), these factors had all been
identified as tools to maximise retention by HAH providers/managers.

Market forces, skills mix and managing demand

Haslam et al.1¢3 developed a business model for hospices to account for sustainability, based on interviews
with key hospice stakeholders. At the centre were hospice staff and volunteers, working for patients/
families, and commissioned by the NHS and commissioning bodies within the wider context of government
policy, legislative arrangements and regulations. Haslam et al.1¢3 argued that, as funding sources have
widened to include a portfolio of health-care contracts, lottery income, trading profits from shops and
earnings from financial investments, these newer funding streams are prone to uncertainty and volatility,
particularly in the current financial climate, and hospices must work continually to adjust their approach.1¢3
These changes have ‘encouraged a shift towards a more administrative and managerial led medicalization
of palliative/end of life care’ as hospices have ‘migrated from their initial charitable financing model to one
that has become embedded within a wider system of healthcare funding ... challenging their traditional
independence’.163 The reliance on the NHS for 20-35% of their income has added new risk alongside
demands for value for money, specialist care, expecting more year on year and increased bureaucracy.¢3
Our data also evidenced commissioner expectations that hospices would provide specialist care and
increased capacity while remuneration stayed static. However, we found that not all HAH services
accorded with increased medicalisation, such as the socially orientated HAH services (see Figure 16).

Haslam et al.1¢3 identify three interconnected issues that threaten sustainability. First, having to
secure more income in an increasingly fragmented and volatile market, as already discussed. Second,
recruitment, retention and skills issues with the expectation that staff will be highly skilled palliative
specialists, but also generalists able to manage increasing numbers of chronically ill patients with
non-cancer diagnoses, alongside trying to match salaries to NHS and private pay scales. Third, the
increasing complexity of chronic illnesses bringing people into the system with longer life expectancies
than previously. All of these make it increasingly difficult to maintain a financial buffer to allow for
changes in income or expenditure and to plan for service redevelopment or update buildings/facilities.1¢3
Our sites discussed the need to maintain a financial buffer and were aware of the arguments around
accepting more patients with long-term conditions and longer prognoses. Referral criteria varied, but all
services were selective and limited intake in ways that were dictated by capacity but meant that services
dealt with only a subset of people. How this affected (or influenced) staff mix and skill set was hard to
ascertain, but length of involvement, from referral to death, varied widely. Services that were involved
for significantly longer (> 3 months) mostly provided initial expertise from qualified staff and telephone
monitoring/advice, but limited hands-on care, whereas HCA-led services focused on providing personal
care for a much shorter duration. This reflected the more medical paradigm of the former compared with
the latter, but there was no obvious association with internal-/external-facing orientation.

Ganann et al.’s1?> review of home care nurses in Canada explored how manageable workloads, funding
models and appropriate staff allocation influenced staff mix and staffing levels. The issues are equally
applicable in the UK, where home care staff also have to manage heavy workloads and increasingly
complex patient needs and the funding model promotes competition, driving down skill levels and

‘the ability to align staffing mixes with client needs’.12> Our HAH sites guarded against this through
maintaining their palliative focus, as a way of managing caseloads, staff mix and skill set.

When comparing internal- and external-facing sites, it was apparent that the latter had a strong focus
on educating others, for example GPs and paramedics. Firth et al.2¢ regarded the ‘extent of education/
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training provided to external professionals’ as a defining feature of palliative care models, but this was
less apparent with internal-facing sites. The difference between external- and internal-facing organisations
was also reflected in service innovation, for example one site had a markedly external focus (at the meso
level), but there was a sense in which their own staff did not feel supported or included in decision-
making. This contrasted with one site with strong internal integration whereby all staff felt listened to
and the service focused on what it could provide that the community needed. Not all sites were one or
the other, but those that fell in between appeared to find it difficult to provide both a cohesive service
with contented staff and to have a meaningful seat at the table with commissioners. One exception was
a site with an internal focus, but not strongly so, because the hospice had the security of taking only
patients with NHS CHC funding, so there was less imperative to innovate externally.

Arguably, commitment to marketing and branding the hospice, demonstrating its uniqueness and
maintaining a good reputation took priority above almost all else, particularly for externally focused
sites, stemming from the need to generate increased funding as NHS monies stayed the same year on
year while caseloads increased. Our qualitative data also suggested that the larger, 24/7 services in
model 1 had a strong discourse around demonstrating their value for money. However, for all services,
this need to define and sustain themselves could lead to inflexibility and conflict with other objectives.
For example, integration and co-ordination clashed with being unique and maintaining the brand; at
our consensus event, commissioners commented that hospices were not ready for joined-up commissioning.
A similar tension centred around OOH services: hospices wanted the contract but did not want to

take on any generic community nursing roles. Given the policy drive for integration this suggests that
hospices wedded to marketing their uniqueness may not do well, although the qualitative data did
suggest that smaller providers were more open to integration.

Volunteers: an underutilised resource

For the majority of HAH services, the hospice building was a visible symbol of the organisation’s
function that helped raise awareness, engage volunteers and promote community fundraising.
However, this did not necessarily ensure sustainability; for example, one of our sites was situated

in a building that was highly valued by all stakeholders, but was ultimately too costly to maintain.
Given that hospices depend on their communities for both income and volunteers, linking with the
local community is a key factor in hospice sustainability.1¢4 Volunteers can bridge the gap from hospice
to community, ‘both in a philosophical sense and a practical way of giving information and promoting
fundraising’,1¢> and can help to reduce the fear and taboos around hospice care.164

Our data found that volunteers were integral to sustainability, for example providing transport and
volunteering in day and inpatient services, as found elsewhere.’¢4 However, our quantitative data
suggested that patients and carers had very little contact with volunteers; only one site integrated
‘semi-professional’ volunteers into the HAH team, and clinicians had reservations about using them,
based around overstepping boundaries at such a sensitive time. Most of the case study sites regarded
volunteers as part of a triad (hospice, volunteer and patient/carer), with the hospice monitoring the
relationship between patients/carers and volunteers. Volunteer co-ordinators acknowledged potential
pitfalls and the need for clear boundaries, but were less risk averse than clinicians, although acknowledging
potential risks to reputation. Only one HAH service was part of an organisation with a wider Compassionate
Neighbours scheme, based on a community befriending model, in which the relationship was negotiated
between volunteer and patient/carer, with minimal hospice oversight.

Aoun et al.2¢¢ argued that professional care can only supplement, not replace, existing social networks,
so it is important to support all assets in the community, given that it is the community that supports
most people. Our carers wanted continuity post bereavement; with appropriate training and mentoring,
volunteers could fill this gap. The public health approach to EOLC has argued for two decades that
promoting palliative care has the potential to address inequity of provision, drawing on the wider
community to address the continuity between long-term conditions, EOLC and bereavement.167.168
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The compassionate community model of EOLC draws on the patient and carer’s existing social network,
including a small, inner network of close family and friends who perform personal tasks; an outer network
of family, friends and neighbours who can assist with routine tasks such as shopping, cooking, cleaning,
walking the dog and gardening; community members who can assist with routine or other peripheral
activities; and health and social care professionals. The focus is on building a resilient network to support
both patient and carer, emotionally as well as practically, and encouraging carers to accept support when
the default position is often to decline.’? However, Aoun et al.1¢¢ acknowledge that this support is less
effective post bereavement.

Despite the undoubted positives of the volunteer workforce, our volunteer co-ordinators highlighted
problems around reliability and lack of flexibility. Scott et al.26* also issued a note of caution that
volunteers may not always be available or willing to meet the increasing demand that is anticipated.

Summary

This chapter explored three key areas: (1) the impact of the HAH model of care on the patient-carer
dyad, (2) how the model of HAH shaped care provision and (3) sustainability. HAH enabled most patients
to achieve their PPOD with sufficient practical and emotional care to support the patient-carer dyad.

Our study suggested tensions faced by commissioners and organisations when providing HAH services.
Larger, 24/7 services were associated with lower costs, but with worse QODD scores, than the smaller
HAH services. This appeared to be linked to the higher proportion of HAH visits closer to dying, but
also highlighted an inequity between the small proportion who received HAH and the majority of EOLC
in the community, constrained by time and lack of expertise.

Our typology categorised HAH services by size and availability of 24-hour care, but also important
was how HAH services aligned themselves along the medical-social care continuum, differentiated

by staffing configurations and interventions. However, it was unclear if the orientation on the
medical-social continuum was by choice or necessity, driven by a competitive marketplace where each
HAH service had to demonstrate its unique contribution to be sustainable.

Sustainability was a major tension for all HAH services and appeared to relate to a HAH service’s
orientation to strategic and front-line integration, reflecting a classic organisational problem in the
private sector between integration (internal facing) and differentiation (external facing).

Only one service incorporated volunteers directly in HAH, with others citing concerns around how
appropriate or useful volunteers would be in the last phase of life. However, this appeared to be a

missed opportunity that could help bolster sustainability, provide support for patient and carer, and
enable continuity of care post bereavement.

Arguably, commitment to marketing and branding the HAH, maintaining a good reputation and

ensuring sustainability took priority above almost all else, but there were examples in which this led to
inflexibility and conflict with other objectives, for example integration and co-ordination.
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Chapter 9 Conclusions

This chapter will present the following:

summary of the findings for each research objective

synthesis of these findings into a summary of what worked best
articulation of the limitations of the study

suggested implications for providers and commissioners
recommendations for future research.

Summary of the findings for each research objective

Identify the range and variation of hospice at home models operating across England and
categorise the models by type, key features and setting

Services calling themselves HAH in England varied in multiple dimensions (i.e. size and setting, patient
referral criteria, services provided, staffing, funding). It was not possible to deduce a ‘definition’ of a
HAH service, or even to easily allocate them into broad types or categories. In common, they all
offered care designed to support patients approaching the end of their lives at home, provided and
supported by staff with experience and expertise in palliative care and EOLC. Almost all HAH services
provided personal care, psychosocial support and symptom management, but not all provided this 24/7.
The majority of services were providing care for, on average, 1 week-2 months from referral, and most
had staffing with a greater proportion of HCAs than of RNs. Two-thirds of services reported charitable
sources as the main source of funds.

Assess the impact of each model on patient and carer outcomes and explore the

experiences of patients, family carers, providers and commissioners of the different

hospice at home models

For people approaching the end of their lives who wanted to die at home, HAH services overall provided
care that was likely to deliver ‘a good death’ [median QODD score 70.7 (range 0-100, with 70 a ‘good’
death)], was highly valued by its recipients and was recognised by them as special(ist) in comparison with
other services. The majority of HAH services overall were being delivered to patients dying of cancer
(77%). HAH services also assisted people to achieve their PPOD; 73% of patients achieved their PPOD,
with no statistically significant differences between the four service models, although the proportion was
higher in model 2 (smaller, 24/7 services) than in the other models.

Higher (i.e. better) QODD scores were associated with patients having died at home or in a hospice;
female carers; university-educated carers; and patients having known they were dying for a long longer
time. When all items were adjusted for, smaller services (models 2 and 4) attained a significantly higher
QODD score. The qualitative analysis suggested that this might be explained by their ability to be more
agile, to integrate better with other services and to provide more specialised care.

Carer satisfaction with the help and support received from health and social care services and the
quality of those services was high. In terms of the help and support received, female patients reported
a lower level of support. Carers in model 2 (smaller, 24/7 services) were eight times more likely than
carers in other models to report that they had received all of the support they needed. In terms of
the quality of services, university-educated carers were associated with better ratings, and patients
dying in hospital were associated with worse ratings. There was a trend for carers in model 2 to
report better quality of support. Qualitative data described the difference in care provided by HAH
versus other services and focused on the time, person-centredness, expertise and the quality of
relationships offered.
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Investigate the resource implications and costs of patient care in each model

There tended to be more formal and informal caring closer to death, but there was a lot of
individual variation. ‘In-home’ nursing and personal care was the largest item of service use and
was delivered collaboratively in all models by local NHS nursing/HCA services (accounting for
about one-third of visits), HAH professionals and social services carers. The highest daily average
number of in-home visits was in model 2 (smaller, 24/7 services) and the lowest was in model 1
(larger, 24/7 services).

Service use in relation to outcomes

Carers in model 2 reported higher QODD scores and higher levels of satisfaction, which may be
associated with the higher number of nursing or caring visits that they received in the pre-death
period. Although costs in model 1 in any period were lower than in the other models, and patients
received less intensive support, they were in the study longer, and they may therefore have received
an overall larger amount of resources. This model of care may be less cost-effective because outcomes
in model 1 were generally worse than in model 2, in which support was more intensive.

Identify the enablers of and barriers to embedding hospice at home models as part of
service delivery

Hospice at home services reported that the main barriers to providing their services were
geography, getting other services to provide care in a timely fashion and inadequate funding.
Difficulties accessing equipment and medications (both drugs and administration) in the home
were also challenges.

Synthesis of the findings: a summary of what worked best

The staffing and operations of a HAH service were optimum when it was integrated and embedded in
its particular locality setting with other relevant services and had a seat at the table with commissioners
and other providers. HAH providers benefited from taking a proactive approach to securing the available
statutory funding and were trusted to do this on the basis of their reputation. On the ground, HAH

and other staff often worked well together regardless of organisational arrangements, with a focus on a
patient’s needs, and HAH organisations that allowed their staff flexibility and autonomy enabled this.

Other key features of HAH services that promoted good outcomes for patients and their families were
as follows:

® Having sufficient time and taking the time to provide seemingly unhurried, person-centred care.

® Developing a supportive relationship with the patient, carer and family (even being perceived as
becoming part of the family), which would ideally continue on into bereavement (see below).

e HAH staff who demonstrated knowledge, skills and experience in dealing with death and dying and
thereby gave reassurance and confidence in the home.

® Internal investment in the training and support of HAH staff.

® Agility to respond rapidly to changing patient needs, including access to 24/7 advice and support by
telephone, and confidence that help would be forthcoming in crises.

® Support from the service directed at assessing and meeting the informal carers’ needs, as well as
those of the patient. Expectations, planning, information and points of contact were particularly
important to carers.

® Smaller services performed better. Their small size necessitated closer working with other local
services and smaller HAH services provided a higher proportion of the total care received.

® However, although the above points had an impact on the last weeks of life, earlier contact (and this
was primarily found in the larger services) also positively affected outcomes.
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The study also highlighted areas where most HAH services could look to improve their impact:

® OQverall, carers were not being offered the bereavement support they would have preferred. Shortly
after bereavement, the clear preference was for support from the HAH staff who had been part of
the story of caring, and not for referral to other elements of service.

® Hospital at home services could capitalise more on the volunteer workforce by considering a wider
range of roles for volunteers and/or by relaxing the bureaucracy around some volunteer roles.

Implications for health-care providers and commissioners

For service commissioners, this study demonstrated that HAH care for people who want to die at home,
and have a family/informal carer who can support them, mostly supported patients to experience a
‘good death’ at home and left their carers well satisfied with services. People in receipt of HAH services
were very likely to die at home and unlikely to die in hospital; indeed, having been accepted into HAH,
patients were, on the whole, unlikely to use inpatient services. Commissioners could therefore utilise
some of their budget effectively by funding HAH and achieving objectives enabling choice about place
of care and reducing acute hospital pressures. Furthermore, as significant funding for HAH across the
country comes from charitable sources, commissioners who spend NHS funds on HAH are likely to
get good added value. Commissioners should also consider the sustainability of HAH services when
determining the amount of funding and the duration of contracts (which were often too short to
provide adequate stability).

Commissioners have important responsibilities for the equity of service availability. With the pressure to
provide equitable services, however, some of the key features of HAH that drive better outcomes cannot be
compromised, in particular the elements of time, expertise and relationship described above. Commissioners
may also want to consider how to work with HAH providers to extend their services to more people,
and particularly to address the inequities of provision for those with diagnoses other than cancer.

For HAH service providers, this study identified a number areas for consideration about where their
organisation sits on a spectrum and how it might reposition itself to optimise its services:

® Integration-independence. Integration as described above is important, but did provide
some challenges, particularly to HAH organisations protective of their ‘branding’, reputation
and ‘specialism’. These factors may limit opportunities to participate fully in, for example,
collaborative commissioning.

® Medical/clinical-social care. An element of ‘fit’ into the local service landscape that providers
should consider is where to place their HAH service on a spectrum from a ‘medical/clinical’ focus at
one end to a more social care model (not omitting the relevant expertise) at the other. The timing
and accessibility of different elements of input is key.

® OQutward investment-inward investment. A third area for service providers to consider hinges
around investment in the outward-facing feature of successful services, as partners in wider service
planning and provision. There is a balance to be struck with internal investment in the training and
support of HAH staff.

® Value for money-quality and intensity. Finally, there is a balance to be struck between providing value
for money and providing sufficient expertise and intensity of care to improve patient and carer outcomes.

Study limitations

® The data collection for the study relied heavily on informal/family carers; therefore, we were unable
to recruit patients who did not have such a carer involved on a daily basis.
® Key outcomes (QODD and VOICES 1 and 2) relied on self-report.
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We were not able to provide translation services, and therefore could not recruit patients whose
informal/family carer was unable to complete questionnaires in English.

We omitted to gather data on the ethnicity of patients and carers, which was a significant oversight
and one that was highlighted at the consensus meetings.

A significant number of patients admitted to HAH services lived for longer than we had anticipated
when the study was designed. As a result, not as many patients as we estimated died during the
study and thus post-bereavement data were missing.

The QODD proved difficult and arduous for carers to complete. This also had an impact on
recruitment for post-bereavement interviews, which was lower than expected. The QODD and
VOICES response rates were < 50%, and there were many missing items in the QODDs that

were returned.

Recruitment of dyads to the study was slow, so additional HAH services were included, creating the
possibility of heterogeneity within models and difficulties for interpreting the outcomes. The number
of patients recruited by some HAH services was small, and individual HAH services dominated the
data in some models.

The precision of estimates of service model effects was impeded by missing data, notably a failure
to obtain the key factor, education level, for 41 carers (> 10%).

Collection of the service use data (with the AHCR) every 2 weeks proved burdensome when
patients were in the study for a lengthy period of time, so the intervals between collection were
extended, creating difficulties for assembling a continuous series. The number of AHCRs per patient
was low. Closer to death, the dates of AHCR data collection did not coincide with the time periods
from death that were used in the analysis; therefore, an allocation algorithm was devised and applied.
Carers may have had difficulty distinguishing whether in-home nurses and carers came from NHS
district nursing services, HAH or social care services. Hence the main analysis was conducted by
combining these groups and the examination of the distribution of care between the three services
may not be fully accurate.

Some carers (where more than one informal carer was involved) reported well over 24 hours per
day of caring. This, together with use of replacement methods for valuing informal caring costs, may
have inflated total informal caring costs.

Recommendations for research

In order of priority:

1
2.
3.

4.

exploration of the scope, training, acceptability and support of volunteers in this specific care setting
the timing and personnel involved in bereavement support

implications for patients, carers and services of varying the time before death at which HAH care is
introduced and the intensity of support that is provided

further adaptation and validation of the QODD for UK use, for example 30 QODD questions
(sometimes with many non-responses) might be improved via sensitivity analysis.

Summary

This has been the first study, to our knowledge, to attempt to synthesise learning from a range of
different HAH services around England, and to report on what features of HAH services, in the local
health and social care settings in which they were embedded, gave rise to the best outcomes for
patients and their informal carers. This chapter summarises the study’s conclusions and draws out
implications for commissioners and health-care service providers. The limitations of the study are
articulated, as are recommendations for future research.
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Appendix 1 Literature search strategy

Databases searched

The following databases were searched: PubMed, ScienceDirect, Allied and Complementary Medicine
Database, British Nursing Index, Cumulative Index to Nursing and Allied Health Literature, EMBASE,
Health Business Elite, Health Management Information Consortium, MEDLINE, PsycINFO, Scopus and
Web of Science. Additional searches were also carried out in the Database of Abstracts of Reviews of
Effects (a search database for systematic and Cochrane reviews), Google Scholar (Google Inc., Mountain
View, CA, USA), NHS Evidence, NIHR Clinical Research Network Portfolio database and the NIHR
Journals Library of funded studies. Searches on websites of relevant professional bodies (e.g. Hospice
UK, NAHH) were also conducted.

Search terms

» « » «

“hospice at home”, “Hospital at home”, “hospices”, “hospice”, “home” “care”, “hospice care”, “community”,
NS )« »n o« »n o«

“palliative”, “palliative care”, “end of life”, terminal”, “crisis management” “crisis intervention”, “rapid
response”, “24 hour”, “twenty-four hour” “UK”, “England “, “Wales”, “Scotland”, “Northern Ireland”.

» «

» o«

Original literature search, August 2014
The following set of searches of academic databases was carried out in August 2014.

NHS Evidence was later abandoned as part of the database inclusion owing to the large volume of hits
that were not retrieving relevant records.

Update of the literature search, June 2017

A further search was generated in June 2017, to search for any as yet unidentified literature since
August 2014, in preparation for synthesis. This kept within the parameters of the original search, which
was description or evaluation of adult services in the UK with HAH characteristics (e.g. rapid response,
crisis intervention) for palliative/EOLC at home. There was slight variation in how the search terms
were inputted for these later searches and only PubMed was searched.

TABLE 19 Search 1 (8 August 2014)*

Database Dates covered Hits (n)
PubMed No restriction 27
ScienceDirect No restriction 59
AMED, BNI, CINAHL, EMBASE, Health No restriction 67
Business Elite, HMIC, Medline, PsycInfo

NHS Evidence No restriction 64
Scopus No restriction 16
Web of Science No restriction 20

AMED, Allied and Complementary Medicine Database; BNI, British Nursing Index; CINAHL, Cumulative Index to
Nursing and Allied Health Literature; HMIC, Health Management Information Consortium.
a “hospice at home” AND (“UK” OR “England “ OR “Wales” OR “Scotland” OR “Northern Ireland”).
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TABLE 20 Search 2 (14 August 2014)?

Database Dates covered Hits (n)
PubMed No restriction 4
ScienceDirect Palliative care filter applied 45
AMED, BNI, CINAHL, EMBASE, Health Business No restriction 6

Elite, HMIC, MEDLINE, PsycINFO

NHS Evidence No restriction 427
Scopus No restriction 2

Web of Science No restriction 1

AMED, Allied and Complementary Medicine Database; BNI, British Nursing Index; CINAHL, Cumulative Index to

Nursing and Allied Health Literature; HMIC, Health Management Information Consortium.

a ((Community AND “end of life”) AND (“UK” OR “England “ OR “Wales” OR “Scotland” OR “Northern Ireland”) AND
(“crisis management” OR “rapid response” or “24 hour” OR “twenty-four hour”)).

TABLE 21 Search 3 (14 August 2014)?

Database Dates covered Hits (n)

PubMed No restriction 13

ScienceDirect Palliative care filter applied 126

AMED, BNI, CINAHL, EMBASE, Health Business No restriction 0

Elite, HMIC, MEDLINE, PsycINFO

NHS Evidence No restriction 3726 - abandoned
Scopus No restriction 15

Web of Science No restriction 4

AMED, Allied and Complementary Medicine Database; BNI, British Nursing Index; CINAHL, Cumulative Index to

Nursing and Allied Health Literature; HMIC, Health Management Information Consortium.

a (palliative AND home) AND (“UK” OR “England “ OR “Wales” OR “Scotland” OR “Northern Ireland”) AND (“crisis” OR
“rapid response” or “24 hour” OR “twenty-four hour”)).

Search 4
Database searched: PubMed only.

Date searched: 5 June 2017.

((“hospices"[MeSH Terms] OR “hospices”[All Fields] OR “hospice”[All Fields] OR “hospice care”[MeSH
Terms] OR (“hospice”[All Fields] AND “care”[All Fields]) OR “hospice care”[All Fields]) AND home[All
Fields]) AND (“UK"[AIll Fields] OR “England “[All Fields] OR “Wales”[All Fields] OR “Scotland”[All Fields]
OR “Northern Ireland”[All Fields]) AND (palliative[All Fields] OR “end of life’[All Fields])) AND
(“2014/09/12"[PDAT] : “2017/06/05”[PDAT)).

Number of articles found: 97.

Search 5
Database searched: PubMed only.

Date searched: 8 June 2017.
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((“palliative care’[All Fields] OR “Hospice Care”[All Fields] OR “end of life”[All Fields] OR terminal $[All
Fields]) AND (“rapid response”[All Fields] OR “crisis intervention”[All Fields] OR “hospice at home"[All
Fields])) AND (“2015/07/31"[PDAT] : “2017/06/08”"[PDAT]).

Number of articles found: 45.

Nine additional articles were found to be relevant and were added to the total number of articles
screened for the systematic literature synthesis (including one article we were made aware of
currently in press).

Updated literature search, June 2019

A further search was generated on 25 June 2019, to search for any as yet unidentified literature since
5 June 2017. The search conducted in June 2017 was repeated.

Search 6
Database searched: PubMed only.

Date searched: 25 June 2019.

((“hospices”[MeSH Terms] OR “hospices”[All Fields] OR “hospice”[All Fields] OR “hospice care’[MeSH
Terms] OR (“hospice”[All Fields] AND “care’[All Fields]) OR “hospice care’[All Fields]) AND home[All
Fields]) AND (“UK”[AIl Fields] OR “England “[All Fields] OR “Wales”[All Fields] OR “Scotland”[All Fields]
OR “Northern Ireland”[All Fields]) AND (palliative[All Fields] OR “end of life”[All Fields])) AND
(“2017/06/05"[PDAT] : “2019/06/25"[PDAT]).

Number of articles found: 75.

Search 7
Database searched: PubMed only.

Date searched: 25 June 2019.

((“palliative care’[All Fields] OR “Hospice Care”[All Fields] OR “end of life”[All Fields] OR terminal $[All
Fields]) AND (“rapid response”[All Fields] OR “crisis intervention”[All Fields] OR “hospice at home”[All
Fields])) AND (“2017/06/08”[PDAT] : “2019/06/25"[PDAT]).

Number of articles found: 44.

Three additional articles found to be relevant in these two searches. These included the article
identified in 2017 that was in print and the OPEL study protocol paper.

Updated literature search, June 2020

A further search was generated on 25 June 2020, to search for any literature published in the
preceding year.

Search 8
Database searched: PubMed only.

Date searched: 25 June 2020.
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((“hospices"[MeSH Terms] OR “hospices”[All Fields] OR “hospice”[All Fields] OR “hospice care’[MeSH
Terms] OR (“hospice”[All Fields] AND “care”[All Fields]) OR “hospice care”[All Fields]) AND home[All
Fields]) AND (“UK"[All Fields] OR “England “[All Fields] OR “Wales"[All Fields] OR “Scotland”[All Fields]
OR “Northern Ireland”[All Fields]) AND (palliative[All Fields] OR “end of life”[All Fields])) AND
(“2019/06/25”[PDAT] : “2020/06/25"[PDAT]).

Number of articles found: 278.

Search 9
Database searched: PubMed only.

Date searched: 25 June 2020.

(((((“palliative care” OR “hospice care” OR “end of life” OR terminal$)) AND (“rapid response” OR “crisis
intervention” OR “hospice at home”)) AND “last 1 years”[PDat])) AND (UK OR England OR Wales OR
Scotland OR “Northern Ireland”).

Number of articles found: 169.

Search 10
Database searched: Google Scholar.

Date searched: 25 June 2020.
“Hospice at home” in the last year.
Number of articles found: 11.

Results
Eleven of the articles in searches 8-10 were relevant. Two related to the OPEL study.
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Appendix 2 Service use data manipulation

Allocation of Ambulatory and Home Care Record data to time periods

All AHCR data for which a patient’s DOD was known were used in the analysis of service use. Patients
were in the study for variable numbers of days before they died. Time periods were defined for the
purposes of analysis and comparison across models. For each patient, daily service usages were initially
calculated within the following seven specified time periods (counting up all days from day of death=0
going backwards, i.e. day 3 = third day before day of death): days 0-7, 8-14, 15-21, 22-28, 29-92
(1-3 months), 93-182 (3-6 months), > 183 (> 6 months). However, time periods were subsequently
amalgamated.

The periods covered by AHCRs did not perfectly coincide with the study time periods. The following
rules were applied for allocating data to time periods.

For each patient’s first AHCR, collected at recruitment and intended to cover the previous 2 weeks,
each recorded service use for the patient (number of visits, number of nights, number of telephone calls
or number of caring hours per day) was divided by 14 and then assigned equally to the AHCR interview
day and each of the 13 previous days, irrespective of whether or not the patient had been recruited to
the study during the entirety of this period. If the first AHCR interview took place on a day following
the death of the patient, each service use record was divided by 14 and assigned equally to the day of
death and each of the 13 previous days, irrespective of whether or not the patient had been recruited
to the study during the entirety of this period.

For each subsequent AHCR, each service use record was divided by the number of days since the
previous AHCR had been administered and assigned equally to each day from the day after the previous
AHCR to the current AHCR interview day. If an AHCR interview took place on a day following the death
of the patient and the previous AHCR had taken place on a day prior to the patient’s death, each service
use record was divided by the number of days from the day after the previous AHCR up to and including
the day of death and assigned equally to each day in this time period.

Note that for all AHCRs, service use is deemed to have been recorded for the day of interview in
addition to all relevant previous days, irrespective of the time at which the AHCR was performed
(times ranged from 09.00 to 19.45). Thus, in subsequent summation calculations across specific time
periods, ‘days 0-7’ refers to the day of patient death and the 7 previous days.

If AHCRs were discontinued prior to a patient’s death and no service use record was available for any
day in one or more of the above time periods, all service use was recorded as missing for each day

of the time period for this patient. If AHCR data were available for > 1 days (but not all) in any of the
above time periods, the daily service use was extrapolated across the whole time period.

When calculating the service use for any of the seven specified time periods above, any missing
observations were estimated using the mean of non-missing values within the time period. If all
observations were missing for any service use item, then the participant did not contribute to service
use summary statistics for the relevant item, as usage was unknown.

Where service use was recorded for at least 1 day in a time period, the mean daily service use for the
item was calculated within the time period.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social 133
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,

reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the

title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.



APPENDIX 2

Imputing of missing ‘double-hander’ visits

Attendance of two nurses/carers together was not consistently collected in all sites at the start of the
study (November 2017), but was introduced in August 2018. The proportion of ‘double handers’ within
each service model (for day and night visits) was calculated when available, and multiple imputation
was used to estimate the number of ‘double handers’ when this was not recorded. It was assumed that
no night sits were ‘double handers’.
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Appendix 3 Unit costs used in the

economic analysis

TABLE 22 Unit costs used in the economic analysis

Section/item in AHCR
Inside the home

Nurse, HCA - district, community,
other (NHS)

Nurse, HCA - hospice

Details (from Curtis and Burns 20191%)

p. 117, section 10.1, band 6 for NHS nurses/
HCAs and band 4 for hospice nurses/HCAs
(on advice of research team). Cost per
working hour - used for day, twilight
(18.00-21.00) and night (20.00-06.00) visits.
Assumed 30 minutes per visit, or actual time
when specified. When time of day not
specified, assumed day. Double-hander visits
counted as two separate nurses. Night sits -
assumed £15 per hour and 8 hours =£120,
based on average of home care agency costs
from the internet, or applied exact time when
provided

Cost (£, 2019)

Band 6: 46 per hour

Band 4: 27 per hour

GP, other doctor p. 120, section 10.36. Surgery consultation for 78
direct patient care, £39, was doubled because
this is a home visit (£78 is equivalent to
30 minutes of General Medical Services activity)

Other health professional (includes p. 111, section 9, scientific and professional 45

physiotherapist, occupational therapist, staff, band 6. Cost per working hour, used for

speech therapist, dietitian, chiropodist, others)  day and night visits. Assumed 1 hour per visit

Social worker p. 130, section 11.1, social worker (adult 51
services), cost per hour. Assumed 1 hour per
visit (also used for care agency manager)

Charity, voluntary sector visitors, includes p. 136, section 11.7, support/outreach worker. 24

chaplain Cost per hour used for day and night visits.
Assumed 1 hour per visit

Visiting carer p. 134, section 11.5, home care worker. Cost 29
per hour, used for day and night visits. Used
number of minutes pro rata when provided or
assumed 1 hour per visit if length of visit not
stated. Double-hander visits counted as two
separate carers. Night sits - assumed £15 per
hour and 8 hours = £120, based on average of
home care agency costs from the internet, or
applied exact time when provided

Outside the home

At GP practice p. 120, section 10.36. Surgery consultation for 39
direct patient care

Doctor/clinic at hospital, hospice p. 82, section 7.1. NHS reference costs for 135

. hospital services. Weighted average of

Hospital for test outpatient attendances

Hospital, hospice for treatment

A&E visit p. 82, section 7.1. NHS reference costs for 135

hospital services (2017/18)

continued
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TABLE 22 Unit costs used in the economic analysis (continued)

Section/item in AHCR Details (from Curtis and Burns 20191%) Cost (£, 2019)

Use of ambulance p. 82, section 7.1. NHS reference costs for 125
hospital services. Weighted average of all
ambulance attendances

Complementary therapist pp. 119-22, scientific and professional staff, 28
aromatherapy/massage. Band 6. Cost for
30-minute session

Other: hospice classes Cost per class attendance (expert professional 10
opinion)

Other: day care p. 31, section 1.4, £60 per attendance, 60/13/45
£13 per hour, £45 for 3.5-hour session

Other: allied health professionals p. 111, section 9, scientific and professional 23

(physiotherapists, dietitian, chiropodist, staff, band 6. £45 per hour. Assumed

counselling, etc.) 30 minutes per consultation

Inpatient

Hospital p. 82, section 7.1. NHS reference costs for 631 (+ 337)

. hospital services. Non-elective average
Hospice cost. Short stay (1 or 2 nights) £631; excess

bed-days rate (2017/18) £337; long stay
> 3 nights £631 + £337 per night

Care home p. 28. Private-sector nursing home per day: 119/99
£119; private-sector residential home
per day: £99

Telephone calls

Doctor p. 123, section 10.5. Per call 15
Nurse/other p. 123, section 10.5. Per call 8
Informal care

Main carer and other carers p. 134, section 11.5. Home care worker. 29 per hour
Hours per day providing personal care. Social
service rate, face to face. Cost per working
hour, used for day, twilight (18.00-21.00)
and night (20.00-06.00) visits. Assumed
30 minutes per visit, or actual time when
specified. Where time of day not specified,
assumed day. Double-hander visits counted as
two. Night sits - assumed £15 per hour and
8 hours =£120, based on average of home
care agency costs from the internet, or
applied exact time when provided
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Appendix 4 Phase 3 report

Event attendance

TABLE 23 Event attendance by location and participant group

Location (n)

Participant group London Total (N)

Service provider (hospice) 22 22 44
Service provider (other) 6 5 11
Commissioner 1 2 3
Member of public 17 5 22
Other (e.g. researcher) 3 5 8
100 6% 0%
90 13%
0,
807 35% %
70 13%
60 W Service provider (hospice)
2% @ Service provider (other)
% 50 12% E Commissioner
O Member of public
40 7 O Other (e.g. researcher)
30 - 56%
20 - 45%
10
0 -

London Leeds

FIGURE 17 Proportional event attendance by location and participant group.

Sustainability workshop

Quantitative summary

TABLE 24 Workshop attendance by location and participant group

Participant group (n)

Provider Member of
Location Service provider (non-HAH) Commissioner the public Undeclared Total (N)
London 17 1 1 8 3 30
Leeds 18 1 1 3 0 23
Total 35 2 2 11 3 53
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® Mechanism (M).01: proposing a business plan and ‘selling it’ to commissioners.

M.02: providers take the lead and provide services without a great deal of scrutiny, trust.

M.03: board of trustees or executive leader develop a reputation for excellence, meaning they are

trusted to use funding well.

M.04: taking on a lead provider role and subcontracting with other providers in the area.

M.05: provider partnerships may enable small organisations to maintain their responsiveness and alacrity.

M.06: accepting a block contract from commissioners to enable predictability to the funding available.

M.07: securing NHS CHC funding to provide or part-fund services.

M.08: accept NHS funding that will support the HAH service and requires it to deliver other

(‘non-palliative care’) roles, such as OOH catheter replacement, general rapid response.

M.09: accept funding for elements of service from personal health budgets.

® M.10: develop a ‘profit-making’ element of the service that charges and subsidises other elements of
service provision.

® M.11: hospice charities may give the impression to the public that they are fully dependent on
charitable funding (i.e. they do not overtly advertise their access to statutory funding), to make their
fundraising activities more effective.

97% 97%
86% 89%
77% 80%
807 |7 69% 71% 69%
. 60%
60 51% 54%  IM51% 49% B Isit important?
% 50 40% E Do you do this at

4 our HAH service?
40 29% y

204 14%

M.01 M.02 M.03 M.04 M.05 M.06 M.07 M.08 M.09 M.10 M.11
Mechanism

FIGURE 18 Mechanism importance versus application for service providers only. M.01: one service provider said this was
done at their HAH service, but they did not see it as important; M.02: one service provider said this was done at their
HAH service, but they did not see it as important; M.03: one service provider said this was done at their HAH, but they
did not see it as important; M.05: one service provider said this was done at their HAH, but they did not see it as
important; M.08: one service provider said this was done at their HAH, but they did not see it as important.

4.00 4 3.84 3.85

3.35
3.13 3.17

very important

3.00 4 2.75 2.76

2.38
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2.00

not at all important, 4

1=

M.01 M.02 M.03 M.04 M.05 M.06 M.07 M.08 M.09 M.10 M.11
Mechanism

FIGURE 19 Ranking of mechanism importance (Leeds only, sheet for professionals only). Response rates: M.01 - 95%; M.02 -
100%; M.03 - 100%; M.04 - 95%; M.O5 - 95%; M.06 - 85%; M.07 - 90%; M.08 - 90%; M.09 - 95%; M.10 - 95%; M.11 - 80%.
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Member of the public responses

Mechanisms presented to members of the public

M.01: proposing a business plan and ‘selling it’ to commissioners.

M.02: board of trustees or executive leader develop a reputation for excellence, meaning they are
trusted to use funding well, and provide services without a great deal of scrutiny.

M.03: taking on a lead provider role and subcontracting with other providers in the area.

M.04: provider partnerships may enable small organisations to maintain timely responsiveness.
M.05: accepting a block contract from commissioners to enable predictability to the funding available.
M.06: securing NHS CHC funding to provide or part-fund services.

M.07: accept NHS funding that will support the HAH service and requires it to deliver other
(‘non-palliative care’) roles, such as OOH catheter replacement, general rapid response.

M.08: accept funding for elements of service from personal health budgets.

M.09: develop a ‘profit-making’ element of the service that charges and subsidises other elements of
service provision.

M.10: hospice charities may give the impression to the public that they are fully dependent on
charitable funding (i.e. they do not overtly advertise their access to statutory funding), to make their
fundraising activities more effective.

3 4
2

M.02 M.03 M.04 M.05 M.06 M.07 M.08 M.09 M.10
Mechanism

very important

I
|

important not at all, 4

1=

o
|

FIGURE 20 Member of public ratings of mechanism importance.
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Integration and co-ordination workshop

Quantitative summary: integration mechanisms

TABLE 25 Workshop attendance by location and participant group

Participant group (n)

Provider
Location  Service provider (non-HAH) Commissioner Member of the public  Undeclared  Total (N)

London 15 4 2 15 1 37
Leeds 14 1 2 5 3 25
Total 29 5 4 20 4 62

® M.01: a blended service is provided whereby different services can provide what is needed by the patient
without hard boundaries around particular roles; honorary contracts with NHS may facilitate this.

® M.02: budgets and workforce and organisational structures are managed in an integrated way
across provider organisations.

® M.03: a secondment into a different setting (e.g. a health-care worker into social care) may facilitate
integration by the ‘learning of another language’.

® M.04: other providers trust the HAH service to make assessments and will act on its recommendations.

® M.05: an element of flexible workforce is employed (by the HAH service or others) or staff are
flexibly deployed from other areas (e.g. inpatient unit).

® M.06: clinical records are shared with other organisations.

® M.07: DNs provide and administer all anticipatory medications (agreed division of labour).

® M.08: advance plans are made and the need for medications and equipment are anticipated and
provided on time.

® M.09: the HAH service may have medical or non-medical prescribers available within its service.

® M.10: the HAH service has direct access to shared equipment stores or has its own stores.

35+

30 -

25 -
20 - B Commissioner
E Member of public
15 [ Service provider
O Undeclared

10 4

5 -

3 3
o 2 ] 2 2 | 2 2 ]

M0.01 M0.02 ™M0.03 M™M0.04 MO0.O5 MO0.06 MOO7 M0.08 MO0.09 MO0.10
Mechanism

FIGURE 21 Approaches used in the respondent’s local HAH service (represented by respondent’s professional group).
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Quantitative summary: integration with hospice at home

Other
charities

District
nursing

Other

Social hospices

services

Acute

hospital 3 Ambulance

Hospice
nurse
specialist
CCG
stakeholders

Hospice
IPU

Other
community
team(s)

Bereavement
service

Palliative

team
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Other areas of integration
with HAH (n=1 for each)

e One response

® SPDNs

e Hospice monthly clinic

o OT/physiotherapy

e Community hospital
rapid assessment

o NHS equipment

¢ VVolunteer respite service

o Children’s bereavement
service

e Head pharmacist

e Qutreach services/
Living Well Centre

e Dementia services

o Spiritual support services

e Veterans service

e University research
projects

o Nursing associate
training

e Faith group

e Tertiary care

¢ OOHGP

o End-of-life partnership

e EOLC and palliative care

partnership

.

N

FIGURE 22 Number of respondents (out of 46) reporting integration between HAH service and these organisations in
their area. IPU, inpatient unit; OT, occupational therapy; SPDN, specialist practitioner district nurse.
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TABLE 26 Integration between services per service type (n indicates how many of the 46 respondents reported this type of integration)

Other integrated
services
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e DNs(n=8) ® DNs (n=26) e DNs (n=12) o Acute (n=8) e Acute (n=1) Acute (n=1) Admiral Nurses

® Primarycare (h=4) e Acute (n=4) ® Acute (n=5) ® Primary care (h=6) ® Primary care (n=1) Hospice nurse (h=1)

e Other community ® Rapid response (n=1) ® OOHGP (n=1) e Other community e Other community specialists (n=1) e Ambulance and other
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Qualitative feedback summary: member of the public sheet

BOX 9 Written examples of ‘good joined-up working’ from member of the public participants

Health and Social Care Delivery Research 2022 Vol. 10 No. 24

Single person to contact - who can help us or point us in the right direction.

All service providers talk to each other.

We receive the help we need when we need it.

Being kept informed of services available - because needs change.

Kept updated with any changes to services.

Being allowed to select the level of support needed - keeping it fluid.

One hub where one number and all services are connected.

Shared IT/record system.

Having flexibility to provide care.

Joined-up care and connection.

Co-ordination in timely manner.

Provided all contact details and information in patient house.

Everyone who walks through the door knows about the status of the patient and what care they have had.
Access to medical reviews to make alterations to med|ication]s, e.g. pain relief quickly. May have to wait
a long time for the DN to arrive and there are not many.

Social care automatically arriving as per pre-agreed plan.

Many HAH team members used to be local community nurses so have good local connections

and relationships.

Good evaluation from local stakeholders/partners.

HAH able to plug the gaps left by community nursing.

HAH hands over and gives good support to agency carers, when needed.

Marie Curie services TUPE'd to HAH team, which has led to a seamless service.

Seamless handover to next link in chain and ‘person in charge’, e.g. consultant - hospice who told GP what
to do!

Integrated services - person in charge can access all sectors, e.g. tell DNs to visit.

Integrated information folder of notes and information for all parties to update on kitchen table.
Carer/patient input to decisions, e.g. | arranged to call DNs as req[uired], not the set 3 or 4 times per day.
Professionals’ knowledge of different services available.

Local authority to provide integrated blue badge, carer support, local parking permit for carers.
Listen to carers/patients - improved services.

Access to services when needed and a response.

Joint MDT/referrals meeting.

Eye test and dental test organisation.

Now able to see DN and hospital record with updated IT system.

HAH offering support to DNs as required. Happy to let DNs run with patient if they wish to.
Support to care homes and nursing homes with little palliative care/end-of-life knowledge.

Shared electronic recorder view only of systems.

Referrals direct from community teams by telephone.

| am currently being treated for a low immunity after chemotherapy! Have found that this team
explained the reasons why therapy and tests were essential. Very supportive group - communicative
consultant, e.g. when GP would or could not do the requested blood test, they solved the issue!
Linked CNS in hospitals and teams, communication between hospice and hospital. Frimley [Park]
Hospital have pall[iative] CNS in A&E and this has significant impact on admissions and length of stay.
Echo (end of life care) hub in Coastal West Sussex with hospice, hospital, ambulance, OOH GPs,

shared records.

Well-joined-up nurses and doctors.

Able to administer analgesics if already available.
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BOX 9 Written examples of ‘good joined-up working’ from member of the public participants (continued)

e Early MDT meeting and care planning very helpful.

e Anyone who visits can access records and knows who else has been and what they did.

e Care is spaced out across the day and week according to my preferences.

e HAH staff have access to advice and support if they need it.

e HAH can get medication when | need it and administer it.

e There is a plan for my care and emergency services can see it.

e Handover from HAH practical care team to agency carers support with joint shadow visit/handover.

e Regular HAH attendance at hospital MDT palliative care meeting and similar multi-agency meetings.

e FP10s (prescription forms) allowing prescribing in community, GP records informed/updated.

e |Interoperable electronic records; access for health care providing including OOHs.

e We have a partnership agreement with the DN team so that we can use their notes to provide seamless
care to patients.

e We can highlight needs to DN teams who will arrange equipment/medication.

e Support and advice from the ONS team of local hospice.

e Gold-standards meetings.

e |LT meetings.

e SS and CCG funding would be able to help make end of life a better service if money was pooled and
shared with HAH.

e Palliative nurses could be more proactive in linking with HAH and medical teams including with GP, CCG
and DN.

e Service users and carers could be trained about how things should work with the help of volunteers.

e Care providers could remain with service users regardless of funding stream.

e Hospice providers should be invited to attend team meetings to train staff in SS and CCG.

e Marketing and education could link to raise the profile of HAH - a list of top 10 tips to be accessible to ALL.

e Good communication between hospital discharge team and rapid-response team at HAH.

e Small team of community nurses and carers so feels more friendly and personal.

e Good working with OOH hospice.

e Good working with GP for patient visits and prescriptions.

ILT, integrated locality team; MDT, multidisciplinary team; TUPE, Transfer of Undertakings (Protection of
Employment) Regulations 2006.

BOX 10 Written examples of ‘poor joined-up working’ from member of the public participants

e Not knowing who to contact.

e Having to keep repeating the story.

e No communication between service providers.

e Being kept waiting too long for help.

e Not knowing what help is available.

e Different stream of funding.

e Different roles from one patient.

e Fragmented care.

e Carers’ needs not met.

e Being asked the same questions every time meet someone new.
e Slow response time on receiving needed equipment.

e Social care seeming distant - lack of empathy. Having to chase up care provision that has not arrived.
e No urgency.

e Multiple agencies all doing their own assessments.
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BOX 10 Written examples of ‘poor joined-up working’ from member of the public participants (continued)

Multiple sets of independent records.

Unable to contact other teams - community nurses not answering phones.

Community nurses only doing ‘tasks’ - not holistic care.

Neighbouring hospices not respecting boundaries and trying to ‘invade’ your patch.

Carer contacting each sector for their input.

Separate carer/provider contact for each service needed.

No one knows what anyone else is doing.

None. Miserable, waste of time, energy and resources.

No access to services that are needed.

Nil offered. Requests non-actioned - carer left ‘banging head against wall'.

Carer/patient needs not met and both suffer as a result.

NB LA provided O.

Some carers work during office hours.

Conflicting information from different organisations.

Each organisation wishing to undertake their own assessment - no ‘trust’ when professionals to accept
what is required.

At times there is now less communication between DN teams and HAH due to constant change within/
across teams.

Too many individuals; who do | ask.

Would have appreciated a single person to oversee all our needs or for us to contact for any query.
[NHS] CHC funding assessed by strangers rather than palliative nurse and GP - waste of resources
using different people who do not know patient.

Having to explain to an admin[istrative] person at single point of contact what the issue is rather than
someone clinically trained.

Being told you need rapid-response team to come out to you. Then having to wait 11 hrs for them to
turn up.

Coming empty handed because they cannot access dressings, etc. because colleagues gone home
with key!

Rapid-response team saying they will not come out because it’s during DNs working hours.

Even more DNs very busy so help delayed.

GPs not issuing administrative paperwork in line with end-of-life drugs prescribed by GP.

Rang GP to help with pain relief - told to ring for ambulance. Going through two layers of questions
before ambulance dispatches (taking a total of 5 hrs!). To A&E. Admitted to hospital palliative care
department. Consultant telling us off for coming into hospital. Explained current pain relief not
sufficient, we have mothing else to administer and GP won't help and suggest ringing 999. Consultant
took 9 days to sort out correct pain relief.

No visibility to OOH doctor, GP, ambulance service.

Updating GP on medication changes, deterioration, syringe drives, etc.

Appear to be minimal links within social care. This may mean care does not follow or flex with the
patient needs.

Variable systems across CCGs can lead to confusion of who does what in each area.

Variable services across the CCGs - i.e. HF nurses in one area but not another.

Poor communication between carers or hospice and hospital for specific tests or treatment.
Unresponsive hospital transport requested for specific tests of medication.

Indifferent communication between hospital trusts causes poor care.

Local authority involved for assessment but not communicated with accurately with the hospice.
Why are ‘hospices’ being closed down.

Lack of information-sharing. Fear of information governance law. Poor communication.

Lack of commissioning/funding leads to a closure of hospice beds/IPU.

Where hospices will accept referrals from, some only from GPs.
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BOX 10 Written examples of ‘poor joined-up working’ from member of the public participants (continued)

Availability of 24-hr HAH services or for telephone advice. Leads to admissions.
Lack of advance care planning.

Prescription medication not available OOH.

I am responsible for telling professionals who else is involved when they visit and what they do.
No one visits or too many people turn up on one day.

I have to call the GP or tell staff what needs to be done.

| have to wait for a doctor to receive pain relief.

| have to explain my preferences every time or my carer has to guess.

Poor communications re patient needs - not updating timely.

Fail to act on information give re patient’s medication needs.

Not visit in a timely manner when requested.

Poor communication between health and social care.

HF, heart failure; IPU, inpatient unit; LA, local authority.

Context-mechanism-outcome configuration speed-dating session

BOX 11 Post-it® Notes (St Paul, MN, USA) organised by CMO configuration and respondent group: sustainability

Context-mechanism-outcome configuration 1: sustainability

Comments from commissioners

Trust between HAH providers and commissioners is key to sustainable funding. Both sides need to be as
open and honest as possible about what is and isn’'t possible.

Funding at every level is needed to ensure services in place meet the needs of the local population, it
should come from one big pot and not little amounts as this does not allow for robust planning. Health
and social care need to join their budgets and see EoL as a priority as this will provide the support to
patient/family and community.

Comments from service providers

Communication between all services and service users so everyone is aware of what is expected and by
whom. Working together to provide best care.

Recognise standard pay scales.

Community stakeholders - who will this benefit? Asking them to speak up.

Agreed standards and KPlIs.

Competency-based training passport.

Attracting staff: working conditions offered need to be attractive to NHS/other staff.

Higher wages or low-cost housing for local health and social care providers are needed in areas where
cost of housing is too great to attract staff.

Staff shortages and lack of inpatient hospice beds will both lead to reduced patient choice in the future.
Looking at jointly commissioned service, e.g. specialist rotational paramedics between hospice,

GP, ambulance.

Hospices and organisations using data more effectively to support the approach for increased

statutory funding.

Recruit young volunteers with a view to have ‘work experience’ in a care setting - may encourage
future career choice.
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BOX 11 Post-it® Notes (St Paul, MN, USA) organised by CMO configuration and respondent group: sustainability (continued)

e Uncertainty of ongoing NHS funding - on fixed-term contract - difficulties of recruiting staff on
fixed-term contract.

e Consider voluntary charging for hospice services - Cruse [Bereavement Care] accept donations in
exchange for service.

e Funding limits HAH. Data on hospital avoidance would help prove our worth.

e |f service is commissioned to respond to meeting patient choice, then the methods of evaluating success
must reflect this.

e Too much focus on ACP versus evolving picture - wishes and needs change.

Comments from public

Inpatient beds are still required - there are too few in my area.

Comments from researchers

e Worse for some hospices who don’t pay NHS salary scales.

e HAH is working in integrated way with services like GPs, MDTs [multidisciplinary teams].

e Patient then carer is at the centre of all thinking/planning provision, otherwise it fails.

e Funding is key to help all but to reason why seems long and drawn out so many lose out so maybe a
better process needed.

e What will happen if it becomes apparent that dying at home so not the dominant preferred choice and
choice is limited by the reduction/absence of hospice beds based on a false premise.

e Collect data from carer and/or patient their view of success/failure may be radically different to
[that of] providers and commissioners.

e Carers (paid) are often perceived as the lowest common denominator, which affects skills and service!
How do you ensure they are skilled and appreciated?

e Funds are not effectively used and quality of care is compromised so long as private entities (e.g. care
agencies) are involved.

ACP, advanced care planning; EoL, end of life; KPI, key performance indicator; MDT, multidisciplinary team.

BOX 12 Post-it Notes organised by CMO and respondent group: volunteers

Context-mechanism-outcome configuration 2: volunteers

Comments from commissioners

Lots of commissioning focus at the moment on population health management. Volunteers and volunteering
have a role in this, e.g. social prescribing recommends volunteers.

Comments from service providers

e Safeguarding volunteers, giving/allowing access to services, which paid staff have access to, e.g.
reflective sessions after deaths with patients they have been involved with. Look after each other!

e GDPR [General Data Protection Regulation] re patients’ information - volunteers have access to
patients’ information. Do patients want volunteers providing care for them?

e Hospices could produce bespoke training packages for volunteers who wish to work in the community -
specific needs of service.

e Trust the skills of the carer.

e Think about using a different term to volunteer - it can carry wrong impression, i.e. do-gooder. Think
about ‘champion’ ‘mentor’ etc.
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BOX 12 Post-it Notes organised by CMO and respondent group: volunteers (continued)

e Volunteers could provide a lot of practical and carer support. Investment in training and support needed
to keep them and work well.

e Hospices role in compassionate communities - signposting? Linking?

e Need to understand what is preventing volunteers from delivering personal care and overcome it? Start
with joint visits with HCAs?

e Clear boundaries - link to integration across services, not just HAH.

e Provide post-bereavement groups with trained volunteers that are accessible to carers of people who
didn’t have access to HAH/hospice, i.e. outreach work.

e Clear boundaries and regular meetings.

e Explore what volunteers expect from the role.

e Support, debriefing, closure, satisfaction for volunteers if involved in EoL.

e |'m taking this back to my hospice and respectfully challenge the HAH team as to why they don’t
use volunteers!

e Provide volunteer supervision.

e The time it takes to recruit and (effectively) train volunteers and then provide ongoing support is very
time-consuming if done well.

e Bring Compassionate Communities to the heart of all we do - less paternalistic, more empowering.

Comments from public

e Volunteers need training e.g. confidentiality.

e | volunteer at a football club, | have had training to do this role. So makes sense if someone has a role
then they get the right training.

e Volunteers help promote feeling of well-being within wider community, which supports people to be
cared for and die at home.

e Clear boundaries, active supervision structure (not just peer), well-being checking, emotional
safety maintained.

Comments from researchers

e HR [human resources] and legal perspective of volunteerism.

e Be less risk averse to use of properly trained volunteers.

e Volunteers can make more contribution if their ‘needs’ are recognised?

e Possible for selected volunteers (by self and co-ordinator) to have a powerful role in the last weeks
(days) of patient’s life - both carer and patient support.

e Consistency and familiarity in volunteering to providing care for dementia patients is a must.

EoL, end of life.

BOX 13 Post-it Notes organised by CMO and respondent group: marketing and referral

Context-mechanism-outcome configuration 3: marketing and referral

Comments from commissioners

e Need to increase uptake and access for non-cancer patients.

e |f patient/family can self-refer how do we ensure equitable access? e.g. those in deprived areas.

e Different criteria for services provided by one hospice can be confusing. Fundamental decision about
whether HAH is for all or is a specialist palliative care service.
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BOX 13 Post-it Notes organised by CMO and respondent group: marketing and referral (continued)
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Comments from service providers

Information to social care providers or other voluntary agencies for homeless/traveller community.
Earlier referral to improve outcomes.

HAH team visited local DNs - outreach - implications is increased referrals and two-way working.
Much greater understanding of all hospice services, not just HAH, to public, a wider service.

Time to spend with other professionals to improve their understanding of what HAH does.

If HAH is marketed to public, they should be able to self-refer and personalise the service they receive.

Public engagement projects and increase awareness, e.g. Dying Matters and similar initiatives.

GP education is key to establishing appropriate referrals but also management in primary care.

The HAH and inpatient unit have identical criteria to minimise confusion. Likewise the referral process.
Clear guidelines and indicators essential to ensure equity of care for all.

One contact number or front door to palliative advice and support.

How can HAH integrate with ambulance service to empower, educate, support ambulance staff to
identify appropriate referrals? Biannual training?

Culture of hospice can sometimes mean hospice staff cannot/do not say ‘no’ or discharge. This can be a
challenge re referrals and discharges sometimes.

Can HAH open referrals to differing professionals (e.g. paramedic) to allow open access to services.
Manage expectations of service users.

Patient/family expectations are very different and variable, which can’t always be sustained.

‘Essential’ where does this fit in with NHS responsibilities duty of care?

Educating public - open days so public can see and be informed what HAH are about. School projects.
How can local public access HAH as fast-track funding needs the paperwork?

Ensure HAH services are seen as generalist with access to specialist knowledge:

use of websites/IT

primary care networks

palliative care register MDT meetings

clear referral criteria - feedback/involvement of referrers
know your stakeholders

patient information literature

publicise/share feedback on the service

local media, radio.

O O 0O 0O 0O 0O OO

Joined up IT/patient records will make referrals easier.
Need ability to step down from care if patient stabilises.

Comments from public

Lack of understanding by general public of services provided by charities.

Funding equity required.

Self-referral to be encouraged.

Clear explanation of what's excluded from the service and why and signposting to who can help.
A clear feedback loop form HAH back to referrers on outcomes experienced by patient/carer - help
make it not one-way and demonstrate impact.

Has the HAH service got capacity to look after all patients requiring this ‘specialist care’?

How are all patients, especially hard to reach, going to be informed about the service?

Actively promote ACP [advance care planning] much earlier e.g. 50+.

Volunteers also provide ‘honest’ views on marketing, to family, friends and neighbours.

Link with other charities, e.g. Healthwatch.

Should HAH have a main base - say in a hospice? How are potential patients’ families informed?
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BOX 13 Post-it Notes organised by CMO and respondent group: marketing and referral (continued)

Comments from researchers

e Since NHS funds 20% of HAH, | would recommend the information provided today be available to NHS
staff and updated annually.

e Equity of access to specialist hospices versus generalist services.

e Are hospices willing to lose their status as specialists in return for increased reach and integration?

MDT, multidisciplinary team.

BOX 14 Post-it Notes organised by CMO and respondent group: integration and co-ordination

Context-mechanism-outcome configuration 4: integration and co-ordination

Comments from commissioners

e A top 10 tips of the benefits would give reassurance and clarity to those needing services and carers.

e A seamless service will go a long way to help those in need to not have to deal with the bureaucracy
and hoop-jumping they have to do at the moment.

e Brand and fundraising can be carriers to deeper integration for charities.

e Palliative care experts need to be involved in training for other services and building on what we have
rather than adding new stand-alone services.

Comments from service providers

e Giving the patient choice. Allowing them to have some control over a situation they feel powerless in.
EolL is situation you can’t control.

e Person-centred care.

e |mproving information-sharing and removing boundaries of CCG/STPs to allow information-sharing
across wider areas, e.g. hospital, ambulance service.

e HAH to support national ambulance services to co-design ease of referral pathways and
escalation strategies.

e Openness and collaborative working, care packages would go some way in preventing declining care
packages when no availability. We can’t be precious about who we accept.

e |ead provider model - overview so can subcontract to right service with right skills for whatever aspect
of palliative care. Lead to:

0 good co-ordination and use of skills
O not taking work away from local providers
o gets round tribalism.

e | appreciate that some organisations are stand alone, some part of a hospice; more working together
with those independent ones needs to happen.

e Care should follow the patient regardless of funding stream and be flexible according to need.

e |T services are different and not visible to other services.

e Difficulties in ‘claiming’ ownership.

e Redefinition of hospice care in line with modern health services.

e Eol care co-ordination centres.

e With different organisations - issues such as sharing information.

e Need to consider legal aspects when referring for medications and equipment provision; all services
bidding for the same funding and in competition.
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BOX 14 Post-it Notes organised by CMO and respondent group: integration and co-ordination (continued)

Comments from public

e Consider approaching retired HCPs - see if they want to continue profession on voluntary basis.

e Time is like gold dust so this seems so important to get the small things right then the bigger stuff
becomes so easy.

e Better integration and co-ordination between social care - paid into by patient and seamless transfer
and a joint approach regarding planning - person centred, e.g. applying for CHC funding.

e Communication and listening.

e Leadership - a group of partners who have a shared agenda and willing to engage in partnership
without fear of losing their own funding.

e |ntegration is a constant struggle - other services have a tendency to discharge patients once palliative
care services involved.

Comments from researchers

e Contracting supports integration - use multiple providers and one commissioner.
e Shared records - co-ordination of care.
e How much should HAH integrate with other services that provide EolL care?

O Positive: more equity, better care for those who don’t access HAH, e.g. elderly/LTCs.
o Neglative]: dilute our focus, territorial.

HAH need to integrate with all services including voluntary and frailty-based services.

Use professionals more flexibly at local level, be less risk averse. Buurtzorg model?

Devolve resources to local MDTs [multidisciplinary teams] based around primary care networks.

The multiplicity of organisations causes confusion and wasted resources. E.g. why is CHC assessment
carried out by a strange[r]? GP and palliative nurses best placed for assessment.

EolL, end of life; LTC, long-term condition; MDT, multidisciplinary team.

BOX 15 Post-it Notes organised by CMO and respondent group: knowledge, skills and ethos of care providers

Context-mechanism-outcome configuration 5: knowledge, skills and ethos of care providers

Comments from commissioners

e Could education and training be co-ordinated and delivered at a wider level.

e |n social care there is a lack of creativity and services are regimented. This needs to change to be more
responsive to EoL.

e Commissioners want to make care more equal, not put more services in place for the minority who
already access high-quality hospice/specialist palliative care.

e HAH services providing CHC etc. statutory-funded packages of care increases the risk of a two-tier
system unless a mechanism is found for them to see more non-cancer patient etc. equity of access
is key.

Comments from service providers

e Danger if specialist providers take generalist roles others are deskilled - less available care (??).
e More funding for training should be available.
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BOX 15 Post-it Notes organised by CMO and respondent group: knowledge, skills and ethos of care providers (continued)

Make care more patient centred. Encourage independence where possible, respecting dignity and
wishes at all times.

Accredited training that is transferable across providers. Competency based.

Public still under misconception that we only provide care for cancer patients.

Lots of misunderstanding among HCPs about the role of hospices.

If the HAH team can support and influence other agencies involved in EoL to ensure consistency and
adequate care delivery.

How do we measure effectiveness?

More joint working across health and social care - allowing hospice ‘specialists’ to teach domiciliary
care agency.

Overlap in role of staff - need to agree and acknowledge each other’s roles and skills.

Not only more teaching but also in the variety of ways teaching takes place - situated learning.

Some GPs disengage at EoL and refer to palliative care if they feel lack of knowledge.

Ongoing training and development of all staff for generalist EoL care.

Integration of NHS education, university education and hospice education.

Time is a resource that is not valued by commissioners/budgets.

Skills escalator - expectation for training defined at each level - generalists and specialists delivered by
specialist palliative care team.

HAH in-reach into hospitals, nursing homes etc. in order to share models of care.

Palliative care needs to be on the pre- and post- registration skills/education frameworks. Including all
professionals e.g. paramedics who currently have minimal learning on the topic.

Identifying how HAH can monitor and support these patients in their environment e.g. care/nursing
homes, GP, specialist CNS services, ambulances.

Local projects between specialist palliative care and heart/renal/respiratory teams incorporating shared
learning as project outcomes have worked to varying degrees for our service.

Extending role of HCA.

High turnover of untrained staff makes training a challenge; conversely good training retains staff.

As HAH work a lot with other specialties joint education sessions, steering groups.

Importance of remembering the roles and values of social workers having knowledge to engage in
early conversations.

Encouraging organisations to promote principles of palliative care in policy.

Communication skills underpin all.

Prospects available; multi-agency training; competency framework.

More training and education required as increasing numbers of non-malignant patients requiring

EoL care.

Improving training for non-hospice professionals in recognising last year of life and services to refer to.
Allowing non-hospice care providers and professionals to come on observation shifts at the hospice
would improve knowledge but also cross-disciplinary understanding and networking.

Is it our responsibility to upskill workforce - I'd say yes it is. Just because it is should be that HCPs have
knowledge, doesn’'t mean that’s the case.

Comments from public

e End of life is for all.
e Preference of place to die is dependent on that being available, not always related to skills and

knowledge but money and will to provide.

e Skilled carers need to be recognised - with such low pay, what'’s the encouragement?

Comments from researchers

e Generalist not specialist - not complex elitist; HAH care is not specialist/complex - they specialise in

EoL care. Don’t assume that the ethos of non-specialist services is ‘lesser’.
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BOX 15 Post-it Notes organised by CMO and respondent group: knowledge, skills and ethos of care providers (continued)

e Focus on frailty and LTCs [long-term conditions].

e Define specialist and complex.

e |[ncrease in teaching/sharing knowledge with other health professionals.

e |ncrease in specialist palliative care in community is leading to deskilling and reduced confidence
for DNs.

EolL, end of life; LTC, long-term condition.

BOX 16 Post-it Notes organised by CMO and respondent group: support directed at the carer

Context-mechanism-outcome configuration 6: support directed at the carer or support
directed at the whole patient-carer(s) dyad

Comments from commissioners

e After death - are there alternative bereavement services available? Are there enough resources for a
specific HAH service?

e Local authorities would benefit from inviting HAH to team meetings to tell their staff what they do and
how they do it and we can work collaboratively to support carers.

e There is a real need to find a way to evidence outcomes for carers and bereaved people otherwise this
will be ignored when making commissioning decisions.

Comments from service providers

Exploring basics of EoL care for carers - training.

Not all carers have the same level of basic understanding of services.

24-hour cover often not available. Increased anxiety for carers feeling unsupported overnight.

Is bereavement support appropriate for HAH?

e What do the carer and patient need to make the situation a little better/easier to manage or cope with?
e Easier to offer an inpatient bed in a crisis - needs more network locally to give alternatives.

e Assuming carers can manage EoL care at home is dangerous.

e Consider that carer may be new to caring and from diagnosis to death maybe a few weeks.

Comments from public

e Carers need a single point of access.

e Automatic assessment of carers’ need[s] as standard.

e Grief may hit hardest some time on. Having support/information available when this happens.

e |t is always a struggle to balance carer/patient needs. Part of role of palliative care specialists to assist
with this.

o |f the HAH staff and carer have the opportunity to ‘debrief’ post bereavement and offer services that
can support in bereavement.

e Awareness of anticipatory grief/early intervention.

e Access to chaplaincy, psychology and counselling - different level of intervention as appropriate.

e HAH involvement means families/carers have full access to bereavement follow-up after - 1: 1, group
sessions, social sessions, drop-in facilities of the hospice.

e Big need for signposting and co-ordination of services - too much for many carers to take in - creates
extra stress.
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BOX 16 Post-it Notes organised by CMO and respondent group: support directed at the carer (continued)

e Proactive planning rather than reactive - what skills will the carer need? Are they well enough
themselves?

e Anticipation of the care needs and role of the carer in order to have meaningful/realistic planning.

e Recognising those families who want to be part of care rather than those who feel obliged to care. Need
to support both in their decision-making.

e Upskilling carers to administer subcutaneous medication etc. in order to be sustainable at home.

e Ensuring national ambulance services know that they can refer patients/next of kin etc. for
bereavement support or services. (Paramedics are used to referral pathways.)

e Qut of hours support - lots of overlap between services in the working week and minimal out-of-hours
support available.

Comments from researchers

e Having access 24/7 is usually unavailable?? - Mechanisms - outcomes difficult to achieve.
e |I'm not sure where children fit in with this flow chart.
e How do you manage people from minority groups and issues with language and faith?

EoL, end of life.

BOX 17 Post-it Notes organised by CMO and respondent group: blank poster

Blank poster

Comments from commissioners

e Happy, caring, competent, knowledgeable staff.

e Being honest, if you don’t know the answers tell the patient and carer but help them find out what they
need to know.
e Being human.

(CMO 5, knowledge and skills.)

Comments from service providers

e Retail shops provide community presence and connection.

(CMO 1, marketing.)
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Appendix 5 Hypotheses for quantitative
analysis generated from qualitative data
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TABLE 27 Hypotheses for quantitative analysis generated from qualitative data

CMO
Sustainability

Volunteers

Context

® There is a shortage of staff in °
health and social care nationally

e Some affluent areas may be too
expensive for lower-paid staff to
afford to live there

e Some rural areas may have even
more limited workforce availability °

® There are national workforce °
shortages in health and social care
so that the paid workforce is in
short supply

AND

® Societal norms re neighbours,
community behaviour, families
living in close proximity, etc., have
changed

AND

® Many people in communities
offer their time and skills as
volunteers to hospices and other
organisations, and recruiting,
training and managing volunteers
takes considerable time

AND

® Some of these people may have
relevant health and social care
professional skills

Mechanism

The reputation of the HAH
organisation for excellence and
investment in staff through CPD,
and the hospice/charity ethos
attract staff, and even outweigh
considerations of lower pay
Skill-mix profiles may be altered
in response to RN shortages and
registered staff deployed differently
(e.g. office-based, dealing with
triaging and work allocation)

If HAH organisations invest in
people and systems to recruit

and manage volunteers, thereby
reassuring the hospice organisation
about working with a volunteer
workforce

If volunteers with existing, relevant
skills are identified and they are
prepared to use them in the HAH
service

AND

e [f volunteers have roles, remit,
boundaries and expectations
that are clear

e |f volunteers are well supported
by the organisation in their role

OR

® [f the organisation or
locality takes a different
approach to volunteering
(e.g. Compassionate
Communities), tolerating a
different level of ‘risk’ and

Outcome

The HAH service is able to recruit
the staff it needs to deliver the care
that patients need

The HAH service may attract and
retain staff from other services,
depleting the workforce in other
parts of the system

Staff take on roles they are not able
to manage (in terms of skills

and training)

Staff may not be doing their
preferred work

Then the hospice will feel confident
to utilise a volunteer workforce

and additional resources will be
available to provide care and
support to patients and families
Volunteers feel confident and clear
in their role, volunteer well-being

is facilitated and volunteers are
retained within the HAH service to
provide enhanced care to patients
and families

Then volunteers will be able to
maintain appropriate boundaries
that safeguard the patient, their
family and the volunteer

More volunteers may be able to get
involved with caring and supporting
people at home

HOWEVER

® Volunteers may find the
structure and expectations too
demanding and inflexible and
choose to volunteer elsewhere

® |nconsistencies, paradoxes and
tensions develop when setting

Research question for quantitative

analysis

e Are rural (vs. urban) HAH services
related to better patient and carer
outcomes? (As a proxy for ease
of recruitment)

e Are affluent (vs. deprived) HAH
services related to better patient
and carer outcomes? (As a proxy
for ease of recruitment)

Does having visits from volunteers
(recorded on AHCRs) relate to better
patient and carer outcomes?
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Research question for qu

Context Mechanism Outcome analysis

THEREFORE

multiple ‘rules’ for volunteers
who are offering non-
professional support and

allowing volunteers to act
more like neighbours without

® The volunteer workforce is a great deal of bureaucracy
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attractive to employers but
hospices may be concerned about
utilising a volunteer workforce,
particularly in the clinical setting,
feeling that it is not as manageable
or reliable as the paid workforce,
and having concerns about legal
liability, health and safety, etc.

Not all patients who could
benefit from HAH services are
currently referred

HAH services aim to offer care
to patients with ‘complex’ and
suitable needs

HAH services prefer to avoid
discharging patients from services
because of the impact on
reputation and the difficulty of
replacing HAH care; ‘we’d never
leave someone in the lurch’

and procedure

The HAH service proactively seeks
suitable referrals through a range
of systems or relationships, for
example NHS CHC pathways,
hospital palliative care

team relationships

If the HAH service has robust
criteria for identifying which
referrals are suitable, which may
include trained triage staff to
manage service admission
Clearly boundaried funding
arrangements (e.g. NHS CHC
funding) enabled more robust
management of accepting or
discharging patients from the
HAH service

If criteria, explanation of the
service and treatment are

clearly communicated to patients,
families and health and social
care professionals

If there is clear information about
referral onto other services when
the HAH service is not deemed
suitable

befriending. They cannot in
reality hold both a ‘semi-
professional’ and a
befriending role

e Suitable patient referrals who can

benefit most will receive the service
Professionals, patients and families
will be clear about when and what
they can expect to receive from the
HAH service, leading to better-
managed expectations of the

HAH service

Are HAH services in which the
caseload-to-population ratio is low
(i.e. number of referrals relative to
size of the population the HAH
service covers) related to better
patient and carer outcomes (i.e. the
‘Rolls-Royce service’)

Does the length of HAH
involvement predict patient and
carer outcomes?

Does intensity of HAH input

(i.e. number of visits per week)
influence patient and carer
outcomes, when number of

visits from other services is
controlled for?

Is the proportion of HAH visits
within total visits from all services
related to patient and carer
outcomes (i.e. is specialism
advantageous)?

Do IPOS, Karnofsky and Phase

of lliness scores (as these are
collected at the point of entry to
services) predict patient and carer
outcomes at the end (i.e. is there a
‘Goldilocks’ period for accepting
referrals)?
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TABLE 27 Hypotheses for quantitative analysis generated from qualitative data (continued)

Context

® Professionals may be reticent to
refer patients to HAH services
because it means having a
conversation about death and dying
with the patient, which they may
not feel skilled or feel willing or
have enough time to do

e Referrers may think the service is
only for cancer patients

® The public have negative
perceptions of the hospice involving
the fear and stigma of death and
dying (may have more impact in
some communities in particular)

A number of patient groups are poorly
represented in hospice services in
general, that is do not receive an
equitable share of available services
[e.g. older age (> 85 years), non-cancer
diagnosis, deprivation]

Mechanism

OR

® Patients and carers accept reduced
care at times when HAH resources
are stretched. This is based on the
quality of care received (they
believe other agencies will not
match it) and on the ‘charitable’
ethos that pervades the services

e |f the HAH focuses its message of
living well at all stages, this may
make the process of referral more
palatable for professionals and
patients alike

e HAH services offer education and
skills training about recognition of
end of life, having end-of-life
conversations and the use of the
palliative care register

® The HAH raises awareness about
its service to professionals and the
public through clinical and public
engagement (see detail above)

AND/OR

e |[f the service includes a proactive
element to draw in suitable

patients (e.g. could specifically target

those groups locally known not to
access the service by tailoring or
directing marketing to those under-
represented groups)

Outcome

More patients with suitable needs
receive timely HAH care, including
non-cancer patients (e.g. those with
dementia, frailty)

Caseload reflects suitable diagnostic,
demographic, cultural and
socioeconomic diversity of the area
served and services are provided
equitably

Research question for quantitative

analysis

Are patient and carer outcomes
better in services that provide
night-time care?

Does the ECOG score at the time
of HAH engagement (or at any
other time point, e.g. 2 weeks
before death) influence

patient outcomes?

Do services whose admission
criteria is further away from
death (e.g. last year of life) have
statistically better QODD scores?
Does type of diagnosis relate to
patient outcomes?

Do patient outcomes depend on:
O Patient age

Carer age

Patient diagnosis

Patient education

Carer education?

O 0O0OO0
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Research question for quantitative

Context Mechanism Outcome analysis

Integration Service perspective ® The HAH service is working ® Patients and carers receive a ® |s having a greater number of visits

and co-
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® A range of services needed by
people the at end of life are
operating in the community with
different organisational, funding,
staffing, IT, etc. arrangements

AND

® Services across the whole system
commonly act in silos, resulting
in both duplication and gaps in
services received by patients

AND

® There is a limit to services, funding
and workforce across the whole
system

AND

® |[ssues of professional ‘ownership’ of
palliative care and EOLC are at play
whereby designated palliative care
services may both wish to see
other services providing EOLC but
also see this as a threat

AND

® Professional boundaries are shifting
across health and social care
including those between doctors,
nurses and other professionals
(paramedics, physician associates)

effectively with other service

providers internally, externally and

on the ground

Co-ordination between workers on

the ground is pivotal

Communication is a key mechanism

here, for example:

O A blended service is provided
whereby different services can
provide what is needed by the
patient without hard boundaries
around particular roles;
honorary contracts with NHS
are emblematic and may
facilitate this

O A secondment into a different
setting (e.g. a health-care worker
into social care) may facilitate
integration by the ‘learning of
another language’ (dependent on
workforce availability)

O Shared clinical records/IT systems
(some examples of this but many
areas are far from this)

Examples: medication and

equipment -

O DNs provide and administer all
anticipatory medications (agreed
division of labour)

O The HAH service may have
medical or non-medical
prescribers available in the
HAH service

O The HAH service is trusted to
make assessments that other
professionals will act on.

Note that this trust is based

seamless service and continuity of
care without delay, duplication

or gaps; for example, care,
interventions, equipment and drugs

that are needed by the patient will be

available in a timely fashion
® More cost-effective services are
delivered to patients and families

® |ess burden on HAH staff trying to

ensure co-ordination and reduced
tension between care providers

BUT

e The multiplicity of organisations

and roles may cause confusion
and conflict (‘ruffled feathers’)

This specific example may result in
unnecessary duplication when a
qualified member of staff who

is in the home cannot perform

a task because it has been allocated
to another service and requires a
separate visit

(from any service) related to better
carer outcomes?

® Do cases where HAH becomes

replaced by a care agency show
different outcomes (carer and
patient) from those who had HAH
till the point of death?

e Carers rated the sum total of

services provided with each AHCR.
We can check statistically what
service configurations predict
highest carer ratings of

service satisfaction

Does nurse to HCA ratio within
each HAH service predict
differential carer (and

patient) outcomes?

continued
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TABLE 27 Hypotheses for quantitative analysis generated from qualitative data (continued)

Context

and between registered and
non-registered workers

AND

® |ntegration of health and social care
is a national driver, the boundaries
between the two in terms of care
needs are often difficult to define
clearly and many years have been
spent creating/putting in divides
between them for the purposes of
previous funding divisions

AND

e Organisations seek their own
branding and distinctiveness for
sustainability purposes

AND

e |ndividual professionals seek to
differentiate their roles and
functions so they all continue to be
‘needed’, for their own personal
sustainability

AND

® Services will be covering a variety
of urban and rural areas (majority
mixed) and travelling time will be a
significant factor in service delivery
responsiveness and resources

Mechanism Outcome

on individuals and/or on the
reputation of the HAH service
as a whole

O The HAH service has direct
access to shared equipment
stores or has its own stores

Research question for quantitative

analysis

S XIAN3ddV
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Research question for quantitative

Context Mechanism Outcome analysis

® Do more HAH visits relate to
fewer visits from other health
and social care providers (i.e. do
services compensate from one

Patient and family, needs ‘at the front ® Regardless of ‘formal’ arrangements @ Patients receive a seamless service
door’ for integration and co-ordination, and continuity of care with
much of this works on the ground, consistent information, without
® Patients in the last phase of life and as colleagues get on to work for delay, duplication or gaps (they
their family carers require and use the patient and are co-dependent really do not care who is another, potentially by
services from a wide range of e |[f patients and carers are provided providing it) co-ordinating)?
statutory, voluntary, health and and updated with information ® Services are able to provide staff to @ If we have a statistically sufficient
social care providers including who and how to contact respond rapidly to unpredictable number of patients with hospital
professionals (within HAH and with and fluctuating workloads in a admissions, we can look at how

AND other organisations in the locality) cost-effective way these patients differed from the
e |f budgets, workforce and e Patients know who to contact in an rest prior to admission in terms of:
e Palliative care and EOLC patients organisational structure are emergency and get the response O Symptoms at admission
have a constantly changing managed in.an integra.ted. way they need. o ECOG score
trajectory of illness and a high risk across provider organisations; ® Fewer patients ha\(e unwanted o Carer })urden scores
of unexpected and unpredictable for example emergency admissions O Intensity of home visits
needs that are difficult to anticipate O An element of flexible workforce ® More patients have enhanced o Configuration of home visits

is employed (by the HAH service (i.e. which services visit)
or others) or staff are flexibly
deployed from other areas
(e.g. inpatient unit)
O Advance plans are made and the
need for medications and
equipment are anticipated, and
they are provided on time

e Some patients and carers will not hospital discharge

know when to ask for help or who
to contact

® Patients are not always clear about
when and what they need that
should trigger them making contact
to request services. They prefer not
to feel that they need hospice care
(implies their situation is extremely
serious). They do not want to make
too many demands on busy and
charitably funded services

Y97 AVSIW/0TEE 0T :10d

In-hours vs. OOH services

e Not all HAH services provide

24/7 care

Anticipatory care and information
become yet more critical, and, in
particular, if night-time cover is not
provided by the HAH service, a well-
advertised 24-hour contact number
is crucial

Needs are anticipated as far as
possible and patients experience
continuity of care when providers
change

Does night care provision influence
better patient and carer outcomes?
Are patients from HAH services
that do not provide night-time
support likely to have less night
cover overall, or do other services,
such as Marie Curie, compensate?

continued
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TABLE 27 Hypotheses for quantitative analysis generated from qualitative data (continued)

Research question for quantitative

CMO Context Mechanism Outcome analysis
Knowledge, e All health and social care workers HAH services provide expert e Better patient and carer experience  ® Does a higher proportion of
skills and should have basic knowledge and knowledge and skills in palliative care and sense of agency HAH visits among all home
ethos of care skills in palliative care and EOLC. and EOLC and have a suitable ethos to @ More patients receive the care they visits relate to better patient
providers However, these are sometimes support this care through: need when they need it and where and carer outcomes?
lacking, for example lack of they prefer to be ® Does proportion of HCAs to
confidence in identifying the end of  ® Experience e Other health and social care RNs in a HAH service relate to
life, lack of skills in communicating O Experienced staff, spending a workers may be upskilled in some patient and carer outcomes?
at the end of life and lack of time significant proportion of their instances or deskilled in others. ® Does higher banding (i.e. higher
to offer personalised and patient- time in palliative care and EOLC, If the balance falls in terms of seniority and pay) in a HAH
led care who are capable and competent deskilling, then knowledge and service relate to patient and
in this setting (mechanism confidence decrease over time, carer outcomes?
Time response) so patients, families resulting in poorer care for those
and other HCPs trust them who do not access specialist
® Time services and increasing demand for

® The provision of time is a context
that HAH services aim to offer, to
add value to the whole system
of care

e They can pick and choose their
workload more than services that
are statutory or profit-making

e Commissioners do not always value
time and expertise, but prioritise
equity of access across
the population

® There is wide variability within
localities in the levels of skills,
knowledge and performance of
community-based staff, which may
vary GP to GP, community nurse
to community nurse, practice
to practice

e Palliative care and EOLC has
developed into a ‘specialty’ area of
knowledge, skills and ethos and social care professionals
this distinctiveness is prized by e Supported staff

. ;'?H c’.rga“isa“m; " 0 The HAH retains skilled staff
€re IS a range or other by providing staff support to

‘specialis.ts’ alsq worlfing in the manage the stress of their work
comrlnunll.tty, \,:Vh,'cih will E/?I%/ from and to develop the necessary
one focality to the next. This may emotional resilience

O Taking time to offer specialist services
personalised, patient-led care,
not having to rush (pacing)

O Time pressures are well
managed by HAH organisations
through sensitive communication
with patients and carers (e.g. if
they are going to be delayed)

® Training

O Staff at all levels (including
volunteers) are suitably trained,
including appropriate
communication skills and
investment in CPD, so that they
can create an environment
(mechanism response) making
patients and carers feel that
they are in expert hands

O The HAH service also provides
training to other health-care and

S XIAN3ddV
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Context

include other palliative care staff,
Admiral nurses, respiratory teams
and heart failure services. They will
also have varying levels of skills,
knowledge and confidence in
dealing with palliative care
and EOLC

e For some patients, basic skills may
not be adequate to meet their
difficult or complex needs

Most of the expertise in palliative care
and EOLC still resides in cancer care;
patients with other illnesses (e.g.
dementia) may present particular
challenges to staff and organisations

e Unpaid care provided by family
and/or friends is critical to enabling
patients to remain at home

e How the patient and their informal
carers as a unit in the home feel
about dying at home and respond
to the challenge of this situation
will be key to achieving death
at home

® The carer may require confidence,
wellness (physical and emotional),
and new skills to enable them to
provide care up to and including
the point of death at home

Mechanism

O Staff can call for advice and
support with their work from
expert colleagues who are part
of the HAH service

AND

® Policies and processes allow for
extended roles as necessary
(examples) and staff know who to
collaborate with if work is outside
their competencies

Accessing other elements of hospice
services because prognosis is longer
than HAH can provide for may
support some of these patients

e |f there is an assessment and
continuous review of carer needs
including the whole family and
care unit and if there is a
multidisciplinary team available to
meet the needs

e |f carer is informed as early as is
appropriate about what HAH
can/cannot offer and how it fits
in with other services

e |f carer is informed about and
signposted to other services and
community support (including
services specifically directed
at carers)

e |f the HAH service is able to
‘co-ordinate’ with other services
and advocate for the patient
if the carer is unable

Outcome

Inequity and mismatch in care
provided, patient/carer feel patronised
and not understood

e Carers will be able to continue to
care, enabling more sustainable
patient care at home

e Carers will receive the care and
support they need, including sleep,
taking a break, reassurance and
confidence building

e Carer is not isolated

® QOccasionally, carer needs may
become the main focus at the
expense of the patient

® |f too much is expected of the carer
(e.g. administering medication
injections when they prefer not to),
there are some tasks they may not
be able to manage, or they may not
be able to continue to provide care
- negative outcome

Research question for quantitative

analysis

Do services that take only ‘actively
dying’ patients differ from the rest
in terms of patient outcomes?
Does longer HAH involvement
before death relate to better
patient and carer outcomes?

Does the length of HAH
involvement relate to

carer outcomes?

Does the intensity of HAH
involvement (number of visits
within a given time period) relate
to carer outcomes? This could be
done specifically for the last 2 or
4 weeks of life

Which service model and/or wider
service variables predict HAH
lower carer burden (i.e. what type
of service is best for the carer)?
Do carer burden scores before
death relate to the QODD scores
after death (i.e. if quality of
patient’s death and carer burden
are linked)?

continued
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TABLE 27 Hypotheses for quantitative analysis generated from qualitative data (continued)

Research question for quantitative

Context Mechanism Outcome analysis

e |f carer is informed about
funding options and available
financial support is accessed
(e.g. carer’s allowance)

e |If cultural preferences
are respected

e |f the carer is fully informed,
including what might happen in
terms of the trajectory of illness
and the increasing burden of caring
over time, they will know what to
expect and prepare and they can
rapidly recognise a change in caring
situation from control to crisis

e |f carer and patient choices are
affirmed and supported wherever
possible, giving the carer and
patient an increased sense
of control

e |[f carer is offered respite services

e |f self-referral/referral by informal
carer to HAH is made available and
easy to follow

e |f there is a negotiated partnership
between the carer and staff,
including clarity about what can
and cannot be provided and
recognition of what the individual
patient-carer dyad wants (i.e. some
may not want a lot of intrusion into
their home)

AND

e This is followed by an ongoing
relationship of feedback, response
and adaptation

e |f the carer has (quick) access to an
appropriate point of contact 24/7

S XIAN3ddV
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Context

Mechanism

If there is regular contact

with the carer

If carer is offered training/
information on practical aspects of
care (e.g. moving and handling,
medication administration, mouth
care, preventing pressure sores)

If the procedures after death meet
cultural needs and preferences
(e.g. burial within 24 hours)
Mechanism response will be

trust and confidence in the backup
provided by the service and in
their caring role

Negotiations take place with the
carer about how much they are
happy to take on and the carer
receives skills training so they will
have appropriate skills that they
find are acceptable

Carer is recognised for their
knowledge and given permission to
do caring tasks that are increasingly
seen as ‘professional’ tasks

Carer and patient are supported
to make advance care plans and
post-death preferences

Research question for quantitative
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Appendix 6 Lay guide to realist evaluation

Optimum hospice at home services for end-of-life care

Background

Offering people a choice about where they receive their care at the end of life is central to UK policy,
and the number of people wishing to die at home is increasing. We know from work undertaken

with the general public that care at home is an important concern for many people. Much effort has
been invested in health services to support care at home, including services called HAH that aim to
offer hospice care in an individual’s home. The aim of hospice care is to improve the quality of life of
people who have an incurable illness up to the point of death. This includes medical, emotional, social,
practical, psychological and spiritual care, and, in addition, addressing the needs of the person’s family
and carers. Currently a range of different HAH services exist across England and it is unclear which
features of these services enable better care and outcomes at the end of life for patients and families.

Research question
The research question we asked was ‘What are the features of HAH services that work, for whom and
under what circumstances?’.

Study design

The study started with a national telephone survey of all HAH services to find out about the services they
provide. We sent surveys to all HAH services recorded on the NAHH and the Hospice UK directories; a
total of 132 were listed. We collected information on how these services are funded, which HCPs work for
them and what kind of roles they have, and whether or not they provide care overnight and at weekends.

Using this survey data, we categorised the HAH services into different ‘model’ types, called a typology.
From this typology, we selected four to six case study sites (one or two case studies per model) for
in-depth investigation. To do this, we used a method called ‘realist evaluation’. This method allowed

us to gain an understanding of how the services were delivered within the different models, the impact
on patients and carers, and whether or not patients and carers are supported and cared for as well as
possible. We also compared the costs of delivering services in the different models, and talked to
providers of services about local issues that help or hinder the delivery of a good service.

How did we make sure the research was on the right track for patients and families?

We were aware that this needed to be done sensitively, and we are experienced in undertaking research
with bereaved people. The team included two lay co-applicants who had experienced bereavement

as carers; they had a key role in the team to ensure a thoughtful and ethically sound approach.

In addition, we worked closely with members of the Project Oversight Group, which advised us on the
most sensitive approaches.

How did we make the research findings available?

The findings were presented at two national workshops. At these workshops, we sought feedback
from the audiences on the application and implications of the findings. The audience included HAH
providers, carers, members of the public, local health service planners and service user representatives.
By combining all this information, we assessed which models are likely to lead to the best outcomes
and represent the best value for money.

A project report and summaries for lay audiences will be produced. Guidelines will be developed and
made freely available for use in planning HAH services in the future. We will reach professional
audiences through articles in peer-reviewed journals and through presentations. The people who will
benefit will be NHS patients at the end of life and their families and carers.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social 167
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,

reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the

title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.
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APPENDIX 6

Introduction to realist evaluation as a research method

What is realist evaluation?

Realist evaluation is a form of theory-driven evaluation. Pawson and Tilley'”° developed the first realist
evaluation approach, although other interpretations have been developed since. Pawson and Tilley
argued that, to be useful for decision-makers, evaluations need to identify ‘what works in which
circumstances and for whom?, rather than merely ‘does it work?'.

To answer that question, realist evaluators aim to identify the underlying mechanisms that explain
‘how’ the outcomes were caused and the influence of context.

Why have we chosen this approach?

A realist evaluation design is well suited to assess how interventions in complex situations work because
it allows the evaluator to deconstruct the causal web of conditions underlying such interventions and
the resulting outcomes. A realist evaluation yields information that indicates how the intervention
works (the mechanism) and the conditions that are needed for a particular mechanism to work (context);
thus, it is likely to be more useful to policy-makers than other types of evaluation.

How does a realist evaluation work?

Realist evaluation considers that an intervention works (or not) because actors make particular decisions
in response to the intervention (or not). The ‘reasoning’ of the actors in response to the resources or
opportunities provided is what causes the outcomes.

Realist evaluation starts with a programme theory. The programme theory describes how the
intervention is expected to lead to its effects and in which conditions it should do so. The initial theory
may be based on previous research, knowledge, experience and the assumptions of the intervention
designers about how the intervention will work.

This programme theory is laid out at the study design stage as CMO configurations. What mechanisms
will generate the outcomes and what context will affect whether or not those mechanisms operate.

® Context: the conditions or circumstances in which the service is operated that affect how it works.
® Mechanism: the particular drivers that ‘cause’ the delivery of the intervention.
® Qutcome: the desired or undesired outcome.

A realist evaluation design does not need to construct comparison groups. We are using the case
study design, whereby data will be collected from HAH services to enable ‘testing’ of the initial theory
(or CMO configurations) in all its dimensions. Data collected in the case studies will then determine
which CMO configuration(s) offer the most robust and plausible explanation of the observed successful
or unsuccessful service outcomes. The data analysis will produce a final set of CMO statements. CMO
statements explain how contexts and mechanisms lead to outcomes (i.e. ‘In this context, that particular
mechanism fired for these actors, generating those outcomes; in that context, this other mechanism
fired, generating these different outcomes’).

TABLE 28 A CMO configuration example

Context Mechanisms Outcomes

For example, ‘if’ the service has this ... For example, ‘then’ the service will ... ® For example:
® |eading to better patient care

Because patients could deteriorate at Then the service is able to respond e Fewer patients have

any time in the last hours/days/weeks of rapidly to unpredictable and heavily emergency admissions

life, service needs fluctuate significantly. fluctuating workloads in an ® More patients have enhanced
If the HAH service has a mix of affordable way hospital discharge

permanent and flexi staff (zero hours) ...

NIHR Journals Library www.journalslibrary.nihr.ac.uk
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Use of findings from a realist evaluation

This approach is specific enough to generate particular features to test, but also general enough to apply
across different situations. Because realist evaluation uses the idea of generative causality (i.e. mechanisms
fire only when the context is conducive), realists are modest in their claims, stating that an evaluation
cannot produce universally applicable findings. At best, this evaluation can make sense of the complex
processes underlying HAH services by formulating plausible explanations. It can indicate the conditions
in which the interventions work (or not) and how they do so. This realistic specification allows decision-
makers to assess whether or not interventions that proved successful in one setting may be so in
another setting, and assists HAH service planners in adapting interventions to suit specific contexts.

Useful links if you want further information

Video introductions
Note that the four parts to the introduction largely repeat the ‘short overview’ video, with additional
detail, argument and examples. Part 4 also includes some additional material on the scientific method.

® ‘Realist Evaluation Short Overview’ (14 minutes). Ray Pawson introduces the basics of realist
evaluation (https://vimeo.com/84215487).

® ‘Realist Evaluation - Introduction Part 1’ (7 minutes) introduces the key elements of realist
evaluation (https://vimeo.com/84216696).

® ‘Realist Evaluation - Introduction Part 2’ (9 minutes) looks at how realist evaluation helps to
address complexity in social programmes (https://vimeo.com/84386879).

® ‘Realist Evaluation - Introduction Part 3’ (8 minutes) looks at how the method makes use of
evidence and the value of a multimethod approach (https://vimeo.com/84227829).

® ‘Realist Evaluation - Introduction Part 4’ (7.5 minutes) looks at how evaluation can better
contribute to cumulative learning and employ the scientific method (https://vimeo.com/84228311).

® Pawson R, Tilley N. Realist Evaluation. 2004. URL: www.urban-response.org/system/files/content/
resource/files/main/pawson---tilley-%282004%29-realist-evaluation.pdf (accessed 1 July 2022).

PEL H@H
Study overview Optimum ‘Hospice at Home' Services for End of Life Care
>
Phase 1 Phase 2 Phase 3
National survey of HAH services In-depth investigation Data analysed, reviewed, refined
and disseminated
Analysed to develop a typology ‘What are the features of HAH
of care models services that work, for 1. Stakeholder consensus events,
whom, and under what national workshops
Consensus event to agree typology circumstances?’

2. Outputs=guidelines for services

Typology used to select and invite || Data collected from case study sites|—J»| ~ and commissioners to helpin
case study sites for phase 2 (two per care model) decision-making and service
development
Test CMO configurations Qualitative data: interviews with
formulated service users, providers,
commissioners

3. Dissemination
publication, media, web, Twitter
(Twitter, Inc., San Francisco,
CA, USA), local commissioners,
newsletters, care providers,
third sector

. J . J € J

Quantitative data: patient
outcomes, health economics

FIGURE 23 Study overview.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
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Appendix 7 Patient and public

involvement feedback documents

Diocument created by Charlotte Brigden, co-applicant within the OPEL H@H study. This
project was funded by the Mational Institute for Health Research Health Services

and Delivery Research Programme (project number 17/197/44). The views and opinions
expressed therein are those of the authors and de not necessarily reflect those of

the HS&DR Prograrmme, NIHR, NHS or the Depariment of Health.

PELH@H

Optrrars, Haspie o Morre’ Servwes for Gad of Ule Care:

Feedback from researchers to project Patient & Public Involvement (PP} representatives

End of Year 1

PPI Activity

How has this made a

difference?

*Added to discussions on the importance
of role of the carer in terms of support
with medications

*|nput to group activity of how to interpret
the normalisation process theory (NPT)

s|Jseful information on content
and language of information
sheets and documentation.
When/how to follow up for
carer interviews (PPl reps)

«content/language of patient
information sheet sheet/study
procedures (patients)

*H@H staff helpful to highlight
barriers to recruitment.
Suggested a flyer to give out in
advance to make approaching
patients easier

sproviding own experiences
e.g.relationships between carers &
professionals (Graham) links to
support services e.g. counselling
(Mary)

» Importance of continuity of care e.g
impact of 0 hours contracts or having
single point of access (Mary/Graham)

ssupport on developing final CMOs &
model typology from survey results

sinput into selection of phase 2 case study
site shortlist

Graham made some really good
points that made us think
differently about the NPT
constructs

Wording on info sheets used
verbatim. We should be
upfront with carers and
approach them post-
bereavement with 1% info sheet

Felt Graham & Mary’s input to
phase 2 was key factor in it
being approved without
amendments by ethics
committee

Patients & staff affirmed
process/info was appropriate.
Intreduced flyer as additional

document.

Affirmed configuration of the
CMOs in development.
Provided helpful insights to
consider when building on the
CMO evidence by informing
the H@ H model programme
theory v2 July 2017

Views considered as partof a
wider group. Graham keen to
support the geographical
spread of the sites which was
taken on board in final selection
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sfeedback on design, content and Affirmed its appropriateness
wording of flyer
Useful information on wording
used verbatim as suggested by
Mary

Subsequent feedback from

health economist meant the
*Detailed feedback received on draft original validated tool couldn’t
of adapted ACHR telephone script
and accompanying diary for the
carer to use as an aide memoire. I info d f d
+Thoughts provided on how useful it All info recafed uas refiscts
is e.g. in identifying best H&H model in the final versien of the
and providing costing (Mary) diary. Regarding its usefulness
it was fed back that this
information will be collected in
other ways.

be changed currently.

All points considered. Decision

on site recruitment

»Feedback on site recruitment
for one hospice site where
access to service was much group and further discussion
earlier. e.g. if recruit too far with site. Decided to approach
3:‘““ thg;nay not die :gt of all patients. Concluded that it
:“s:.vn;e ::Iz E\;ﬂe:rr:}ng:cm“ may not be ethical to recruit
everyone and OI'I'H' collect data and then not collect data.
when change in care (Graham)

*ACHR discussion sbout Detailed information will be
researcher follow up after collected in interviews with
will call. Make sure care b’j’ service. ACHR BIIW captures
H@H service captured in service use and cannot be
enough detail (Mary). adapted

sFeedback on carer interview

mPic guide . e.g. suggest Spiritual care to be included as
spiritual care etc covered £ on the knterview tou)
(Mary/Graham) prompt on the interview topic

guide.

considered among a wider

Thank you for your
help and support

172
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Document created by Charlotte Brigden, co-applicant within the OPEL H@H study. This
project was funded by the National Institute for Health Research Health Services

and Delivery Research Programme (project number 17/197/44). The views and opinions
expressed therein are those of the authors and do not necessarily reflect those of

tlrs HS&DR Programme, NIHR, NHS or the Depariment of Health.

Feedback from researchers to OPEL project Patient & Public Involvement (PPI) co-applicants,

Year 2
February 2018 -January 2019

PPI Activity

sLunch meeting between study Cl,
PPI facilitator, and PPl co-applicants
to discuss how the first year of the
study had gone, and thank them for
their input.

*Opportunity for two way feedback,

and discuss future study

involvement

*Input into study processes and
procedures
*e.g. how to approach data
collection of the ACHR tool, as
the researchers were having
difficulties contacting
participants.
*They agreed maximum 3
attempts to call; suggested we
review how to prepare carer for
contact and suggested feedback
to sites if no contact, perhaps
site staff could follow up.

*PPl co-applicants attended a
training session on qualitative
interview coding provided by
CHSS, University of Kent

# coding meeting with researchers

to support with data analysis and

interpretation of interview data

* Input on carers' topic guide

development, and whether coding
frame suitable
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How has this made a
difference?

Identified that they would like
to attend local monthly
management meetings, and
be involved in qualitative data
analysis & interpretation.
Feedback on how to deal with
any ‘jargonistic’ language that
may come up in meetings.
Produced a log of terms and
their meanings

They provided the perspective
of the carer (the main
participants of the study). All
input was incorporated, apart
from asking site staff to follow
up, which was not in the
protocol.

Helped to sense check from the
carer perspective. Helped with
topic guide wording. Their
suggestions have influenced the
qualitative interviewing and
interpretation. e.g. that in the
analysis it helps tc understand
the ethos, support priorities &
resources of the organisation,
consider the role of ‘proactive’
carer, & the impact of support
from volunteers.
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sInput into study processes and
procedures

sprovided comments on carer
interview topic guide.

sInput into how to run
qualitative data coding session

sInput on timing of the QODD
data collection post patient
death. Felt it was acceptable to
ask carer when they felt it was
appropriate, 4 months seemed
too long, 6 weeks about right.

*The meeting agenda focused on
discussions about site
recruitment and participation,
data collection.

*Mary commented that some
questions in the carer interview
schedule may be challenging if
the time to death was short.

scoding of a commissioner
interview by attendees who
provided their transcripts.

=An amendment had been put
into ethics to be able to send
QODD questionaire to
participants by post/ email
with a cover letter, to try and
increase response from carers
not responding to phone calls.

sGraham commented it might
incentivise carers if they
received an update on the
study as part of the letter.

sGraham presented his
experiences on the project at
the 'Co-producing research:
how do we do it?' conference

*QO0DD data reviewed with further
discussion about non-contact of

participants by phone. Graham commented
that this may be a difficult and busy time
for carers so it was worthwhile persisting
with trying to contact.

NIHR Journals Library www.journalslibrary.nihr.ac.uk

These comments were
incorporated in the next topic
guide draft. Team looking into
whether recordings of
interviews can be used to help
with coeding as well as hardcopy
transcripts. Advice was taken
from the study statistician on
impact of different time peints
of QODD collection. This was
agreed & implemented into the
study.

Action from the comments on the
carer interview guide was for
researchers to bear this in mind
when conducting the interviews.

Outcomes from the discussion of
the coded transcripts were fed to
into the further development of
the CMO propositions or
enforced what was in them
already.

The cover letter is an ethically
approved document and cannot
be changed without submitting
a protocol amendment. The
learning point from this is to
ensure documents or ideas are
seen by/shared with PP| reps
before submission so their
suggestions can be incorporated

The conference presentation
contributed valuable
understanding of how PPI/ co-
production can werk in practice

Comments taken on board to
persist & different means of
contact considered, as carers’
lives will have changed & they
may have gone away or moved.
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Thank you for much

for your continued
help & support
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*PP| co-applicants & researchers had

coded carer interviews which were

discussed as a group to provide a range

of perspectives.

*They helped with interpretation of the
data to highlight the trajectory/story

and the key messages for further
refinement of the CMOs.

sSupport with coding of
transcripts and discussion at
meetings to support the
development of the CMOs.

+Discussion about who/when to
contact early for QODD data
may be influenced by the time
reseachers have had to build
relationship. Mary agreed that
early would be better for
carers rather than potentially
stirring up memories down the
line that were starting to heal.

+Discussion in response to
researcher concerns on how to
approach the difficult topics in
the QODD guestionnaire that
may be upsetting (e.g carer
burden guestions). Mary
agreed that some of the
questions come across as guite
harsh and carers should be
prepared for this.

sEnabled PPl representative to be

informed of the latest project progress

and to contribution to discussions.

Updates and discussions on new sites

opening, recruitment and data
collection.

=0pportunity to review PPl activity e.g.

coding of carer transcripts.

£.8. Insights from Graham around
the importance of single point of
access for the carer further
developed CMO9. He also felt
that listening to the recording
gives additional valuable insight
that you don't get when just
reading the transcript.

£.g. Mary confirmed previous
interpretations incorporated in
to CMOs, e.g. H@ H staff
offered ‘time to care’ not “task
orientated’, not just the length
of time but the ‘pace’ ‘presence
in the moment’ whilst still
doing what is needzd and filling
the gaps in care.

Since the amendment to allow
early Q00D completion a good
number have now been
completed early having a
positive impact on response
rate.

Researchers incorporated an
appropriate preamble alongside
the infarmation sheet on the
content of the questions being
asked in the QODD when
discussing participztion in the
interview/ befare it

It was highlighted that fully
coding each transcript was very
time consuming, tharefore Mary
and Graham will coasider the
CMOs and how transcripts might
affect these and summarise the
story of each transcript to
minimise time soent.

The input from Mary & Graham
has been excellent, providing a
much rounder view from the
carer perspective. This has been
invaluable for sense chacking
data collection & findings.
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Document created by Charlotte Brigden, co-applicant within the OPEL H@H study. This
project was funded by the National Institute for Health Research Health Services

and Delivery Research Programme {project number 17/197/44). The views and opinions
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PELH@H

Otimarn Horpson 1 More’ Serviom or od of ke Care.

Feedback from researchers to OPEL project Patient & Public Involvement (PPI) co-applicants,

Year 3 (including extension)

February 2019 -Sept 2020

PPIActivity Rlii o 3

*Input into study processes and procedures on
how to contact participants for postal QODD
questionnaire.

»Personal touch via a phone call better than a
letter to make contact. Consider changing the
timing of the call as carer circumstances are
likely to be different post-bereavement.

*Comments received:

»Experience of coding has been good,
but felt a bit in isolation, wanted to
check with others

straining at beginning was very good
but seeing the whole model being
aimed for was missing

»Listening to the audio of transcripts
‘was key for Graham, as felt more
insightful and useful to hear the
tone and context. Wanted to share
this with other PPl member

»\Wanting to teel input made is
adding value

»took an overview approach and
perspective and enjoyed taking part
in the analysis of the transcripts.

» Advice on how to rethink approaching
bereaved carers for completion of QODD
and interviews. It's okay to contact carers
with one |ast attempt.

#»Coding meeting with researchers of
interview data. Provided input into
discussion on service capacity, autonomy of
staff and the carer situation and support.

» Commented on the wording of the carer
information sheets for the interviews &
ending of postal QODD guestionnaire.

NIHR Journals Library www.journalslibrary.nihr.ac.uk

How has this made a

difference?

Suggestions for
uncontactable participants
were fed back to researchers.
Processes and procedures for
the postal QODD were
incorporated into the study
amendment.

NIHR report chapters shared
with PPl reps so they can see
what aiming for with model.

To overcome coding
challenges an alternative
suggestion was made to
summarise their thoughts
and where these fit in CMOs.

A spssion ta listen to an
audio file and discuss was
organised by Charlotte with
the PPl co-applicants.

Following advice of PPl co-
applicants, researchers
made one last attempt to
contact bereaved carers to
hopefully boost response.

Contributions at coding
meeting informed the CMO
development

PPl comments were
incorporated into updated
versions of the information
sheets/postal questionnaire.
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interpretation.

»Discussed recruitment, data
collection & governance at project

management meetings.

+*Coding meeting: Questions raised
by Graham: Do HAH staff manage
time differently to DNs? How do
you get best value from the time
you have so patients feel they've
had good value?

»Cp-applicant meeting included
discussion of study sites,
recruitment & data collection,
followed by discussion of
qualitative interview transcripts.

sExamples of points fed back from
interviews:

Mary: Carer having to repeat
things to different staff again &
again. Carer didn’t value social calls
which others have liked— not
individualised.

Mary:Single most important info
from interview was the potential
familial lass that comes from taking
on the caring role.

Graham: Admin support, how well
defined and controlled is the
process, time , logistics, travel
Graham: Services to identify “cliff-
edge situations’ for carers and
respond to change, rapid
escalation of problems towards
death means may slip through the
net if RAG rating systems are used.

*Time listening to audio files of selected
interviews for discussion at co-applicant
meeting. Graham felt this helped to give a
clearer picture of the situation and aided

PPI co-applicants felt listening
to the audio file had been a
useful exercise but didn’t
change how they coded
interviews. One file was a
QoD interview and helped
to understand the concerns of
doing QODD and then the
interview together.

Outcomes from the discussion
of the transcripts were fed
into the further development
of the CMOs or re-enforced
what was in them already.

Mary's coding was entered
into NVivo software.

Helped provide PPI
perspective in the iterative
process of analysing and
interpreting interviews to
further develop CMOs, or
confirm what we already had
found.

PP| co-applicants were given
carer transcripts only, but
actually felt they missed out
on useful information in
service
provider/commissioner
transcripts which helped to
explain the context of the
carer interviews. PPl co-
applicants were then given
these additional transcripts
for reference for future
coding meetings.
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*Presentation and discussion of process
maps for case study sites - Do they
provide context for individual services This enabled sense checking of
in sufficient detail? process maps of sites and how
*Mary: Carer support is central as they fit with the CMOs, taking
mechanisms in CMOs .Services should PPl perspectives int
be driven by the carer, but somehow perspectives into
this is not translated into the system consideration.

178

process. Some of the services
identified are not needs driven.

*(| attended realist evaluation
course and wanted to show
video to whole team to reflect
on CMOs and review changes
made. Feedback from PPl that
language in the video made it
difficult to follow.

*Mary fedback on discussion
group flyers to advertise project
consensus events to public
attendees and for PPI discussion
groups. Made suggestions on
layout, language and wording
used.

+Discussed as a team how
consensus events will work and
roles of the team. Examples of

PPI feedback was that the
reviewed CMOs made sense
and pleased that there is more
emphasis on the patient in
CMO9 (and not just the carer).

Learning: A realist evaluation
handbook was created for PPI
co-applicants at start of phase
2. It may have been helpful to
have referred back to this as
part of this realist evaluation
video exercise.

All suggestions made on the PPI
discussion group flyers were
incorporated.

Planning meeting resulted in

suggestions made:

Graham: take a ‘working detailed discussion from their
example approach’ to the insight of the data and own
waorkshops. experiences, which helped with

Identify via coloured badges in
what capacity delegates are
attending i.e are they public,
service provider, commissioner)
Mary:All 7 CMOs too much to go
through in the speed dating
session.

Post-it notes with feedback on
mechanisms should also be
colour coded so that it's clear if
member of the public, service
provider or commissioner.

NIHR Journals Library www.journalslibrary.nihr.ac.uk

the planning of the events.

Suggestions for the running of
the events from the PPl co-
applicants were incorporated
into the event plan.
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#»Graham supported with
volunteer and carer discussion

groups at Pilgrims Hospice, to
sensecheck the results so far
and help inform the consensus
events.

+Graham helped prepare
discussion guides from the
CMOs and helped facilitate the
groups on 25th Novernber with
Charlotte, Research Facilitator.

*Discussed interviews at
meeting. Some examples of
input:-

sAfter first insight into
commissioner interviews: Mary:
If commissioners have
piecemeal input they cannot
understand the complexity/
nuances of what's being
provided by HAH.

#Patient led follow up in HAH:
Mary: should be a negotiated
partnership based on what is
realistic to provide, there may
be mismatch.

Graham: needs to be in context
of changes that are coming,
needs to be ongoing, continuous
feedback, and adjust as you go.

*Reflection of carer experience:
Graham: A lot of pressure on
carer evident. Challenges
identified between being a
family member and a carer.
Lack of support available.

Graham’s involvement in the
planning of the discussion
groups. Acting as ‘group
member’, as wellasa
facilitator, in the carer group
was beneficial, as he could
draw on his own experiences.
Learning: 1. Understanding
how the volunteer and carer
views/ experie nces matched
the study findings. 2. How to
run similar groups at consensus
events.

Outcomes from the discussion
of the transcripts were fed
into the further development
of the CMOs or enforced what
was in them already.

Some examples of direct
changes to CM Os are:

Graham:

* ‘ldentify’ is a better
word than ‘drawing
in* for CMO2.

*  Qutcomne for CMO9 is
enabling carers to
continue to care.

* Discussion about the
reputation of the
organisation when
staff are respected -
suggested this was
also marketing and
should go in CMO2Z.

Mary:

*  ‘Unpredictable
changes’ as new
wording for CMO3
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sAdvert/flyer for public
attendees to attend the events
had been circulated nationally
via research networks (e.g.
CRN & ARCs), CCGs,
Healthwatch, and national
charities and groups (e.g.
Marie Curie).

*PPI co-applicant involvement
in further planning of
workshops around the CMOs

=Graham attended the
consensus events in Leeds and
London and supported with
the facilitation of the

the speed dating poster
session, and the 'So Now You
Know' session on how the
results should be disseminated
for use in practice.
+PPI co-applicants involved in
post event discussion.

»Graham attended a
management meeting and
meetings on specific CMOs (on
volunteers and carer support).

sRaised the importance of
volunteers and the service they
provide (and could provide) to
carers in H@H, which doesn't
stop at death.

*Insight on being a carer, e.g.
there is a decision that is made
about being a carer at home.
There is a timeline where tasks
unfold which you don’t know
at the beginning. Growth in
confidence in skills which can
counter act reliance on HAH.
Post death, there is affirmation
of their role of carer.

NIHR Journals Library www.journalslibrary.nihr.ac.uk

Support in particular with
planning the carer workshop
and plans for how we engage
with members of the
public/carers/volunteers
attending the consensus
events.

Twenty-two members of the
public attended and
contributed to the events (17
in London and 5 in Leeds)
which represented a quarter
of the overall attendance.

Graham attended the meeting
to reflect on the events,
inputting to the discussion
about the participant
feedback on the events & how
this informed the CMOs.

Graham helped provide PPI
perspective in the iterative
process of analysing and
interpreting interviews and the
refinement of the CMOs.

CMO wording was changed to
incorporate comments e.g.
before death it is a sense of
encouragement. “You can't
really say they [carers) ever
feel in ‘control’ so not the right
terminology”.

Some insights were not
incorporated e.g. if already
covered, and can only use
examples from the evidence.
He felt volunteers CMO was
biased towards negative
outcomes. We were unsure
now to change this, and
Graham was given opportunity
to further expand on this
comment.



DOI: 10.3310/MSAY4464

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the

Health and Social Care Delivery Research 2022 Vol. 10 No. 24

*Input into interpretation of the

quantitative & health economics

findings to include PPI perspective

as stakeholders.

»Graham was able to bring in the

carer perspective to the
discussion of the the data and in
what questions to ask of the
data in the analysis.

sOverall the PPI co-applicants

felt the PPl chapter was a
good summary of PPI
throughout the project.

*Mary suggested ways the PPl

chapter could read better and
areas where further emphasis
could be put. e.g. importance
of the role of research
facilitator, and how the role
evolved into coproduction.

*Graham participated in

meetings about the discussion
chapter.

sSupport with content and language

of the lay summary in the final
project report.

*Provide insight on best media to

dissemninate project findings to a
public audience. This has already
been discussed at previous
meetings and at the consensus
events.

Graham raised some interesting
but subtle issues from the data
which are useful points to note
for the discussion.

We acknowledge PPI desire to
understand how the quantitative
& gualitative data will come
together in the final report to
show overall value of the
project. This will come through
in the final meeting discussions
& data synthesis.

PPl chapter: The points to
further emphases were added
as guotes. Learning peints were
also added that PPl doesn’t
have to be identical & more
diversity in PPl and participants
should be considered in future
projects. Discussion: HAH fills
the gaps in care. Analogy given
that HAH is mortar in the bricks
of the health care system.
Reputation of the hospice is
important for the carer having a
compassionate experience to
ease care burden.

PPl input into project outputs is
important to ensure the project
findings are accessible to the
end beneficiaries of the research
(i.e. patients and carers) and the
wider public. A leaflet of study
findings in places where patients
and carers visit (e.g. GP
surgeries) was suggested.
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Thank you so » Overall view from the Graham and Mary really are part of our
much, Mary & researchers research team. Their input has been

Graham for your highly valued and an important part of

dedication the study in order to make the findings
throughout the more relevant. The CMOs have been
project the target and their input has increased
the rigour of the analysis and findings.

If you have anything further you would like to tell us about your experience as a PPl co-applicant on the OPEL project
you may record it below or in an email. Return this page or email reply to Charlotte Brigden, Research Facilitator:
c.brigden@kent.ac.uk.
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Appendix 8 Characteristics of hospice at
home services
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TABLE 29 Findings from the national telephone survey (n = 70 responses)

HAH service/
case study

Q1: large, 24/7 Acacia
Camellia
Echinacea
Peony
Q2: small, 24/7 Dahlia
Gardenia
Lavender
Violet
Q3: large, not 24/7 Wisteria
Q4: small, not 24/7 Hyacinth
Marigold
Xyris

Deprivation Urban/rural

Mixed
Mixed
Deprived
Affluent
Mixed
Mixed
Mixed
Deprived
Deprived
Affluent
Mixed
Affluent

Mixed
Mixed
Mixed
Mixed
Mixed
Urban
Mixed
Mixed
Urban
Rural

Urban
Mixed

RN or
HCA led

RN
RN
RN
HCA
HCA
HCA
HCA
HCA
HCA
HCA
RN
HCA

Referral
criteria®

Short
Short
Long
Long
Medium
Medium
Long
Long
Medium
Long
Long

Medium

Visit
intensity®

Low
High
Low
Mixed
High
High
Mixed
High
High
Mixed
High

Low

Inpatient
beds (n)

24
18
15
24
30
17
16

0
14

8
16
12

Referrals
per year (n)

Criteria 1: size
(</> 365 referrals
per year)

600
442
1173
2222
360
323
100
240
425
200
200
342

Hands-on Symptom Respond in
care 24/7 care 24/7 4 hours

Criteria 2: care available 24/7
or not (any two of three)

S N N SN SN N

- (Next day)
- (Next day)
- (Next day)
- (Next day)
v

Local DN
24/7

a Referral criteria: short = actively dying/last 2 weeks; medium = last month/last 3 months; long = 6 months to > 1 year.
b Visit intensity: high => 3 hours per day; low = between 3 hours a day and 3 hours a week; mixed = both low and high intensity.

Note

Data reported by services in national survey.
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Appendix 9 Characteristics of participants
at recruitment
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TABLE 30 Characteristics of participants at recruitment

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers, Difference between
Characteristic 24-hour services 24-hour services not 24-hour services not 24-hour services Total (N = 339) models, test (p-value)?

Patient gender, n (%)

Male 55 (53.4) 35 (43.8) 47 (58.0) 46 (61.3) 183 (54.0) Chi-squared (0.136)
Female 48 (46.6) 45 (56.3) 34 (42.0) 29 (38.7) 156 (46.0)

Patient’s education level, n (%)

GCSE or less 44 (46.3) 36 (58.1) 20 (51.3) 40 (61.5) 140 (53.6) Kruskal-Wallis (0.329)
A Levels 4 (4.2) 2(3.2) 1(2.6) 3 (4.6) 10 (3.8)

Any vocation or college 27 (28.4) 14 (22.6) 12 (30.8) 11 (16.9) 64 (24.5)

Any undergraduate 10 (10.5) 2(3.2) 3(7.7) 5(7.7) 20 (7.7)

Postgraduate 10 (10.5) 8(12.9) 3(7.7) 6(9.2) 27 (10.3)

Patient’s marital status, n (%)

Single 6 (5.9) 6(7.7) 3(3.9) 6 (8.0) 21 (6.3) Chi-squared (0.198)
In a relationship 6 (5.9) 6(7.7) 5 (6.5) 2(2.7) 19 (5.7)

Married 70 (69.3) 42 (53.8) 54 (70.1) 57 (76.0) 223 (67.4)

Widowed 19 (18.8) 24 (30.8) 15 (19.5) 10 (13.3) 68 (20.5)

Patient’s living arrangements, n (%)

Lives alone 11 (10.7) 14 (17.5) 12 (15.4) 7 (9.3) 44 (13.1) Chi-squared (0.137)
Lives with spouse 68 (66.0) 45 (56.3) 58 (74.4) 57 (76.0) 228 (67.9)

Lives with child(ren) 16 (15.5) 16 (20.0) 6(7.7) 7 (9.3) 45 (13.4)

Lives with others 8 (7.8) 5(6.3) 2 (2.6) 4 (5.3) 19 (5.7)
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Service model

Q1: Large providers,
24-hour services

Characteristic

Patient had cancer, n (%)
No 24 (23.8)
Yes 77 (76.2)
Carer gender, n (%)

Male 31(30.1)
Female 72 (69.9)
Carer: partner of patient, n (%)

No 32 (31.4)
Yes 70 (68.6)

Carer’s education level, n (%)

GCSE or less 38 (38.0)
A Levels 2 (2.0)

Any vocation or college 28 (28.0)
Any undergraduate 14 (14.0)
Postgraduate 18 (18.0)

Q2: Small providers,
24-hour services

21 (26.9)
57 (73.1)

28 (35.0)
52 (65.0)

40 (50.6)
39 (49.4)

30 (41.1)
4 (5.5)
17 (23.3)
7 (9.6)
15 (20.5)

Q3: Large providers,
not 24-hour services

14 (17.7)
65 (82.3)

20 (24.7)
61 (75.3)

34 (44.2)
43 (55.8)

28 (50.0)
4(7.1)
12 (21.4)
8 (14.3)
4(7.1)

Q4: Small providers,
not 24-hour services

17 (24.6)
52 (75.4)

22 (29.3)
53(70.7)

26 (34.7)
49 (65.3)

33 (47.8)
4 (5.8)
14 (20.3)
8 (11.6)
10 (14.5)

Total (N = 339)

76 (23.2)
251 (76.8)

101 (29.8)
238 (70.2)

132 (39.6)
201 (60.4)

129 (43.3)
14 (4.7)
71(23.8)
37 (12.4)
47 (15.8)

Difference between
models, test (p-value)®

Chi-squared (0.566)

Chi-squared (0.561)

Chi-squared (0.040)

Kruskal-Wallis (0.209)

continued
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TABLE 30 Characteristics of participants at recruitment (continued)

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers, Difference between
Characteristic 24-hour services 24-hour services not 24-hour services not 24-hour services Total (N = 339) models, test (p-value)?

Carer’s employment status, n (%)

Employed full time 11 (10.9) 20 (25.3) 21 (27.3) 7 (9.3) 59 (17.8) Chi-squared (0.085)

Employed part time 11 (10.9) 9(11.4) 7 (9.1) 8 (10.7) 35 (10.5)

Self-employed 9 (8.9) 7 (8.9) 4(5.2) 5(6.7) 25 (7.5)

Unemployed 11 (10.9) 9 (11.4) 7 (9.1) 5(6.7) 32 (9.6)

Retired 59 (58.4) 34 (43.0) 38 (49.4) 50 (66.7) 181 (54.5)

Age (years)

Patient, mean (SD) 75.0 (12.5) (n=120) 75.6 (13.5) (n=80) 75.3(10.1) (h=79) 77.5 (10.4) (n=75) 75.8 (11.8) (N=336) ANOVA (0.537)
Median (range) 76.5 (32-96) 77.0 (37-101) 77.0 (44-97) 79.0 (45-98) 77.0 (32-101)

Carer, mean (SD) 65.9 (13.6) (n=97) 60.7 (12.3) (h=78) 61.8 (13.1) (h=75) 67.8 (13.1) (h=73) 64.1 (13.3) (N=323) ANOVA (0.002)
Median (range) 66.0 (29-93) 61.0 (31-89) 60.0 (33-89) 68.0 (32-92) 63.0 (29-93)

A Level, Advanced Level; GCSE, General Certificate of Secondary Education.
a p-value in bold indicates a statistically significant difference.
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Appendix 10 Summary statistics for
Integrated Palliative care Outcome Scale
variables for all 339 patients recruited

TABLE 31 Summary statistics (mean and SD from linear scale) for IPOS variables for all 339 patients recruited

Minimum,
Summary statistic Mean Median maximum
Current pain 335 1.34 1.00 106 0,4
Current shortness of breath 332 1.31 1.00 124 0,4
Current weakness or lack of energy 326 2.80 3.00 097 0,4
Current nausea 326 0.58 0.00 088 0,4
Current vomiting 332 0.25 0.00 067 0,4
Current appetite 329 1.89 2.00 135 0,4
Current constipation 327 1.05 1.00 120 0,4
Current sore or dry mouth 328 1.17 1.00 122 0,4
Current drowsiness 329 1.87 2.00 126 0,4
Current mobility 325 2.67 3.00 1.13 0,4

Over the last 3 days (at recruitment)
Has the patient felt worried or anxious about their illness? 291 1.57 2.00 128 0,4
Have friends and family felt worried or anxious about their illness? 320 2.59 3.00 1.19 0,4
Has patient felt depressed? 281 1.08 1.00 119 0,4
Has patient been at peace? 284 1.72 1.00 121 0,4

Has patient been able to share how they are feeling with friends 290 157 1.00 140 0,4
and family?

Has patient received as much information as they have wanted? 270 0.53 0.00 090 0,4

Have any practical matters resulting from their iliness been 301 0.95 1.00 095 0,4
addressed?
IPOS total score (0 = best, 68 = worst) 337 2531 255 9.14 2.13,51.00

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
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TABLE 32 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): pain

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

Current pain® 24/7 services 24/7 services not 24/7 services not 24/7 services
Not at all
Count 33 26 18 10 87
% within model  32.4 333 222 135 26.0
Slightly
Count 32 21 24 24 101
% within model  31.4 26.9 29.6 324 30.1
Moderately
Count 25 19 29 27 100
% within model  24.5 244 35.8 36.5 29.9
Severely
Count 10 10 9 10 39
% within model 9.8 12.8 111 135 11.6

Overwhelmingly

Count 2 2 1 3 8

% within model 20 2.6 1.2 41 24
Total

Count 102 78 81 74 335

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p =0.026.

190

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/MSAY4464 Health and Social Care Delivery Research 2022 Vol. 10 No. 24

TABLE 33 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): shortness of breath

Service model

Current shortness Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

of breath® 24/7 services 24/7 services not 24/7 services not 24/7 services Total
Not at all
Count 32 25 29 29 115
% within model ~ 32.0 325 36.3 387 34.6
Slightly
Count 24 24 16 16 80
% within model ~ 24.0 312 20.0 213 24.1
Moderately
Count 25 18 22 13 78
% within model ~ 25.0 234 275 17.3 235
Severely
Count 15 5 7 9 36
% within model  15.0 6.5 8.8 12.0 10.8

Overwhelmingly

Count 4 5 6 8 23

% within model 4.0 6.5 7.5 10.7 6.9
Total

Count 100 77 80 75 332

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p=0.931.
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TABLE 34 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): lack of energy

Service model

\fvt:erar:::ss or lack Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
of energy?® 24/7 services 24/7 services not 24/7 services not 24/7 services
Not at all
Count 5 1 1 1 8
% within model 51 13 13 14 2.5
Slightly
Count 10 4 3 1 18
% within model ~ 10.1 53 3.8 14 55
Moderately
Count 34 14 18 22 88
% within model ~ 34.3 18.7 231 29.7 27.0
Severely
Count 39 29 34 26 128
% within model  39.4 387 43.6 35.1 39.3

Overwhelmingly

Count 11 27 22 24 84

% within model  11.1 36.0 28.2 324 25.8
Total

Count 99 75 78 74 326

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p < 0.0005.
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TABLE 35 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service
models: nausea

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

Current nausea®  24/7 services 24/7 services not 24/7 services not 24/7 services
Not at all
Count 63 50 54 39 206
% within model  64.9 66.7 68.4 520 63.2
Slightly
Count 15 12 16 21 64
% within model  15.5 16.0 20.3 28.0 19.6
Moderately
Count 16 9 6 12 43
% within model  16.5 12.0 7.6 16.0 13.2
Severely
Count 3 4 3 2 12
% within model 3.1 53 3.8 27 3.7

Overwhelmingly

Count 0 0 0 1 1

% within model 0.0 0.0 0.0 1.3 0.3
Total

Count 97 75 79 75 326

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p=0.198.
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TABLE 36 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): vomiting

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

Current vomiting® 24/7 services 24/7 services not 24/7 services not 24/7 services
Not at all
Count 82 66 70 61 279
% within model  81.2 84.6 89.7 813 84.0
Slightly
Count 12 4 6 10 32
% within model  11.9 51 7.7 133 9.6
Moderately
Count 4 4 1 4 13
% within model 4.0 51 13 53 3.9
Severely
Count 3 2 1 0 6
% within model 30 2.6 1.3 0.0 18

Overwhelmingly

Count 0 2 0 0 2

% within model 0.0 2.6 0.0 0.0 0.6
Total

Count 101 78 78 75 332

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p=0.411.
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TABLE 37 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): appetite

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

Current appetite® 24/7 services 24/7 services not 24/7 services not 24/7 services Total
Not at all
Count 28 15 15 12 70
% within model ~ 27.7 19.7 19.0 16.4 21.3
Slightly
Count 18 16 18 13 65
% within model  17.8 211 228 17.8 19.8
Moderately
Count 28 14 16 13 71
% within model  27.7 18.4 20.3 17.8 216
Severely
Count 18 16 25 19 78
% within model  17.8 211 316 26.0 237

Overwhelmingly

Count 9 15 5 16 45

% within model 8.9 19.7 6.3 219 13.7
Total

Count 101 76 79 73 329

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p =0.043.
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TABLE 38 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): constipation

Service model

Current Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

constipation® 24/7 services 24/7 services not 24/7 services not 24/7 services Total
Not at all
Count 43 45 36 26 150
% within model ~ 43.4 60.0 45.6 35.1 45.9
Slightly
Count 26 11 19 17 73
% within model  26.3 14.7 24.1 230 223
Moderately
Count 14 10 17 15 56
% within model  14.1 133 215 20.3 171
Severely
Count 12 4 7 10 33
% within model  12.1 53 8.9 135 10.1

Overwhelmingly

Count 4 5 0 6 15

% within model 4.0 6.7 0.0 8.1 4.6
Total

Count 99 75 79 74 327

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p =0.030.
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TABLE 39 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): sore or dry mouth

Service model

Current sore or Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

dry mouth® 24/7 services 24/7 services not 24/7 services not 24/7 services Total
Not at all
Count 44 30 42 23 139
% within model  44.9 395 525 311 42.4
Slightly
Count 18 21 10 10 59
% within model ~ 18.4 27.6 125 135 18.0
Moderately
Count 24 16 16 23 79
% within model  24.5 211 20.0 311 24.1
Severely
Count 10 7 9 10 36
% within model  10.2 9.2 11.3 135 11.0

Overwhelmingly

Count 2 2 3 8 15

% within model 20 2.6 338 10.8 4.6
Total

Count 98 76 80 74 328

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p=0.017.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

197



198

APPENDIX 10

TABLE 40 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): drowsiness

Current
drowsiness®

Not at all

Count

% within model
Slightly

Count

% within model
Moderately

Count

% within model
Severely

Count

% within model
Overwhelmingly

Count

% within model
Total

Count

% within model

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
24/7 services 24/7 services not 24/7 services not 24/7 services Total

21 12 16 13 62
21.2 15.6 20.5 17.3 18.8
21 14 13 14 62
21.2 18.2 16.7 18.7 18.8
37 23 22 17 99
37.4 29.9 28.2 22.7 30.1
15 16 15 23 69
15.2 20.8 19.2 30.7 21.0
5 12 12 8 37
5.1 15.6 154 10.7 11.2
99 77 78 75 329
100.0 100.0 100.0 100.0 100.0

Q, quadrant.

a Kruskal-Wallis test: p=0.111.
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TABLE 41 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): mobility

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

Current mobility> 24/7 services 24/7 services not 24/7 services not 24/7 services Total
Not at all
Count 12 1 1 0 14
% within model  12.1 13 13 0.0 43
Slightly
Count 17 5 5 9 36
% within model  17.2 6.7 6.3 125 111
Moderately
Count 35 14 21 16 86
% within model ~ 35.4 18.7 26.6 222 265
Severely
Count 23 20 31 22 96
% within model ~ 23.2 26.7 39.2 30.6 295

Overwhelmingly

Count 12 35 21 25 93

% within model  12.1 46.7 26.6 34.7 28.6
Total

Count 99 75 79 72 325

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p< 0.0005.
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TABLE 42 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): anxious or worried patient

Over the last Service model
3 days, has patient

felt anxious or
worried about their Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,

illness?® 24/7 services 24/7 services not 24/7 services not 24/7 services Total
No, not at all
Count 32 28 3 20 83
% within model 35.2 431 4.5 29.0 285
Occasionally
Count 24 12 14 8 58
% within model 264 18.5 212 11.6 19.9
Sometimes
Count 24 16 19 13 72
% within model 26.4 24.6 2838 18.8 247

Most of the time

Count 8 7 27 16 58

% within model 8.8 10.8 40.9 23.2 19.9
Yes, always

Count 3 2 3 12 20

% within model 33 31 4.5 17.4 6.9
Total

Count 91 65 66 69 291

% within model ~ 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p < 0.0005.
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TABLE 43 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): anxious or worried friends and family

Over the last Service model
3 days, have
friends and family

felt anxious or

worried about Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
their illness?* 24/7 services 24/7 services not 24/7 services not 24/7 services Total
No, not at all
Count 7 14 0] 5 26
% within model 7.3 18.7 0.0 6.8 8.1

Occasionally

Count 12 7 3 8 30

% within model 125 9.3 3.9 11.0 9.4
Sometimes

Count 26 27 8 13 74

% within model 271 36.0 10.5 17.8 23.1

Most of the time

Count 34 17 35 24 110

% within model 354 22.7 46.1 32.9 34.4
Yes, always

Count 17 10 30 23 80

% within model 17.7 13.3 395 315 25.0
Total

Count 96 75 76 73 320

% within model ~ 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p < 0.0005.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social 201
Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,

reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the

title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.



202

APPENDIX 10

TABLE 44 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): depressed

Over the last
3 days, has the
patient felt
depressed??

No, not at all

Count

% within model
Occasionally

Count

% within model
Sometimes

Count

% within model
Most of the time

Count

% within model
Yes, always

Count

% within model
Total

Count

% within model

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
24/7 services 24/7 services not 24/7 services not 24/7 services Total

44 40 15 24 123
512 59.7 234 37.5 438
21 11 19 13 64
244 16.4 297 20.3 228
10 11 20 12 53
11.6 16.4 313 18.8 18.9
8 5 10 7 30
9.3 7.5 15.6 10.9 10.7
3 0 0 8 11
35 0.0 0.0 1255 3.9
86 67 64 64 281
100.0 100.0 100.0 100.0 100.0

Q, quadrant.

a Kruskal-Wallis test: p < 0.0005.
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TABLE 45 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): patient at peace

Over the last Service model
3 days, has the

patient been at Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
peace?’ 24/7 services 24/7 services not 24/7 services not 24/7 services Total

Yes, all the time
Count 17 13 0 11 41
% within model  21.3 19.7 0.0 15.7 14.4
Most of the time

Count 33 26 19 24 102

% within model  41.3 394 27.9 34.3 35.9
Sometimes

Count 15 17 22 15 69

% within model  18.8 25.8 324 214 243
Occasionally

Count 9 2 20 8 39

% within model  11.3 3.0 294 114 13.7
No, not at all

Count 6 8 7 12 33

% within model 75 121 10.3 171 11.6
Total

Count 80 66 68 70 284

% within model 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p < 0.0005.
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TABLE 46 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): patient able to share how they are feeling

Over the last Service model
3 days, has the
patient been able

to share how they
are feeling with Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
friends and family?* 24/7 services 24/7 services not 24/7 services not 24/7 services Total

Yes, as much as wanted
Count 34 22 13 20 89
% within model 38.2 32.8 18.6 313 30.7
Most of the time

Count 27 12 15 13 67

% within model 30.3 17.9 214 20.3 231
Sometimes

Count 10 13 20 8 51

% within model 11.2 194 28.6 125 17.6

Occasionally
Count 7 11 16 12 46
% within model 7.9 16.4 22.9 18.8 15.9

No, not at all with anyone

Count 11 9 6 11 37

% within model 124 134 8.6 17.2 12.8
Total

Count 89 67 70 64 290

% within model ~ 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p=0.042.
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TABLE 47 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): patient received as much information as they wanted

Over the last Service model
3 days has the
patient received as

much information

as they have Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
wanted?® 24/7 services 24/7 services not 24/7 services not 24/7 services Total
Enough
Count 59 45 33 45 182
% within model 78.7 69.2 48.5 72.6 67.4

Received but hard to understand
Count 4 13 25 8 50
% within model 53 20.0 36.8 12.9 18.5
Received but would like more
Count 8 5 8 6 27
% within model 10.7 7.7 11.8 9.7 10.0
Very little and would like more
Count 1 1 2 2 6
% within model 1.3 15 29 3.2 22

None received and would like

Count 3 1 0 1 5

% within model 40 1.5 0.0 1.6 1.9
Total

Count 75 65 68 62 270

% within model ~ 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p=0.012.
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TABLE 48 Frequency of the individual IPOS variables, by service model and with totals, and comparison of service models
(Kruskal-Wallis test): practical matters

Over the last Service model
3 days, have any -
practical matters

resulting from
their illness been Q1: Large providers, Q2: Small providers, Q3: Large providers, Q4: Small providers,
addressed?® 24/7 services 24/7 services not 24/7 services not 24/7 services Total

No problems/problems addressed
Count 42 41 4 22 109
% within model 494 57.7 52 324 36.2
Problems being addressed
Count 24 22 47 33 126
% within model 28.2 310 61.0 48.5 41.9
Problems partly addressed
Count 9 5 24 10 48
% within model 10.6 7.0 31.2 14.7 15.9
Most problems not addressed
Count 4 2 1 2 9
% within model 4.7 2.8 1.3 29 3.0

Problems not addressed at all

Count 6 1 1 1 9

% within model 71 14 1.3 1.5 3.0
Total

Count 85 71 77 68 301

% within model ~ 100.0 100.0 100.0 100.0 100.0
Q, quadrant.

a Kruskal-Wallis test: p < 0.0005.
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Appendix 11 Number and percentage of
Quality of Dying and Death questionnaires
returned, by hospice and by model

TABLE 49 Number and percentage of QODDs returned, by hospice and model

QODD data collected, n (%)

Total number of Total QODDs Difference between

Service Did not QODD patients who returned by service service models, test
model Hospice return QODD returned died during study model, N (%) (p-value)
Q1: Large Acacia 2 (100.0) 0 (0) 2 48 (61.5) Chi-squared (0.008)
providers, .
24-hour Camellia 8 (66.7) 4 (33.3) 12
services Echinacea 4 (26.7) 11(733) 15

Peony 16 (32.7) 33 (67.3) 49
Q2: Small Dahlia 10 (50.0) 10 (50.0) 20 31 (46.3)
providers, .
24-hour Gardenia 8 (66.7) 4 (33.3) 12
Services | ovender 8 (44.4) 10(55.6) 18

Violet 10 (58.8) 7 (41.2) 17
QS3: Large Wisteria 43 (58.1) 31 (41.9) 74 31 (41.9)
providers,
not 24-hour
services
Q4: Small Hyacinth 17 (58.6) 12 (41.4) 29 22 (33.8)
providers, .
not 24-hour Marigold 20 (71.4) 8 (28.6) 28
services  yvris 6 (75.0) 2 (25.0) 8
Total 152 (53.5) 132 (46.5) 284 132 (46.5)
Q, quadrant.
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Appendix 12 Frequency of responses to
individual Quality of Dying and Death
guestionnaire questions

TABLE 50 Frequency of responses to individual QODD questions (maximum = 30)

Number of QODD
questions answered Frequency % Valid %
(0] 1 0.4 0.8
1 04 0.8
2 1 04 0.8
4 1 04 0.8
7 1 0.4 0.8
9 1 0.4 0.8
10 1 0.4 0.8
12 1 04 0.8
13 1 04 0.8
14 2 0.7 15
15 4 14 3.0
16 5 1.8 3.8
17 4 14 3.0
18 4 1.4 30
19 4 14 3.0
20 3 11 23
21 8 238 6.1
22 4 14 3.0
23 8 2.8 6.1
24 2 0.7 15
25 9 3.2 6.8
26 10 3.5 7.6
27 12 4.2 9.1
28 16 5.6 121
29 20 7.0 15.2
30 8 238 6.1
Total 132 46.5 100.0
Missing 152 53.5
Total 284 100.0

Cumulative %
0.8
15
2.3
3.0
38
4.5
53
6.1
6.8
8.3

114
15.2
18.2
212
24.2
26.5
326
35.6
417
43.2
50.0
57.6
66.7
78.8
93.9
100.0
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Appendix 13 Summary statistics for each
outcome, by hospice at home service
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TABLE 51 Summary statistics for each outcome, by HAH service

Site (service model)

Acacia (Q1) Camellia (Q1) Echinacea (Q1) Peony (Q1)

Outcome

(median) n (median)

n (median) n (median)
Number of days 2 6.0 (6.0)
from recruitment

(patient consent)

to death

Total QODD score 0 -
[30 items, scale O
(terrible) to 100

(almost perfect)]’

QODD: % who 0 -
achieved good/

almost perfect death
(score of >70)"

4 500(500) 11 182(0) 31 484 (0)

Percentage of 1 00(0)

patients who

achieved PPOD

VOICES 1. Overall, 0 - 3 13(100 11 18(20) 30 1.3(10)

did you and your
family get as much
help and support
from health and
social care services
as you needed
when caring for

the patient?
(1=best, 5=worst)’

n (median)

12 26.2 (160) 15 125.1(112.0) 49 93.5(77.0) 20 24.7 (8.5)

4 576(674) 11 477 (504) 31 68.3(70.0)

Wisteria (Q3) Hyacinth (Q4) Marigold (Q4) Xyris (Q4) Total

Mean

n (median) n (median) n (median) n (median) n (median) n  (median)

(median) n (median)

74 57.2(130) 29 451(170) 28 32.9(150) 8 70.8(54.5) 284 56.2(21.0)

12 28.6(150) 18 43.1(29.5) 17 31.8(8.0)

10 77.0(813) 4 703(722) 10 730(822) 7 787(81L7) 30 57.0(59.2) 11 819(813) 8 654(729) 2 69.1(69.1) 128 66.2(70.7)

10 70.0 (100.0) 4 50.0 (50.0) 10 70.0(100.0) 7 71.4(100.0) 30 36.7 (0) 11 90.9 (100.0) 8 62.5(100.0) 2 50.0(50.0) 128 52.3(100.0)

11 90.9 (100.0) 12 66.7 (100.0) 27 55.6 (100.0) 20 85.0 (100.0) 11 81.8 (100.0) 16 81.3 (100.0) 15 80.0 (100.0) 57 71.9 (100.0) 24 58.3 (100.0) 26 80.8 (100.0) 2 100.0 (100.0) 222 73.0 (100.0)

10 11(100 4 13(100 10 10(10 7 10(10) 31 14(10 12 14(10 7 13(10 2 10(10 127 13(10)
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Site (service model)

Acacia (Q1) Camellia (Q1) Echinacea (Q1) Peony (Q1) Dahlia (Q2) Gardenia (Q2) Lavender (Q2) Violet (Q2) Wisteria (Q3) Hyacinth (Q4) Marigold (Q4) Xyris (Q4) Total

Mean
Outcome n (median) n (median) n (median) n (median) n (median) n (median) n (median) n (median) n (median) n (median) n (median) n (median) n (median)

VOICES 2. Overall, 0 - 4 2020 11 25200 30 21(200 10 17(100 4 18(15 10 14(10 7 19(0 31 22(20 12 17(20 7 19(10) 2 10(10) 128 20(20)
how was the help

and support you and

your family received

from health and

social care services

when caring for

the patient?

(1=best, 5=worst]’

Service satisfaction: 2 15(1.5 2 20(0) 13 21(200 44 15(15 2 15(15 8 16(100 8 11(10 4 13(10) 36 14(10 10 13(10) 8 16(15 6 15(1.5 143 15(10)
last 28 days/final

response.

(1 =exceeded

expectations,

2 =just met

expectations,

3 =fell short of

expectations)”

Carer burden: last 2 105(10.5) 3 27(40) 14 41(35) 43 66(60 2 145(145) 7 80(0 8 73(80) 4 105(100 37 96(110) 11 112(120) 11 91(60) 7 36(20) 149 78(70)
28 days/final

response. Mean of

six items (0 = best,

24 =worst)

Q, quadrant.
a Collected by interview 4 months after death.
b Collected through the AHCR.
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Appendix 14 Responses to Quality of
Dying and Death questionnaire questions,
part A, by service model

TABLE 52 Responses to QODD questions (part A), by service model: pain

How often did patient appear to have his/her pain under control?

None of A little bit of  Some of A good bit of Most of All of
Service model the time the time the time the time the time the time  Total

Q1: Large providers, 24-hour services
Count 2 3 7 7 17 9 45
% within model 4.4 6.7 15.6 15.6 37.8 20.0 100.0
Q2: Small providers, 24-hour services
Count 2 0 4 3 15 7 31
% within model 6.5 0.0 12.9 9.7 484 226 100.0
Q83: Large providers, not 24-hour services
Count 0 4 5 3 11 7 30
% within model 0.0 13.3 16.7 10.0 36.7 23.3 100.0

Q4: Small providers, not 24-hour services

Count 0 2 1 3 7 9 22

% within model 0.0 9.1 4.5 13.6 318 40.9 100.0
Total

Count 4 9 17 16 50 32 128

% within model 3.1 7.0 13.3 125 39.1 250 100.0
Q, quadrant.
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TABLE 53 Responses to QODD questions (part A), by service model: control

How often did patient appear to have control over what was going on around them?

None of A little bit of Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services

Count 6 9 5 6 14 7 47

% within model  12.8 19.1 10.6 12.8 29.8 14.9 100.0
Q2: Small providers, 24-hour services

Count 6 5 5 4 7 4 31

% within model  19.4 16.1 16.1 12.9 22.6 12.9 100.0
Q3: Large providers, not 24-hour services

Count 5 4 4 5 7 6 31

% within model  16.1 12.9 12.9 16.1 22.6 194 100.0
Q4: Small providers, not 24-hour services

Count 2 4 5 4 3 4 22

% within model 9.1 18.2 22.7 18.2 13.6 18.2 100.0
Total

Count 19 22 19 19 31 21 131

% within model  14.5 16.8 14.5 14.5 237 16.0 100.0
Q, quadrant.

TABLE 54 Responses to QODD questions (part A), by service model: ability to feed oneself

How often was patient able to feed themselves?

None of A little bit of Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services

Count 15 8 8 2 7 6 46

% within model  32.6 17.4 17.4 4.3 15.2 13.0 100.0
Q2: Small providers, 24-hour services

Count 16 5 1 1 6 2 31

% within model  51.6 16.1 32 3.2 19.4 6.5 100.0
Qa3: Large providers, not 24-hour services

Count 15 8 1 4 1 2 31

% within model 484 25.8 3.2 12.9 3.2 6.5 100.0
Q4: Small providers, not 24-hour services

Count 9 3 1 0 7 2 22

% within model  40.9 13.6 45 0.0 318 9.1 100.0
Total

Count 55 24 11 7 21 12 130

% within model  42.3 18.5 85 54 16.2 9.2 100.0
Q, quadrant.
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TABLE 55 Responses to QODD questions (part A), by service model: bladder/bowel control

How often patient had bladder/bowel control

None of A little bit of  Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services
Count 17 9 3 2 7 6 44
% within model  38.6 20.5 6.8 4.5 15.9 13.6 100.0
Q2: Small providers, 24-hour services
Count 17 2 3 1 5 3 31
% within model  54.8 6.5 9.7 3.2 16.1 9.7 100.0
Q83: Large providers, not 24-hour services
Count 13 5 3 1 4 4 30
% within model  43.3 16.7 10.0 33 133 133 100.0

Q4: Small providers, not 24-hour services

Count 8 4 3 2 2 3 22

% within model  36.4 18.2 13.6 9.1 9.1 13.6 100.0
Total

Count 55 20 12 6 18 16 127

% within model  43.3 15.7 9.4 4.7 14.2 12.6 100.0
Q, quadrant.

TABLE 56 Responses to QODD questions (part A), by service model: breathing comfortably

How often did the patient breathe comfortably?

None of A little bit of  Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services
Count 3 6 5 7 18 7 46
% within model 6.5 13.0 10.9 15.2 39.1 15.2 100.0
Q2: Small providers, 24-hour services
Count 1 2 2 4 16 6 31
% within model 3.2 6.5 6.5 12.9 51.6 19.4 100.0
Q83: Large providers, not 24-hour services
Count 2 7 7 3 9 3 31
% within model 6.5 22.6 22.6 9.7 29.0 9.7 100.0

Q4: Small providers, not 24-hour services

Count 1 2 1 1 11 6 22
% within model 4.5 9.1 4.5 4.5 50.0 27.3 100.0
Total
Count 7 17 15 15 54 22 130
% within model 5.4 13.1 115 11.5 415 16.9 100.0
Q, quadrant.
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TABLE 57 Responses to QODD questions (part A), by service model: at peace with dying

How often did patient appear to feel at peace with dying?

None of A little bit of Some of A good bit of Most of
Service model the time the time the time the time the time

Q1: Large providers, 24-hour services

All of
the time

Count 7 4 7 1 12 7 38

% within model 184 10.5 18.4 26 316 184 100.0
Q2: Small providers, 24-hour services

Count 3 3 3 3 7 7 26

% within model 115 11.5 11.5 11.5 26.9 26.9 100.0
Q3: Large providers, not 24-hour services

Count 3 5 3 3 3 4 21

% within model  14.3 23.8 14.3 14.3 14.3 19.0 100.0
Q4: Small providers, not 24-hour services

Count 1 1 3 3 4 3 15

% within model 6.7 6.7 20.0 20.0 26.7 20.0 100.0
Total

Count 14 13 16 10 26 21 100

% within model  14.0 13.0 16.0 10.0 26.0 210 100.0
Q, quadrant.

TABLE 58 Responses to QODD questions (part A), by service model: unafraid of dying

How often did the patient appear to be unafraid of dying?

None of A little bit of Some of A good bit of Most of
Service model the time the time the time the time the time

Q1: Large providers, 24-hour services

All of
the time

Count 4 5 7 2 9 11 38

% within model  10.5 13.2 18.4 53 237 28.9 100.0
Q2: Small providers, 24-hour services

Count 5 6 1 3 7 4 26

% within model  19.2 231 3.8 11.5 26.9 154 100.0
Q3: Large providers, not 24-hour services

Count 4 2 3 3 3 7 22

% within model  18.2 9.1 13.6 13.6 13.6 318 100.0
Q4: Small providers, not 24-hour services

Count 0] 2 2 2 5 8 19

% within model 0.0 10.5 10.5 10.5 26.3 421 100.0
Total

Count 13 15 13 10 24 30 105

% within model  12.4 14.3 124 9.5 22.9 28.6 100.0
Q, quadrant.
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TABLE 59 Responses to QODD questions (part A), by service model: laughing and smiling

How often did the patient laugh and smile?

None of A little bit of  Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services
Count 8 14 7 11 6 0 46
% within model 17.4 30.4 15.2 23.9 13.0 0.0 100.0
Q2: Small providers, 24-hour services
Count 2 7 8 6 7 0 30
% within model 6.7 233 26.7 20.0 233 0.0 100.0
Q83: Large providers, not 24-hour services
Count 5 7 6 5 2 4 29
% within model  17.2 241 20.7 17.2 6.9 13.8 100.0

Q4: Small providers, not 24-hour services

Count 4 6 6 3 2 0 21

% within model  19.0 28.6 28.6 14.3 9.5 0.0 100.0
Total

Count 19 34 27 25 17 4 126

% within model  15.1 27.0 214 19.8 13.5 3.2 100.0
Q, quadrant.

TABLE 60 Responses to QODD questions (part A), by service model: energy

How often did patient have enough energy?

None of A little bit of  Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services
Count 21 16 4 3 2 0 46
% within model  45.7 34.8 8.7 6.5 4.3 0.0 100.0
Q2: Small providers, 24-hour services
Count 17 11 1 0 2 0 31
% within model  54.8 355 32 0.0 6.5 0.0 100.0
Q83: Large providers, not 24-hour services
Count 21 8 1 0 0 0 30
% within model  70.0 26.7 33 0.0 0.0 0.0 100.0

Q4: Small providers, not 24-hour services

Count 15 1 3 2 0 0 21
% within model  71.4 4.8 14.3 9.5 0.0 0.0 100.0
Total
Count 74 36 9 5 4 0 128
% within model  57.8 28.1 7.0 3.9 3.1 0.0 100.0
Q, quadrant.
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TABLE 61 Responses to QODD questions (part A), by service model: strain on loved ones

How often did the patient appear worried about strain on loved ones?

None of A little bit of Some of A good bit of Most of
Service model the time the time the time the time the time

Q1: Large providers, 24-hour services

All of
the time

Count 3 10 12 6 7 4 42

% within model 71 23.8 28.6 14.3 16.7 9.5 100.0
Q2: Small providers, 24-hour services

Count 4 2 5 5 7 3 26

% within model 154 77 19.2 19.2 26.9 11.5 100.0
Q3: Large providers, not 24-hour services

Count 1 4 3 5 7 4 24

% within model 4.2 16.7 12.5 20.8 29.2 16.7 100.0
Q4: Small providers, not 24-hour services

Count 5 2 6 2 3 3 21

% within model  23.8 9.5 28.6 9.5 14.3 14.3 100.0
Total

Count 13 18 26 18 24 14 113

% within model 115 15.9 230 15.9 212 124 100.0
Q, quadrant.

TABLE 62 Responses to QODD questions (part A), by service model: dignity and self-respect

How often did the patient appear to keep dignity and self-respect?

None of A little bit of Some of A good bit of Most of
Service model the time the time the time the time the time

Q1: Large providers, 24-hour services

All of
the time

Count 3 6 8 9 12 8 46

% within model 6.5 13.0 17.4 19.6 26.1 17.4 100.0
Q2: Small providers, 24-hour services

Count 1 1 2 5 13 8 30

% within model 33 3.3 6.7 16.7 43.3 26.7 100.0
Q3: Large providers, not 24-hour services

Count 4 2 4 2 8 8 28

% within model  14.3 7.1 14.3 7.1 28.6 28.6 100.0
Q4: Small providers, not 24-hour services

Count 3 2 0 2 9 5 21

% within model  14.3 9.5 0.0 9.5 42.9 238 100.0
Total

Count 11 11 14 18 42 29 125

% within model 8.8 8.8 11.2 14.4 33.6 232 100.0
Q, quadrant.
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TABLE 63 Responses to QODD questions (part A), by service model: time with spouse/partner

How often did the patient spend time with their spouse/partner?

None of A little bit of  Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services
Count 0 0 2 4 12 16 34
% within model 0.0 0.0 5.9 11.8 35.3 471 100.0
Q2: Small providers, 24-hour services
Count 0 0 1 0 4 10 15
% within model 0.0 0.0 6.7 0.0 26.7 66.7 100.0
Q83: Large providers, not 24-hour services
Count 0 0 0 2 9 15 26
% within model 0.0 0.0 0.0 7.7 34.6 57.7 100.0

Q4: Small providers, not 24-hour services

Count 1 0 0 0 7 7 15

% within model 6.7 0.0 0.0 0.0 46.7 46.7 100.0
Total

Count 1 0 0 6 32 48 90

% within model 1.1 0.0 0.0 6.7 35.6 533 100.0
Q, quadrant.

TABLE 64 Responses to QODD questions (part A), by service model: time with children

How often did the patient spend time with children?

None of A little bit of Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services
Count 1 3 2 12 14 7 39
% within model 2.6 7.7 51 30.8 35.9 17.9 100.0
Q2: Small providers, 24-hour services
Count 1 1 3 5 6 10 26
% within model 3.8 3.8 115 19.2 231 38.5 100.0
Q3: Large providers, not 24-hour services
Count 1 1 0] 7 8 10 27
% within model 3.7 3.7 0.0 25.9 29.6 370 100.0

Q4: Small providers, not 24-hour services

Count 0 1 0 6 6 7 20
% within model 0.0 5.0 0.0 30.0 30.0 35.0 100.0
Total
Count 3 6 5 30 34 34 112
% within model 2.7 54 4.5 26.8 30.4 30.4 100.0
Q, quadrant.
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TABLE 65 Responses to QODD questions (part A), by service model: time with other family/friends

How often did the patient spend time with other family/friends?

None of A little bit of Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services

Count 8 7 13 10 6 1 45

% within model  17.8 15.6 28.9 222 13.3 22 100.0
Q2: Small providers, 24-hour services

Count 1 4 6 10 8 2 31

% within model 32 12.9 19.4 323 25.8 6.5 100.0
Q3: Large providers, not 24-hour services

Count 2 8 4 9 5 3 31

% within model 6.5 25.8 12.9 29.0 16.1 9.7 100.0
Q4: Small providers, not 24-hour services

Count 2 6 4 4 5 0 21

% within model 9.5 28.6 19.0 19.0 238 0.0 100.0
Total

Count 13 25 27 33 24 6 128

% within model  10.2 19.5 211 25.8 18.8 4.7 100.0
Q, quadrant.

TABLE 66 Responses to QODD questions (part A), by service model: time alone

How often did the patient spend time alone?

None of A little bit of Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services

Count 16 18 7 3 2 0 46

% within model  34.8 39.1 15.2 6.5 4.3 0.0 100.0
Q2: Small providers, 24-hour services

Count 15 12 3 0 0 0 30

% within model  50.0 40.0 10.0 0.0 0.0 0.0 100.0
Q3: Large providers, not 24-hour services

Count 15 13 3 0 0 0 31

% within model 484 41.9 9.7 0.0 0.0 0.0 100.0
Q4: Small providers, not 24-hour services

Count 11 7 3 1 0] 0 22

% within model  50.0 318 13.6 4.5 0.0 0.0 100.0
Total

Count 57 50 16 4 2 0 129

% within model  44.2 38.8 124 31 1.6 0.0 100.0
Q, quadrant.
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TABLE 67 Responses to QODD questions (part A), by service model: time with pets

How often did the patient spend time with pets?

None of A little bit of  Some of A good bit of Most of All of
Service model the time the time the time the time the time the time

Q1: Large providers, 24-hour services
Count 5 3 3 3 3 1 18
% within model  27.8 16.7 16.7 16.7 16.7 5.6 100.0
Q2: Small providers, 24-hour services
Count 2 2 2 1 4 3 14
% within model  14.3 14.3 14.3 7.1 28.6 214 100.0
Q83: Large providers, not 24-hour services
Count 1 2 1 1 1 2 8
% within model  12.5 25.0 12.5 125 12.5 25.0 100.0

Q4: Small providers, not 24-hour services

Count 1 1 0] 2 1 2 7

% within model  14.3 14.3 0.0 28.6 14.3 28.6 100.0
Total

Count 9 8 6 7 9 8 47

% within model  19.1 17.0 12.8 14.9 19.1 17.0 100.0
Q, quadrant.

TABLE 68 Responses to QODD questions (part A), by service model: meaning and purpose in life

Did patient appear to find meaning
and purpose in life?

Service model Yes

Q1: Large providers, 24-hour services

Count

% within model

28
90.3

Q2: Small providers, 24-hour services

Count

% within model

20
90.9

Q3: Large providers, not 24-hour services

Count

% within model

15
62.5

Q4: Small providers, not 24-hour services

Count

% within model
Total

Count

% within model

8
533

71
77.2

37.5

46.7

21
22.8

31
100.0

22
100.0

24
100.0

15
100.0

92
100.0

Q, quadrant.
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TABLE 69 Responses to QODD questions (part A), by service model: being touched/hugged by loved ones

Was the patient touched/hugged by
loved ones?

Service model Yes
Q1: Large providers, 24-hour services
Count 45 1 46
% within model 97.8 22 100.0
Q2: Small providers, 24-hour services
Count 29 1 30
% within model 96.7 33 100.0
Q83: Large providers, not 24-hour services
Count 27 2 29
% within model 93.1 6.9 100.0

Q4: Small providers, not 24-hour services

Count 21 0 21

% within model 100.0 0.0 100.0
Total

Count 122 4 126

% within model 96.8 3.2 100.0
Q, quadrant.

TABLE 70 Responses to QODD questions (part A), by service model: attending important events

Did the patient attend any
important events?

Service model Yes
Q1: Large providers, 24-hour services
Count 6 40 46
% within model 13.0 87.0 100.0
Q2: Small providers, 24-hour services
Count 3 28 31
% within model 9.7 90.3 100.0
Q83: Large providers, not 24-hour services
Count 4 23 27
% within model 14.8 85.2 100.0

Q4: Small providers, not 24-hour services

Count 0 21 21

% within model 0.0 100.0 100.0
Total

Count 13 112 125

% within model 10.4 89.6 100.0
Q, quadrant.
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TABLE 71 Responses to QODD questions (part A), by service model: health-care costs taken care of

Were all of the patient’s health-care
costs taken care of?

Service model Yes

Q1: Large providers, 24-hour services
Count 44 2 46
% within model 95.7 4.3 100.0
Q2: Small providers, 24-hour services
Count 27 4 31
% within model 87.1 12.9 100.0
Q3: Large providers, not 24-hour services
Count 28 2 30
% within model 93.3 6.7 100.0

Q4: Small providers, not 24-hour services

Count 20 1 21

% within model 95.2 4.8 100.0
Total

Count 119 9 128

% within model 93.0 7.0 100.0
Q, quadrant.

TABLE 72 Responses to QODD questions (part A), by service model: saying goodbye

Did the patient say goodbye to
loved ones?

Service model Yes

Q1: Large providers, 24-hour services
Count 20 24 44
% within model 455 54.5 100.0
Q2: Small providers, 24-hour services
Count 17 14 31
% within model 54.8 45.2 100.0
Qa3: Large providers, not 24-hour services
Count 14 14 28
% within model 50.0 50.0 100.0

Q4: Small providers, not 24-hour services

Count 12 8 20
% within model 60.0 40.0 100.0
Total
Count 63 60 123
% within model 51.2 48.8 100.0
Q, quadrant.
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TABLE 73 Responses to QODD questions (part A), by service model: visits by religious/spiritual advisors

Patient visited by religious/spiritual advisor

Service model Yes No

Q1: Large providers, 24-hour services
Count 14 32 46
% within model 304 69.6 100.0
Q2: Small providers, 24-hour services
Count 7 23 30
% within model 233 76.7 100.0
Q3: Large providers, not 24-hour services
Count 9 21 30
% within model 30.0 70.0 100.0

Q4: Small providers, not 24-hour services

Count 6 15 21

% within model 28.6 714 100.0
Total

Count 36 91 127

% within model 28.3 71.7 100.0
Q, quadrant.

TABLE 74 Responses to QODD questions (part A), by service model: spiritual service before death

Did the patient have a spiritual service/
ceremony before death?

Service model Yes

Q1: Large providers, 24-hour services
Count 6 40 46
% within model 13.0 87.0 100.0
Q2: Small providers, 24-hour services
Count 1 29 30
% within model 3.3 96.7 100.0
Q3: Large providers, not 24-hour services
Count 7 23 30
% within model 233 76.7 100.0

Q4: Small providers, not 24-hour services

Count 5 16 21

% within model 238 76.2 100.0
Total

Count 19 108 127

% within model 15.0 85.0 100.0
Q, quadrant.
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TABLE 75 Responses to QODD questions (part A), by service model: ventilator or dialysis

Ventilator or dialysis used to prolong
patient’s life

Service model Yes No
Q1: Large providers, 24-hour services
Count 3 43 46
% within model 6.5 93.5 100.0
Q2: Small providers, 24-hour services
Count 0 29 29
% within model 0.0 100.0 100.0
Q3: Large providers, not 24-hour services
Count 2 28 30
% within model 6.7 93.3 100.0

Q4: Small providers, not 24-hour services

Count 1 20 21

% within model 4.8 95.2 100.0
Total

Count 6 120 126

% within model 4.8 95.2 100.0

Q, quadrant.

TABLE 76 Responses to QODD questions (part A), by service model: clearing up bad feelings

Did the patient clear up any bad
feelings with others?

Service model Yes

Q1: Large providers, 24-hour services
Count 6 20 26
% within model 231 76.9 100.0
Q2: Small providers, 24-hour services
Count 9 14 23
% within model 39.1 60.9 100.0
Q8: Large providers, not 24-hour services
Count 6 13 19
% within model 31.6 68.4 100.0

Q4: Small providers, not 24-hour services

Count 4 14 18

% within model 222 77.8 100.0
Total

Count 25 61 86

% within model 291 70.9 100.0

Q, quadrant.
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TABLE 77 Responses to QODD questions (part A), by service model: funeral arrangements

Funeral arrangements in order prior
to death

Service model Yes

Q1: Large providers, 24-hour services
Count 23 23 46
% within model 50.0 50.0 100.0
Q2: Small providers, 24-hour services
Count 17 14 31
% within model 54.8 45.2 100.0
Q3: Large providers, not 24-hour services
Count 12 18 30
% within model 40.0 60.0 100.0

Q4: Small providers, not 24-hour services

Count 10 11 21

% within model 47.6 524 100.0
Total

Count 62 66 128

% within model 48.4 51.6 100.0
Q, quadrant.

TABLE 78 Responses to QODD questions (part A), by service model: discussing wishes for end of life

Did the patient discuss wishes for EOLC
with his/her doctor?

Service model Yes No

Q1: Large providers, 24-hour services
Count 34 12 46
% within model 73.9 26.1 100.0
Q2: Small providers, 24-hour services
Count 23 7 30
% within model 767 233 100.0
Qa3: Large providers, not 24-hour services
Count 17 12 29
% within model 58.6 414 100.0

Q4: Small providers, not 24-hour services

Count 14 6 20

% within model 70.0 30.0 100.0
Total

Count 88 37 125

% within model 70.4 29.6 100.0
Q, quadrant.
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TABLE 79 Responses to QODD questions (part A), by service model: where patient died

Where did the patient die?

Patient’s own Surrogate’s Inpatient Nursing
Service model home home Hospital hospice home

Q1: Large providers, 24-hour services
Count 24 0] 0 9 10 3 46
% within model  52.2 0.0 0.0 19.6 217 6.5 100.0
Q2: Small providers, 24-hour services
Count 23 1 2 1 4 0 31
% within model  74.2 32 6.5 3.2 12.9 0.0 100.0
Q83: Large providers, not 24-hour services
Count 21 0] 1 1 7 0 30
% within model ~ 70.0 0.0 33 33 233 0.0 100.0

Q4: Small providers, not 24-hour services

Count 14 0 1 0 7 0 22

% within model  63.6 0.0 45 0.0 31.8 0.0 100.0
Total

Count 82 1 4 11 28 3 129

% within model  63.6 0.8 3.1 8.5 21.7 2.3 100.0
Q, quadrant.

TABLE 80 Responses to QODD questions (part A), by service model: anyone present at moment of death

Was anyone present at the moment of death?

Service model Yes

Q1: Large providers, 24-hour services
Count 42 3 45
% within model 93.3 6.7 100.0
Q2: Small providers, 24-hour services
Count 28 1 29
% within model 96.6 34 100.0
Q3: Large providers, not 24-hour services
Count 29 1 30
% within model 96.7 33 100.0

Q4: Small providers, not 24-hour services

Count 17 3 20

% within model 85.0 15.0 100.0
Total

Count 116 8 124

% within model 935 6.5 100.0
Q, quadrant.
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TABLE 81 Responses to QODD questions (part A) by service model: patient status moments before death

Patient’s status at moment before death

Service model Awake Asleep In a coma/unconscious

Q1: Large providers, 24-hour services
Count 7 14 20 41
% within model 171 34.1 48.8 100.0
Q2: Small providers, 24-hour services
Count 4 13 11 28
% within model 14.3 46.4 39.3 100.0
Q3: Large providers, not 24-hour services
Count 7 9 13 29
% within model 24.1 310 44.8 100.0

Q4: Small providers, not 24-hour services

Count 3 7 10 20

% within model 15.0 35.0 50.0 100.0
Total

Count 21 43 54 118

% within model 17.8 36.4 45.8 100.0
Q, quadrant.
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Appendix 15 Responses to Quality of
Dying and Death questionnaire questions,
part B, by service model
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TABLE 82 Responses to QODD questions (part B), by service model

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, not Q4: Small providers, not

24-hour services 24-hour services 24-hour services 24-hour services
QODD question
(0 = terrible, Median Median Median Median Mean Median
10 = almost perfect) (SD) (range) (SD) (range) (SD) (range) (SD) (range) (SD) (range)
Pain 44 6.0 (3.4) 70(0-10) 30 7.7(3.0 8.5(0-10) 31 55(3.4) 60 (0-10) 21 7.8(23) 8.0 (1-10) 126 6.6(3.3) 8.0 (0-10)
Control 44 58 (3.2) 6.0(0-10) 29 7.0(3.3) 8.0(0-10) 28 48(3.2) 50(0-10) 20 6.9(2.7) 7.5(1-10) 121 6.0(3.2) 7.0 (0-10)
Self-feeding 41 5.0(34) 50(0-10) 26 6.2(3.1) 6.5(0-10) 27 3.1(3.2) 20(0-10) 20 58(3.1) 6.5(0-10) 114 5.0(3.4) 5.0 (0-10)
Bladder/bowel 41 4.1 (3.3) 40(0-10) 30 5.7 (3.6) 6.5(0-10) 28 3.4(3.6) 20(0-10) 19 53(3.3) 6.0 (0-10) 118 4.5(3.5) 5.0 (0-10)
control
Breathing 45 55 (3.2) 60(0-10) 31 7.2(29) 8.0(0-10) 30 3.8(3.3 35(0-10) 19 7.4(29) 8.0(0-10) 125 58(3.4) 7.0 (0-10)
At peace with dying 35 52(3.7) 6.0(0-10) 26 6.2(3.9) 8.0(0-10) 20 55(3.5) 6.0 (0-10) 16 6.8(2.9) 7.5 (1-10) 97 5.8(3.6) 7.0 (0-10)
Unafraid of dying 32 59(3.3) 6.5(0-10) 25 5.9(3.7) 8.0(0-10) 22 5.3(3.9) 6.0 (0-10) 18 7.2(2.8) 8.0 (1-10) 97 6.0(3.5) 7.0 (0-10)
Laugh and smile 39 52(32) 50(0-10) 29 6.4(2.9) 7.0(0-10) 28 54(3.4) 50(0-10) 18 6.6(1.9) 70 (2-10) 114 5.8(3.0) 6.0 (0-10)
Energy 43 3.1 (2.7) 20(0-10) 29 3.6(3.3 3.0(0-10) 28 20(2.2) 1.0 (0-8) 20 26(2.9) 20(0-10) 120 29(2.8) 2.0 (0-10)

Worried about strain 34 4729 50(0-10) 25 5.0(3.0) 50(0-10) 23 4.1(3.5) 30(0-10) 17 52(2.9) 5.0 (1-10) 99 4.7 (3.0 5.0 (0-10)
on loved ones

Dignity and 41  5.2(3.1) 50(0-10) 30 7.4(28) 8.0(0-10) 27 49(3.9 6.0(0-10) 21 6.3(3.5) 8.0(0-10) 119 59(3.4) 7.0 (0-10)
self-respect

Time with spouse/ 31 7.7(28) 8.0(0-10) 15 89(26) 100(0-100 25 7.9(3.0) 9.0(0-10) 13 8.8(1.0) 9.0 (7-10) 84 82(27) 9.0 (0-10)
partner

Time with children 32 74(29) 8.0(0-10) 25 84(2.1) 9.0(0-10) 26 7.1(3.8) 9.0(0-10) 19 8.5(2.3) 9.0(1-10) 102 7.8(2.9) 9.0 (0-10)
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Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, not Q4: Small providers, not

24-hour services 24-hour services 24-hour services 24-hour services
QODD question
(0 = terrible, Median Median Median Median Mean Median
10 = almost perfect) (SD) (range) (SD) (range) (SD) (range) (SD) (range) (SD) (range)
Time with other 40 6.7 (3.1) 8.0(0-10) 30 8.1(1.9 8.0(2-10) 29 6.7 (3.4) 8.0(0-10) 19 7.8(2.0) 8.0(3-10) 118 7.2(2.8) 8.0 (0-10)
family/friends
Time alone 39 6.7(2.9) 8.0(0-10) 29 8.3(24) 9.0(0-10) 27 6.6(3.6) 70(0-10) 19 7.6(3.0) 9.0(2-10) 114 7.2(3.0) 8.0 (0-10)
Time with pets 16 6.0 (34) 8.0(0-10) 14 7.7(2.4) 8.0 (2-10) 7 5.3(3.3) 5.0 (0-10) 7 83(21) 8.0 (4-10) 44 6.8 (3.0) 8.0 (0-10)

Meaning and purpose 25 7.4 (2.4) 8.0(2-10) 21 8.3(23 9.0(0-10) 22 6.0(3.6) 7.5(0-10) 13 6.8(2.7) 8.0 (2-10) 81 7.2(29) 8.0 (0-10)
in life

Touched/hugged by 39 8.0(24) 9.0(0-10) 30 9.0(20 100(0-10) 28 7.7(3.3) 9.0(0-10) 19 93(14) 100(4-10) 116 8.4(2.5) 9.0 (0-10)
loved ones

Attended important 25 6.2(3.3) 6.0(0-10) 22 5.9(3.5) 6.0(0-10) 20 45(3.3) 5.0(0-10) 13 6.8(3.5) 8.0 (0-10) 80 58 (34) 5.0 (0-10)
events

Health-care costs 40 8.7(24) 100(0-10) 31 84(26) 100(0-10) 29 7.6(3.5) 90(0-10) 16 9.1(1.3) 100(6-10) 116 84(2.7) 10.0(0-10)
taken care of

Said goodbye to 31 6.4(34) 8.0(0-10) 28 7.6(3.3 8.5(0-10) 24 4.6(4.3 45 (0-10) 17 7.5(29) 8.0 (2-10) 100 6.5(3.7) 8.0 (0-10)
loved ones

Visit(s) from 26 7.7(2.9) 9.0(0-10) 25 87(22) 100(0-10) 25 7.3(3.3 9.0(0-10) 16 8.5(2.0) 9.0 (3-10) 92 8.0(27) 9.0 (0-10)
religious/spiritual
advisors

Spiritual service/ 24 7.2 (3.0) 8.0(0-10) 24 86(24) 10.0(0-10) 25 7.2(34) 9.0(0-10) 17 8.5(18) 9.0 (4-10) 90 7.8(2.8) 9.0 (0-10)
ceremony

Ventilator or dialysis 15 7.9(3.3) 100(0-10) 22 8.1(2.9) 9.0(0-10) 18 6.1(4.0) 7.5(0-10) 12 8.8(1.7) 9.0 (4-10) 67 7.7 (3.2) 9.0 (0-10)
used

continued
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TABLE 82 Responses to QODD questions (part B), by service model (continued)

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, not Q4: Small providers, not
24-hour services 24-hour services 24-hour services 24-hour services
QODD question
(0 = terrible, Median Median Median
10 = almost perfect) ((»)] (range) (SD) (range) (SD) (range) (SD) (range)
Cleared up bad 22 6.6 (3.5) 8.5(0-10) 21 83(26) 100(0-10) 14 7.2(3.6) 9.0(0-10) 13 89(1.7) 10.0(5-10) 70 7.7 (3.1) 9.0 (0-10)
feelings with others
Funeral 32 7.3(27) 8.0(0-10) 27 8.2(2.8) 9.0(0-10) 25 6.9(3.2) 8.0(0-10) 17 90(14) 10.0(5-10) 101 7.7(27) 9.0 (0-10)
arrangements in
order
EOLC wishes 34 8.1(24) 9.0(0-10) 27 87(1.8 100(4-10) 26 6.2(3.6) 6.5(0-10) 20 84(2.3) 9.0(1-10) 107 7.9(2.8) 9.0 (0-10)
Place of death 45 7.9 (3.1) 9.0(0-10) 31 95(19 100(0-10) 27 78(3.6) 100(0-10) 20 9.6(1.2) 10.0(5-10) 123 85(28) 10.0(0-10)

Presence of anyone 36 79(3.2) 9.0(0-10) 30 9.7(0.6) 100(8-10) 25 7.8(3.0) 9.0(0-10) 20 9.5(1.1) 100(6-10) 111 8.7(25) 10.0(0-10)
at moment of death

Status at moment 29 6.7 (3.5) 80(0-10) 29 9.1(16) 100(3-10) 25 6.2(3.8) 80(0-10) 18 9.1(1.3) 10.0(6-10) 101 7.7(3.1) 9.0 (0-10)
before death

Quality of patient’s 42 3.9 (3.6) 3.0(0-10) 30 6.1(3.5) 70(0-10) 30 4.4(3.8) 45 (0-10) 19 45(3.4) 50(0-10) 121 47(3.7) 5.0 (0-10)
life during last 7 days
of life

Quality of patient’s 36 6.9(3.3 8.0(0-10) 31 83(27 10.0(0-10) 28 6.2(4.0 8.0(0-10) 18 8.9 (1.5) 9.5(4-10) 113 7.4(3.3) 9.0 (0-10)
moment of death

Q, quadrant.

Note
For completeness, the two additional QODD questions not used to compute the total QODD score (QODD section E: Q32 and Q33) are reported at the bottom of the table.
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Appendix 16 Variables used in the
analysis of the Quality of Dying and
Death questionnaire scores and number
of observations

BOX 18 Variables used in the analysis of QODD scores and number of observations

Patient sociodemographic and clinical characteristics (gathered at recruitment):

e gender (dichotomous; n = 128)

® age in years at recruitment (continuous; n = 127)
e single (dichotomous; n = 126)

e in relationship/married (dichotomous; n = 126)

e living alone (dichotomous; n = 128)

e highest education level (ordinal; n = 104)
e educated to university level (dichotomous; n = 104)
e had cancer (dichotomous; n = 125).

Carer sociodemographic characteristics (gathered at recruitment):

e gender (dichotomous; n = 128)

® age in years at recruitment (continuous; n = 121)

is patient’s partner (dichotomous; n = 127)

living with patient (dichotomous; n = 128)

working (dichotomous; n = 123)

highest education level (ordinal; n = 114)

educated to university level (dichotomous; n = 114).

Place of death:

e patient died at home (dichotomous; n = 128)
e patient died in hospice (dichotomous; n=128)
e patient died in hospital (dichotomous; n = 128)

e patient achieved PPOD (dichotomous; n = 102).

Features around death (from QODD):

e How long before death was patient aware of dying (ordinal; n = 119) (1 = never, 2 = 1 week,
3 =2-4 weeks, 4 =2-6 months, 5 =6-12 months)?

e Patient ever talked comprehensibly in last 7 days (dichotomous; n = 128).

e Number of days carer saw patient in last 7 days (continuous; n= 127).

Temporal:

e number of days from patient recruitment to death (i.e. length of hospice involvement with patient)
(continuous; n = 128)
e number of days from patient’s death to date that carer responded to QODD (continuous; n = 127).

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social 235
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Appendix 17 Progress of patients through
the study and provision of Ambulatory and
Home Care Records (service use data), by
model and hospice at home

TABLE 83 Progress of patients through the study and provision of AHCRs (service use data), by model

Patient/AHCR status, n (%)

Died at Died at Died at Died at
Alive, Alive known known unknown unknown Withdrew
Service no with date, no date with date,no date with Withdrew, with Total,
model AHCRs AHCR(s) AHCRs AHCR(s) AHCRs AHCR(s) no AHCRs AHCR(s) N (%)

Q1: Large 1(1.0) 18(17.5) 10(9.7) 68 (66.0) 1(1.0) 0 (0.0) 1(1.0) 4 (3.9) 103 (100)
providers,

24-hour

services

Q2: Small 0(0.0) 6(7.5) 40 (50.0) 27 (33.8) 3(3.8) 2 (2.5) 0 (0.0) 2 (2.5) 80 (100)
providers,

24-hour

services

Q3: Large 1(1.2) 2(25) 27 (33.3) 47(58.9) 1(1.2) 3(3.7) 0 (0.0) 0 (0.0) 81 (100)
providers,

not 24-hour

services

Q4: Small 3(4.0) 5(6.7) 29 (38.7) 36(48.0) 0(0.0) 1(1.3) 1(1.3) 0 (0.0) 75 (100)
providers,

not 24-hour

services

Total 5(1.5) 31(9.1) 106 (31.3) 178 (52.5) 5(1.5) 6 (1.6) 2 (0.6) 6(1.8) 339 (100)

Q, quadrant.
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TABLE 84 Progress of patients through the study and provision of AHCRs (service use data), by HAH service

Patient/AHCR status, n (%)

Alive, no
AHCRs

Alive with
AHCR(s)

Model 1: Large providers, 24-hour services

Acacia 0 (0.0)
Camellia 0 (0.0)
Echinacea 0 (0.0)
Peony 1(1.5)

0 (0.0) 0 (0.0)

0 (0.0) 6 (50.0)

5(22.7) 1(4.5)
13 (19.7) 3(4.5)

Model 2: Small providers, 24-hour services

Dahlia 0(0.0)
Gardenia 0 (0.0
Lavender 0 (0.0)
Violet 0 (0.0)

0 (0.0) 17 (81.0)
1(6.3) 4 (25.0)
3(12.5) 8(33.3)
2 (10.5) 11 (57.9)

Model 3: Large providers, not 24-hour services

Wisteria 1(1.2)

2(25) 27 (33.3)

Model 4: Small providers, not 24-hour services

Hyacinth 1(3.2)
Marigold 2 (5.9)
Xyris 0 (0.0)
Total 5(1.5)

1(3.2) 16 (51.6)
2 (5.9) 12 (35.3)
2 (20.0) 1(10.0)
31(9.1) 106 (31.3)

Died at known
date, no AHCRs

Died at known
date with AHCR(s)

2 (66.7)
6 (50.0)
14 (63.6)
46 (69.7)

3(14.3)
8 (50.0)
10 (41.7)
6 (31.6)

47 (58.0)

13 (41.9)
16 (47.1)
7 (70.0)
178 (52.5)

Died at unknown
date, no AHCRs

1(33.3)
0 (0.0)
0 (0.0)
0 (0.0)

1(4.8)
0 (0.0)
2(8.3)
0 (0.0)

1(1.2)

0 (0.0)
0 (0.0)
0 (0.0)
5(1.5)

Died at unknown
date with AHCR(s)

0 (0.0)
0 (0.0)
0(0.0)
0(0.0)

0 (0.0
1(6.3)
1(4.2)
0(0.0)

3(3.7)

0 (0.0)
1(2.9)
0 (0.0)
6(1.8)

Withdrew,
no AHCRs

0 (0.0)
0 (0.0)
1(4.5)
0 (0.0)

0 (0.0)
0 (0.0)
0 (0.0)
0 (0.0)

0 (0.0)

0 (0.0)
1(2.9)
0 (0.0)
2(0.6)

Withdrew
with AHCR(s)

0 (0.0)
0 (0.0)
1(4.5)
3 (4.5)

0 (0.0
2 (12.5)
0 (0.0
0 (0.0)

0 (0.0

0 (0.0)
0 (0.0)
0 (0.0)
6(1.8)

Total, N (%)

3 (100.0)
12 (100.0)
22 (100.0)
66 (100.0)

21 (100.0)
16 (100.0)
24 (100.0)
19 (100.0)

81 (100.0)

31 (100.0)
34 (100.0)
10 (100.0)
339 (100.0)
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Appendix 18 Number of patients for
whom there was Ambulatory and Home
Care Record availability, by hospice at
home service and days before death

TABLE 85 Number of patients for whom there was AHCR availability, by HAH service and days before death

Number (%) who died Number of days before death
Number of during study with

Service patients known DOD and at
model recruited least one AHCR 0-7 8-14 15-21 22-28 29-92 93-182 > 183

Q1: Large providers, 24-hour services

Acacia 3 2 (66.7) 2 2 0 0 0 0 0
Camellia 12 6 (50.0) 2 5 4 4 2 1 0]
Echinacea 22 14 (63.6) 8 11 13 13 12 8 3
Peony 66 46 (69.7) 32 37 39 40 39 22 5
Total 103 68 (66.0) 44 55 56 57 53 31 8
Q2: Small providers, 24-hour services
Dahlia 21 3(14.3) 3 3 2 0 0 0 0]
Gardenia 16 8 (50.0) 7 7 6 6 4 2 0]
Lavender 24 10 (41.7) 5 5 6 4 5 3 0]
Violet 19 6 (31.6) 3 3 1 2 2 1 0
Total 80 27 (33.8) 18 18 15 12 11 6 0
Q83: Large providers, not 24-hour services
Wisteria 81 47 (58.0) 32 35 16 15 17 6 5
Total 81 47 (58.0) 32 35 16 15 17 6 5
Q4: Small providers, not 24-hour services
Hyacinth 31 13 (41.9) 10 11 6 4 4 1 1
Marigold 34 16 (47.1) 9 10 8 6 6 2 0]
Xyris 10 7 (70.0) 4 5 6 6 5 3 0
Total 75 36 (48.0) 23 26 20 16 15 6 1
Total 339 178 (52.5) 117 134 107 100 96 49 14
Q, quadrant.
Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social 239
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Appendix 19 Ambulatory and Home Care
Record service use data available, by
service model and days before death
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TABLE 86 Ambulatory and Home Care Record service use data available, by service model and days before death

Number (% of all recruited) who Number of days before death
Number of patients died during study with a known

Service model recruited DOD and at least one AHCR 0-7 8-14 15-21 22-28 29-92 93-182 > 183 Total, N (%)

Q1: Large providers, 24-hour services 108 68 (66.0) 46 56 55 56 52 31 8 304 (49.6)
Q2: Small providers, 24-hour services 80 27 (33.8) 17 18 15 11 11 6 0 78 (12.7)
Q3: Large providers, not 24-hour services 81 47 (58.0) 32 34 16 15 17 6 5 125 (20.4)
Q4: Small providers, not 24-hour services 75 36 (48.0) 23 25 20 16 15 6 1 106 (17.3)
Total 339 178 (52.5) 118 133 106 98 95 49 14 613

Q, quadrant.

Notes

The number of patients for whom AHCR data were available in any time period (see Appendix 27) does not exactly match the number of AHCRs for that time period. This is because
the timing of collection of AHCR data could not exactly match the time periods, and an attribution algorithm was used to assign service use to time periods.

If an AHCR for a patient was completed (for example) day 3 from death (reporting on service use for days 4-18 before death), those data will have been attributed proportionately to
the periods 0-7, 8-14 and 15-21 days. If another AHCR was completed for the same patient after death covering the period from day 3 to death, there will have been more AHCRs
than patients in the time period of 0-7 days. Similarly, when data from an AHCR span an entire time period (e.g. 8-14 days), there will be more patients than AHCRs in that

time period.

The number of AHCRs available and the number of patients in the study drop closer to death (0-7 days) when the last AHCR that was collected was outside that period (e.g. day 12).
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Appendix 20 Use per day of services by
three time periods (0-14, 15-28, > 28 days)
and service model
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TABLE 87 Utilisation per day of services by three time periods (0-14, 15-28 and > 28 days) and service model

Service use item,
utilisation per day

In home

Community nursing
visits”

Hospice nursing visits’

. . b
Personal carer visits

Total community and
hospice nursing and
personal caring visits

GP home visits

Other health/social care

professional visits

Charity/voluntary visits

Total inside-home visits

Number of
days before
death

0-14
15-28
29-92
0-14
15-28
29-92
0-14
15-28
29-92
0-14
15-28
29-92
0-14
15-28
29-92
0-14
15-28
29-92
0-14
15-28
29-92
0-14
15-28

29-92

Service model

Q1: Large providers, 24-hour

n (n with Median,

zero)

50 (14)
59 (19)
52(9)

52(19)
59 (21)
52 (13)
52 (38)
59 (37)
52(32)
49 (8)

58 (10)
52 (4)

52 (25)
59 (26)
52(22)
53 (43)
59 (47)
52 (34)
54 (53)
60 (59)
52 (50)
51(8)

58 (7)

52(3)

maximum

0.14, 2.00
0.07, 2.00
0.07, 1.00
0.07, 6.33
0.03, 4.59
0.05, 2.10
0.00, 5.51
0.00, 7.69
0.00, 4.26
0.81, 6.50
0.35, 8.42
0.22, 5.59
0.01,0.79
0.03,0.21
0.00, 0.20
0.00, 0.16
0.00, 0.13
0.00, 0.08
0.00, 0.05
0.00, 0.02
0.00, 0.16
0.81, 6.67
0.40, 8.49

0.26, 5.63

Mean (SD)

0.38 (0.53)
0.24 (0.42)
0.16 (0.24)
0.45 (1.00)
0.29 (0.85)
0.16 (0.45)
0.71 (1.40)
0.89 (1.60)
0.55 (1.23)
1.58 (1.93)
1.45 (2.09)
0.88 (1.47)
0.07 (0.13)
0.04 (0.06)
0.02 (0.04)
0.01 (0.03)
0.01 (0.03)
0.01 (0.02)
0.00 (0.01)
0.00 (0.00)
0.00 (0.02)
1.61 (1.96)
1.51(2.10

0.91 (1.48)

Q2: Small providers, 24-hour

services

n (n with Median,

zero)

17 (1)
16 (1)
11 (0)
17 (0)
16 (2)
11(0)
17 (12)
16 (13)
11(8)
17 (0)
16 (0)
11 (0)
17 (3)
16 (6)
11 (3)
17 (14)
16 (15)
11 (10)
17 (16)
16 (16)
11 (10)
17 (0)
16 (0)
11 (0)

maximum

0.71, 2.69
0.69, 2.86
043, 2.86
2.64,5.80
2.36,6.43
1.86, 6.12
0.00, 4.00
0.00, 2.86
0.00, 4.30
3.76, 6.63
3.46,7.07
2.37,6.93
0.07,0.29
0.04,0.21
0.05, 0.07
0.00, 0.21
0.00, 0.21
0.00, 0.05
0.00, 0.07
0.00, 0.00
0.00, 0.21
3.97,6.77
3.50,7.14

2.50, 7.00

Mean (SD)

0.81 (0.67)
0.83 (0.76)
0.77 (0.85)
2.36 (1.74)
2.51(2.06)
2.33(1.73)
0.60 (1.20)
0.36 (0.85)
0.59 (1.37)
377 (1.34)
370 (2.02)
3.69 (1.99)
0.11 (0.09)
0.05 (0.06)
0.04 (0.03)
0.03 (0.06)
0.01 (0.06)
0.00 (0.01)
0.00 (0.02)
0.00 (0.00)
0.02 (0.06)
3.91(1.33)
3.76 (2.04)

3.75 (1.99)

Q3: Large providers, not 24-hour

n (n with Median,

zero)

34 (5)

16 (0)

34 (13)
16 (3)
17 (5)
34 (3)
16 (0)
17 (0)
34 (10)
16 (2)
17 (5)
34 (24)
16 (8)
17 (4)
34 (32)
16 (15)
17 (16)
34 (3)
16 (0)
17 (0)

maximum

0.39, 1.86
0.20, 1.21
0.15, 0.42
0.25, 6.29
0.14,0.71
0.29,0.57
0.57, 4.00
1.02, 4.00
0.67, 4.00
2.18, 6.36
1.31, 5.50
1.10, 4.61
0.07,0.71
0.04,0.12
0.03, 0.09
0.00, 0.29
0.01, 0.29
0.03,0.25
0.00, 0.29
0.00, 0.15
0.00, 0.09
2.25,6.43
1.40, 5.57

1.31, 4.63

Mean (SD)

0.53 (0.47)
0.38 (0.40)
0.19 (0.09)
0.60 (1.19)
0.18 (0.18)
0.27 (0.14)
122 (1.41)
1.52(1.53)
1.26 (1.41)
2.36 (1.80)
2.08 (1.91)
1.73(1.42)
0.10 (0.13)
0.05 (0.04)
0.03 (0.03)
0.04 (0.08)
0.04 (0.08)
0.06 (0.07)
0.01 (0.05)
0.01 (0.04)
0.01 (0.03)
2.51(1.87)
2.19 (1.94)

1.82(1.43)

Q4: Small providers, not 24-hour

services

n (n with Median,

zero)

25 (4)

25 (15)
22 (13)
15 (12)
25(0)
22 (0)
15 (0)
25(7)
22 (11)
15(7)
25 (20)
22 (15)
15 (6)
25 (20)
22 (20)
15 (15)
25 (0)
22 (0)
15 (0)

maximum

0.29,4.14
0.19, 8.50
0.07, 8.50
0.50, 6.00
0.36, 3.86
029,211
0.00, 4.00
0.00, 8.00
0.00, 1.00
171, 6.14
1.56, 10.50
0.86, 10.50
0.07,0.29
0.01,0.14
0.01,0.14
0.00, 0.07
0.00, 0.15
0.02, 0.07
0.00, 0.07
0.00, 0.07
0.00, 0.00
1.86 6.21
1.64, 10.64

0.93, 10.64

Mean (SD)

0.53 (0.84)
0.86 (1.93)
0.82 (2.16)
0.87 (1.24)
0.75 (0.97)
0.56 (0.71)
0.62 (1.17)
0.95 (2.02)
0.15 (0.33)
2.02(1.72)
257 (3.02)
1.53 (2.60)
0.08 (0.08)
0.04 (0.05)
0.03 (0.04)
0.01(0.03)
0.02 (0.04)
0.02 (0.03)
0.01(0.03)
0.01 (0.02)
0.00 (0.00)
2.13(1.73)
2.64 (3.04)

1.58 (2.63)

Total

N (N with
zero)

126 (24)
113 (26)
95 (12)
128 (25)
113 (25)
95 (15)
128 (78)
113 (66)
95 (57)
125 (11)
112 (10)
95 (4)
128 (45)
113 (45)
95 (37)
129 (101)
113 (85)
95 (54)
130 (121)
114 (110)
95 (91)
127 (11)
112 (7)
95 (3)

Median,
maximum

0.29,4.14
0.17, 8.50
0.13, 8.50
0.29, 6.33
0.13, 6.43
0.08, 6.12
0.00, 5.51
0.00, 8.00
0.00, 4.30
1.76, 6.63
1.14, 10.50
0.43, 10.50
0.07,0.79
0.03,0.21
0.01, 0.20
0.00, 0.29
0.00, 0.29
0.00, 0.25
0.00, 0.29
0.00, 0.15
0.00, 0.21
1.86, 6.77
1.29, 10.64

0.50, 10.64

Mean (SD)

0.51 (0.62)
0.46 (0.98)
0.34 (0.94)
0.83 (1.35)
0.68 (1.31)
0.49 (0.99)
0.81(1.35)
0.92 (1.61)
0.62 (1.22)
2.18 (1.90)
2.08 (2.38)
1.46 (1.93)
0.08 (0.11)
0.05 (0.05)
0.03 (0.04)
0.02 (0.05)
0.02 (0.05)
0.02 (0.04)
0.01 (0.03)
0.00 (0.02)
0.01 (0.03)
2.26 (1.95)
2.15 (2.39)
1.51(1.96)
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Service model

Q1: Large providers, 24-hour Q2: Small providers, 24-hour Q3: Large providers, not 24-hour Q4: Small providers, not 24-hour

services services services services Total
Number of
Service use item, days before i n, n (n with Median, n (n with Median, n (n with Median, N (N with Median,
utilisation per day death zero) maximum  Mean (SD) zero) maximum Mean (SD)  zero) maximum Mean (SD)  zero) maximum Mean (SD)  zero) maximum Mean (SD)

Outside home

T.oFaICoutside-home 0-14 56 (32) 0.00, 0.06 0.04 (0.21) 18(18) 0.00, 0.00 0.00 (0.00) 34 (27) 0.00,0.26 0.02 (0.06) 25(19) 0.00, 0.29 0.02 (0.06) 133 (96) 0.00,0.29 0.03 (0.06)
Vit 15-28 61(33) 0.00,0.06 0.04(0.21) 17(15 0.00,0.12 0.01(0.03) 16(12) 0.0,0.36 0.05(0.11) 22(16) 0.00,0.07 0.01(0.02) 116 (76) 0.00,0.36 0.03 (0.06)
29-92 52(11) 007,007 0.07 (0.30) 11(8) 0.00, 0.16 0.02 (0.05) 17 (9) 0.00, 0.43 0.10 (0.14) 15 (6) 0.02,0.14 0.04 (0.05) 95(34) 0.03,043 0.07 (0.09)
Overnight stays
Inpatient hospital nights 0-14 56 (41)  0.00, 1.00 0.09 (0.21) 18(15) 0.00,0.58 0.09 (0.21) 34 (26) 0.00,0.93 0.13(0.26) 25(22) 0.00, 0.63 0.06 (0.18) 133 (104 0.00, 1.00 0.09 (0.22)
15-28 61 (45)  0.00, 1.00 0.08 (0.20) 17 (16) 0.00,0.47 0.03(0.11) 16(12) 0.00, 047 0.07 (0.15) 22(19) 0.00, 0.36 (0.03 (0.09) 116 (92) 0.00, 1.00 0.06 (0.16)
29-92 52(31) 0.00,0.80 0.06 (0.15) 11 (10) 0.00, 0.09 0.01(0.03) 17 (14) 0.00,0.16 0.02 (0.05) 15(11) 0.00, 0.57 0.06 (0.15) 95 (66) 0.00,0.80 0.05 (0.13)
Inpatient hospice nights 0-14 56 (44)  0.00, 1.00 0.10 (0.26) 18(17) 0.00,0.14 0.01(0.03) 34 (26) 0.00, 1.00 0.12 (0.27) 25(19) 0.00,0.93 0.11 (0.25) 133 (106) 0.00, 1.00 0.10 (0.24)
15-28 61(51) 0.0, 1.0 0.08 (0.24) 17 (16) 0.00,0.21 0.01(0.05) 16(11) 0.00,0.79 0.14 (0.26) 22(18) 0.00, 0.93 (0.07 (0.21) 116 (96) 0.00, 1.00 0.08 (0.22)
29-92 52(43) 0.00, 045 0.02 (0.07) 11(8) 0.00, 0.50 0.05 (0.15) 17 (13) 0.00,0.33 0.03(0.09) 15(12) 0.00,0.18 (0.02 (0.05) 95 (76)  0.00, 0.50 0.03 (0.08)
Inpatient care/nursing ~ 0-14 56 (51) 0.00, 0.66 0.03(0.12) 18(18) 0.00, 0.00 0.00 (0.00) 34(33) 0.00,0.34 0.01 (0.06) 25(25) 0.00,0.00 0.00 (0.00) 133 (127) 0.00, 0.66 0.02 (0.08)
home nights 15-28 61(56) 0.00,0.37 0.02 (0.07) 17 (17) 0.00, 0.00 0.00 (0.00) 16 (15) 0.00, 0.59 0.04 (0.15) 22(22) 0.00, 0.00 0.00 (0.00) 116 (110) 0.00,0.59 0.01 (0.07)
29-92 52 (49) 0.00,0.11 0.00 (0.02) 11(11) 0.00, 0.00 0.00 (0.00) 17 (16) 0.00, 0.85 0.05 (0.21) 15(15) 0.00, 0.00 0.00 (0.00)  95(91) 0.00,0.85 0.01 (0.09)
Total inpatient nights 0-14 56 (26)  0.05, 1.00 0.22 (0.32) 18(14) 0.00,0.58 0.10 (0.21) 34 (18) 0.00, 1.00 0.26 (0.34) 25(16) 0.00,0.93 0.18 (0.28) 133 (74) 0.00, 1.00 0.20 (0.31)
15-28 61(33) 0.00, 1.00 0.18 (0.30) 17 (15) 0.00, 047 0.04 (0.12) 16 (7) 0.05, 1.00 0.24 (0.32) 22(15) 0.00,0.93 0.10 (0.22) 116 (70) 0.00, 1.00 0.15 (0.27)
29-92 52(24) 0.01,088 0.09 (0.16) 11 (7) 0.00, 0.50 0.06 (0.15) 17 (9) 0.00, 0.85 0.10 (0.21) 15 (8) 0.00, 0.57 0.08 (0.15) 95 (48) 0.00,0.88 0.09 (0.17)

Telephone calls

Telephone calls with ~ 0-14 56 (39) 000,024  002(006) 18(7)  0.07,050 0.12 (0.16) 33(24) 0.0, 0.29 0.05(0.08) 25(10) 0.07, 0.50 0.08(0.11) 132(80) 0.00,0.50 0.05 (0.10)
doctor 15-28 61(40) 000,021  002(004) 17(7)  0.05,029 006 (0.08) 16(9)  0.00,0.27 0.04 (0.08) 22(10) 0.1, 0.29 0.05(0.08) 116 (66) 0.00, 0.29 0.04 (0.06)
29-92 52(22) 001,014  003(0.04) 11(4) 003,029 007 (009 17(7) 003,021 0.03(0.05) 15(5)  0.04,0.29 005 (0.07) 95(38) 0.02,0.29 0.04 (0.05)

Total telephone calls ~ 0-14 56(25) 003,136  0.13(025 18(3)  0.31,9.00 0.85(206) 34(8) 021,214 046 (0.61) 25(5)  0.24,1.43 0.34(0.34) 133(41) 0.14, 9.00 0.35 (0.86)
(doctors and other) 15-28 61(19) 006,136  0.12(024) 17(3)  0.08, 143 027 (0.40) 16(4)  0.18,2.14 0.43(0.65) 22(5)  0.14,0.86 0.22(0.26) 116 (31) 007,2.14 0.20 (0.36)
29-92 52(3) 007,031  009(007) 11(2) 007,200 046 (0.69) 17(0)  0.20,1.97 0.32(045) 15(1)  0.11,057 0.18(0.18) 95(6)  0.08, 2.00 0.19 (0.33)

continued
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TABLE 87 Utilisation per day of services by three time periods (0-14, 15-28 and > 28 days) and service model (continued)

Service model

Q1: Large providers, 24-hour Q2: Small providers, 24-hour Q3: Large providers, not 24-hour

services services services
Number of
days before n (n with Median, n (n with Median, n (n with Median,
utilisation per day death zero) maximum Mean (SD) zero) maximum Mean (SD)  zero) maximum Mean (SD)

Grand total formal care

Q4: Small providers, not 24-hour

services

n (n with Median,

zero)

maximum Mean (SD)  zero)

N (N with Median,

maximum Mean (SD)

Total events (ir.l home, 0-14 51(0) 1.09,7.43 2.00 (1.93) 17 (0) 4.31,12.86 4.88 (2.44) 34 (0) 271,771 3.25(1.94) 25(0) 221,671 268 (1.71) 127 (0)  2.36,12.86 2.85 (2.16)

;);’;srf]g:em;”r;ghts, 15-28 58 (0) 1.00, 8.58 1.85(2.09) 16 (0) 4.13,843 4.08 (2.20) 16 (0) 2.54,7.71 2.91(1.96) 22(0) 2.04,11.21 2.98 (3.06) 112 (0) 161, 1121 2.54 (2.42)
29-92 52 (0) 0.62,5.77 1.16 (1.45) 11(0) 450, 8.43 4.30 (2.08) 17 (0) 150, 6.22 2.35(1.58) 15(0) 1.07,11.21 188(272) 95(0) 0.93 1121 1.85 (2.04)

Informal care

Informal care: total 0-14 56 (18) 2.79,6371  9.87 (13.30) 18 (4) 12.39,48.00 16.16 (13.38) 34 (0) 24.00,50.00 21.97(9.78) 25(1) 24.00, 66.00 27.79 (14.50) 133 (23) 20.00, 66.00 17.18 (14.46)

hours 15-28 61(11) 1029, 3243 11.06 (9.29) 17 (3) 12.00,48.00 15.87 (13.60) 16 (0) 24.00, 44.00 19.96 (10.28) 22 (0) 24.00,31.00 23.14(6.02) 116 (14) 15.50,48.00 15.28 (10.75)
29-92 52 (3) 6.22,56.00 10.05 (10.39) 11 (1) 22.00,30.41 15.42(12.41) 11(0) 24.00,42.00 20.82(9.64) 15(1) 24.00,31.13 2147 (878) 95(5) 12.00, 56.00 14.40 (11.32)

Q, quadrant.

a Nursing, all grades, includes HCAs, day and night; double-hander visits count as two.
b Personal caring, includes day and night.
¢ Out-of-home contacts include visits to GP, hospital/hospices for consultations or treatments, complementary therapies, day hospital.
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Appendix 21 Box plots for hospice service
use by individual hospice at home services
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FIGURE 24 Visits per day: nursing and social care. Boxes show IQR with median bar inside. Whiskers are minimum to
maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of the box; extreme outliers
(asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers to enable
identification of repeat outliers over time.
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Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.
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FIGURE 25 Visits per day: excluding inpatient stays and informal care. Boxes show IQR with median bar inside. Whiskers
are minimum to maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of the box;
extreme outliers (asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers
to enable identification of repeat outliers over time.
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FIGURE 26 Visits per day: informal caring. Boxes show IQR with median bar inside. Whiskers are minimum to maximum,
after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of the box; extreme outliers (asterisks)
are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers to enable identification of
repeat outliers over time.
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Appendix 22 Box plots for hospice service
use by hospice at home model
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FIGURE 27 Proportions of in-home care that are provided by community/district nursing teams. Boxes show IQR with
median bar inside. Whiskers are minimum to maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs
from the end of the box; extreme outliers (asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers
are attached to outliers to enable identification of repeat outliers over time.
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Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.
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FIGURE 28 Proportions of in-home care that are provided by HAH teams. Boxes are IQR with median bar inside.
Whiskers are minimum to maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of
the box; extreme outliers (asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached
to outliers to enable identification of repeat outliers over time.
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FIGURE 29 Proportions of in-home care that are provided by social service personal caring teams. Boxes are IQR with
median bar inside. Whiskers are minimum to maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs
from the end of the box; extreme outliers (asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers
are attached to outliers to enable identification of repeat outliers over time.
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Appendix 23 Cost per day for each
service use item by three time periods and
service model
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TABLE 88 Cost per day for each service use item by three time periods (0-14, 15-28 and > 28 days) and service model

Cost (£) per day

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, not Q4: Small providers, not
Number of 24-hour services 24-hour services 24-hour services 24-hour services
days before
Service use item death Median  Mean (SD) Median  Mean (SD) Median  Mean (SD) Median  Mean (SD) Median  Mean (SD)
In home
C.o.mranunity nursing 0-14 50 341 9.81(13.89) 17 18.07 23.88 (20.76) 34 9.86 14.37 (14.32) 25 8.21 12.60 (19.25) 126 6.86 13.49 (16.63)
vitts 15-28 59 1.64 6.02 (11.07) 16 19.98 24.98 (21.41) 16 531 12.52 (16.34) 22 4.45 20.45 (45.97) 113 4.00 12.43 (24.77)
29-92 52 1.66 3.74 (5.41) 11 9.86 18.66 (19.98) 17 3.83 5.07 (2.66) 15 1.72 19.57 (51.70) 95 294 8.20 (22.45)
Hospice nursing visits® 0-14 52 0.90 7.87 (18.89) 17 40.50 37.37 (24.98) 34 9.11 18.87 (24.31) 25 6.75 11.77 (16.85) 128 4.82 15.47 (22.89)
15-28 59 0.55 4.28 (12.79) 16  35.80 37.50 (30.92) 16 2.94 6.30 (8.11) 22 481 10.17 (13.11) 113 1.93 10.42 (19.51)
29-92 52 0.67 2.41 (6.43) 11 26.02 35.82 (27.65) 17 6.18 7.60 (6.69) 15 3.86 7.57 (9.63) 95 1.29 8.02 (15.27)
Personal carer visits’ 0-14 56 0.00 22.75 (49.89) 18 0.00 18.49 (34.75) 34 16.57 35.45 (41.02) 25 0.00 17.99 (33.98) 133 0.00 24.52 (43.22)
15-28 61 0.00 28.90 (55.66) 17 0.00 9.83(23.87) 16 29.71 44.18 (44.47) 22 0.00 27.65 (58.67) 116 0.00 27.97 (51.65)
29-92 52 0.00 16.59 (37.25) 11 0.00 30.81 (82.53) 17 19.33 36.67 (40.87) 15 0.00 4.31 (9.44) 95 0.00 19.89 (43.41)
Tota[ commt{nity and 0-14 50 17.23 42.98 (61.15) 17 7521 80.83 (36.26) 34 59.30 68.69 (55.44) 25 32.64 42.36 (37.66) 126 40.43 54.90 (54.31)
gZiscl)?aln:;:ilr?gg \E/ai:?ts 15-28 59 6.52 40.17 (62.83) 16 61.14 72.92 (40.43) 16 35.75 63.00 (58.91) 22 34.66 58.27 (73.44) 113 27.93 51.56 (62.45)
29-92 52 4.60 22.74 (40.21) 11 57.54 85.29 (74.91) 17 32.37 49.34 (39.84) 15 18.25 31.45 (57.11) 95 12.22 36.12 (51.45)
GP home visits 0-14 52 0.60 5.53(9.79) 17 5.57 8.30 (6.79) 34 5.57 7.50 (9.95) 25 5.57 6.58 (5.97) 128 5.57 6.63 (8.82)
15-28 59 2.39 3.47 (4.39) 16 3.16 3.70 (4.36) 16 348 3.87 (3.13) 22 0.40 3.27 (4.10) 113 2.39 3.52 (4.12)
29-92 52 0.38 1.75 (2.95) 11 3.66 3.03 (2.50) 17 2.60 2.56 (2.38) 15 1.00 2.13(3.16) 95 1.00 2.10 (2.84)
Other health-/social 0-14 53 0.00 0.58 (1.51) 17 0.00 1.13(2.77) 34 0.00 2.02 (3.94) 25 0.00 0.60 (1.28) 129 0.00 1.04 (2.57)
care professional visits
15-28 59 0.00 0.59 (1.42) 16 0.00 0.60 (2.41) 16 0.23 2.18 (3.83) 22 0.00 1.17 (2.09) 113 0.00 0.93 (2.22)

29-92 52 0.00 0.58 (1.02) 11 0.00 0.19 (0.64) 17 1.43 2.63 (3.19) 15 0.70 1.01(1.22) 95 0.00 0.97 (1.79)
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Cost (£) per day

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, not Q4: Small providers, not
Number of 24-hour services 24-hour services 24-hour services 24-hour services
days before
Service use item death Median Mean (SD) Median Mean (SD) Median Mean (SD) Median Mean (SD) Median Mean (SD)
Charity/voluntary visits 0-14 54 0.00 0.02 (0.16) 17 0.00 0.10 (0.42) 34 0.00 0.10 (0.59) 25 0.00 0.29 (0.64) 130 0.00 0.10 (0.45)
15-28 60 0.00 0.01 (0.07) 16 0.00 0.00 (0.00) 16 0.00 0.22 (0.89) 22 0.00 0.14 (0.45) 114 0.00 0.06 (0.39)
29-92 52 0.00 0.10 (0.56) 11 0.00 0.47 (1.55) 17 0.00 0.12 (0.49) 15 0.00 0.00 (0.00) 95 0.00 0.13 (0.70)
Total inside-home visits 0-14 50 23.76 49.38 (63.95) 17 82.07 90.36 (34.16) 34 69.56 78.42 (61.17) 25 41.61 49.82 (38.46) 126 53.54 62.83 (57.44)
15-28 58 11.08 45,01 (64.61) 16 67.60 77.22 (41.26) 16 40.45 69.27 (60.89) 22 40.24 62.85 (74.67) 112 33.48 56.58 (63.97)
29-92 52 7.85 25.16 (40.86) 11 59.28 88.98 (75.77) 17 39.61 54.65 (40.33) 15 18.25 34.59 (59.34) 95 14.71 39.32 (52.57)

Outside home

Tp?alcoutside-home 0-14 56 0.00 5.06 (8.23) 18 0.00 0.00 (0.00) 34 0.00 2.88 (6.66) 25 0.00 3.16 (8.46) 133 0.00 3.46 (7.43)
vitts 15-28 61 0.00 5.17 (7.83) 17 0.00 0.72 (2.05) 16 0.00 6.18 (11.53) 22 0.00 1.32(2.79) 116 0.00 3.93 (7.46)
29-92 52 7.56 7.90 (8.08) 11 0.00 2.32 (4.76) 17 0.00 10.28 (14.40) 15 0.87 3.98 (5.66) 95 3.60 7.06 (9.18)
Overnight stays
Inpatient hospital nights 0-14 56 0.00 28.32 (60.43) 18 0.00 27.93 (64.80) 34 0.00 42.37 (86.54) 25 0.00 20.6 (58.62) 133 0.00 30.41 (67.95)
15-28 61 0.00 26.82 (60.65) 17 0.00 9.20 (37.95) 16 0.00 24.06 (50.01) 22 0.00 9.08 (27.00) 116 0.00 20.49 (51.43)
29-92 52 0.00 22.67 (46.44) 11 0.00 2.68 (8.88) 17 0.00 7.22 (19.01) 15 0.00 21.57 (50.98) 95 0.00 17.42 (41.10)
Inpatient hospice nights 0-14 56 0.00 31.94 (77.56) 18 0.00 2.50 (10.62) 34 0.00 42,05 (88.21) 25 0.00 37.98 (82.47) 133 0.00 31.68 (76.51)
15-28 61 0.00 25.49 (72.58) 17 0.00 4.17 (17.20) 16 0.00 46.50 (85.07) 22 0.00 24.24 (69.07) 116 0.00 25.03 (68.80)
29-92 52 0.00 7.66 (22.62) 11 0.00 20.03 (50.08) 17 0.00 11.38 (29.08) 15 0.00 5.81(15.52) 95 0.00 9.47 (27.24)
Inpatieqt care/nursing 0-14 56 0.00 3.29 (12.55) 18 0.00 0.00 (0.00) 34 0.00 1.18 (6.87) 25 0.00 0.00 (0.00) 133 0.00 1.69 (8.92)
home nights 15-28 61 0.00 1.79 (7.42) 17 0.00 0.00 (0.00) 16 0.00 4.40 (17.61) 22 0.00 0.00 (0.00) 116 0.00 1.55 (8.44)
29-92 52 0.00 0.22 (1.50) 11 0.00 0.00 (0.00) 17 0.00 5.92 (24.42) 15 0.00 0.00 (0.00) 95 0.00 1.18 (10.38)
Total inpatient nights 0-14 56 27.84 63.56 (90.32) 18 0.00 30.43 (64.52) 34 0.00 85.60 (109.42) 25 0.00 58.59 (92.77) 133 0.00 63.78 (93.66)
15-28 61 0.00 54.10 (89.00) 17 0.00 13.37 (40.67) 16 28.05 74.97 (90.95) 22 0.00 33.33 (70.99) 116 0.00 47.07 (81.85)
29-92 52 2.89 30.55 (51.64) 11 0.00 22.71 (49.69) 17 0.00 24.52 (37.34) 15 0.00 27.38 (50.71) 95 0.00 28.06 (46.36)
continued
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TABLE 88 Cost per day for each service use item by three time periods (0-14, 15-28 and > 28 days) and service model (continued)

Cost (£) per day

Service model

Q1: Large providers, Q2: Small providers, Q3: Large providers, not Q4: Small providers, not
Number of 24-hour services 24-hour services 24-hour services 24-hour services
days before
Service use item death Median Mean (SD) Median Mean (SD) Median Mean (SD) Median Mean (SD) Median Mean (SD)

Telephone calls

Telephone calls with 0-14 56 0.00 0.36 (0.78) 18 1.07 1.86 (2.36) 33 0.00 0.68 (1.25) 25 1.07 1.22 (1.64) 132 0.00 0.81 (1.46)

doctor 15-28 61 0.00 0.37 (0.65) 17 0.71 0.89 (1.14) 16 0.00 0.66 (1.14) 22 0.16 0.81(1.18) 116 0.00 0.57 (0.94)
29-92 52 0.20 0.38 (0.54) 11 0.41 1.03 (1.33) 17 0.44 0.52 (0.78) 15 0.62 0.79 (1.08) 95 0.23 0.54 (0.82)

Total telephone calls 0-14 56 0.26 1.20 (2.25) 18 3.39 7.64 (17.28) 33 171 4.00 (5.35) 25 271 3.33(3.43) 132 1.18 3.18 (7.39)

(doctors and other)
15-28 61 0.50 1.12 (2.13) 17 1.07 2.61 (3.65) 16 1.76 3.74 (5.62) 22 1.37 2.15 (2.55) 116 0.73 1.90 (3.23)
29-92 52 0.59 0.86 (0.78) 11 1.07 4.19 (5.83) 17 1.86 2.81 (3.63) 15 1.14 1.80 (1.85) 95 0.78 1.74 (2.84)

Grand total formal care

Total events (ir.l home, 0-14 50 85.80 114.94 (88.75) 17 97.85 119.32 (70.49) 33 169.71 170.61 (97.53) 25 89.86 114.90 (88.95) 125 104.57 130.22 (91.28)

?;Zgrf\:r?;nczllr:)ghtsy 15-28 58 64.55 103.12 (94.20) 16 85.35 84.86 (45.29) 16 167.41 154.15 (74.18) 22 74.36 99.65 (85.26) 112 80.08 107.12 (85.81)
29-92 52 40.73 64.47 (62.29) 11 102.34 118.20 (83.96) 17 88.69 92.27 (50.79) 15 43.50 67.75 (77.75) 95 56.07 76.18 (67.34)

Informal care

Informal care 0-14 56 80.79 286.33(385.84) 18  359.39 46872 (388.02) 34  696.00 637.03(283.50) 25  696.00 805.95 (420.64) 133  580.00 498.34 (419.22)
15-28 61 29829 320.66 (269.51) 17  348.00 460.10 (394.31) 16  696.00 578.83 (298.15) 22 696.00 671.14 (174.70) 116  449.50 443.18 (311.77)
29-92 52 18044 29147 (301.17) 11  638.00 447.19 (359.77) 17  696.00 603.92 (279.65) 15  696.00 622.68 (254.68) 95  348.00 417.71 (328.40)

Total formal and informal care

Total cost (formal and 0-14 50 24654 424.02 (399.82) 17 54186 615.61(392.51) 33 84055 804.97 (294.05) 25  849.25 920.85 (412.74) 125 73846 650.02 (424.58)
informal care)
15-28 58  395.68 434.09 (266.32) 16  458.89 573.71(393.07) 16  753.89 732.99 (286.92) 22  770.36 77079 (173.12) 112  584.16 562.87 (309.06)
29-92 52 247.62 355.94 (309.34) 11 72838 565.39 (379.91) 17 74971 696.19 (259.86) 15  734.29 690.43 (245.28) 95  511.36 493.89 (335.29)

Q, quadrant.

a Nursing, all grades, includes HCAs, day and night; double-hander visits count as two.

b Personal caring, includes day and night.

¢ Out-of-home contacts include visits to GP, hospital/hospices for consultations or treatments, complementary therapies, day hospital.
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Appendix 24 Box plots for hospices’
summary costs by three time periods

Mean total cost (£) of nursing and social care visits, including night sits, per day
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FIGURE 30 Costs: all nursing, including night shifts. Boxes show IQR with median bar inside. Whiskers are minimum to
maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of the box; extreme outliers
(asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers to enable
identification of repeat outliers over time.

Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social
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FIGURE 31 Costs: all formal care, including inpatient care. Boxes show IQR with median bar inside. Whiskers are
minimum to maximum, after excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of the box;
extreme outliers (asterisks) are > 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers
to enable identification of repeat outliers over time.
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FIGURE 32 Costs: informal caring. Boxes show IQR with median bar inside. Whiskers are minimum to maximum, after
excluding all outliers. Outliers (small circles) are 1.5-3 IQRs from the end of the box; extreme outliers (asterisks) are

> 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers to enable identification of
repeat outliers over time.
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> 3 IQRs from the end of the box. Q, quadrant. Patient identifiers are attached to outliers to enable identification of
repeat outliers over time.
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Appendix 25 Costs per day of main items of
service use by time period and service model
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TABLE 89 Costs per day (2019 GBP) of main items of service use by time period and service model

Items of service use

Days before death

All nursing and personal 0-14
care

15-28

29-92

All formal health, social, 0-14
voluntary care’

15-28

29-92

Informal care 0-14

15-28

29-92

Total formal and 0-14
informal care

15-28

29-92

Model 1: Large providers, 24-hour
services

n

50

59

52

50

58

52

56

61

52

50

58

52

Median

17.23

6.52

4.60

85.80

64.55

40.73

80.79

298.29

180.44

246.54

395.68

247.62

Mean

42.98

40.17

2274

114.94

103.12

64.47

286.33

320.66

291.47

424.02

434.09

355.94

SD

61.15

62.83

40.21

88.75

94.20

62.29

385.84

269.51

301.17

399.82

266.32

309.34

Model 2: Small providers, 24-hour
services

n

17

16

11

17

16

11

18

17

11

17

16

11

Median

7521
61.14
57.54
97.85
85.35
102.34
359.39
348.00
638.00
541.86
458.89

728.38

Mean

80.83

72.92

85.29

119.32

84.86

118.20

468.72

460.10

447.19

615.61

573.71

565.39

sD

36.26

40.43

74.91

70.49

45.29

83.96

388.02

394.31

359.77

39251

393.07

379.91

Model 3: Large providers, not 24-hour
services

n

34

16

17

33

16

17

34

16

17

33

16

17

Median
59.30
35.75
32.37

169.71

167.41
88.69

696.00

696.00

696.00

840.55

753.89

749.71

Mean

68.69

63.00

49.34

170.61

154.15

9227

637.03

578.83

603.92

804.97

732.99

696.19

sD

55.44

58.91

39.84

97.53

74.18

50.79

283.50

298.15

279.65

294.05

286.92

259.86

Model 4: Small providers, not 24-hour
services

22

15

25

22

15

25

22

15

25

22

15

Median
32.64
34.66
18.25
89.86
74.36
43.50

696.00

696.00

696.00

849.25

770.36

734.29

Mean

42.36

58.27

3145

114.90

99.65

67.75

805.95

671.14

622.68

920.85

770.79

690.43

SD

37.66

73.44

57.11

88.95

85.26

77.75

420.64

174.70

254.68

412.74

173.12

245.28

0.001

0.002

<0.0005

0.044

0.050

0.017

<0.0005

<0.0005

<0.0005

<0.0005

<0.0005

<0.0005

a
b

Kruskal-Wallis test of significant difference between models. The null hypothesis of equivalence between models 1, 2, 3 and 4 is rejected for each of the four costs in each of the three time periods.

Includes nursing and inpatient stays.
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Appendix 26 Interview breakdown by
quadrant and site

TABLE 90 Number of interviews by interviewee group and service quadrants

Service model

Interviewee group Q1
Carer 28 17 4 9
Service provider 20 29 8 19
Commissioner 4 2 0 3
Q, quadrant.
Copyright © 2022 Butler et al. This work was produced by Butler et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social 263
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TABLE 91 Number of interviews by interviewee group and case study site

Site
Interviewee group Acacia Camellia Dahlia Echinacea
Carer 0 1 7 7
Service provider 5 4 6 6

Commissioner 1 0 0 1

Gardenia

Hyacinth

Lavender

Marigold

Peony

Violet

Wisteria
4
8
0

Xyris
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Appendix 27 Carer interviewee
characteristics

Characteristics of the interviewed carers

® Carer relationship to patient: 33.3% wives to patient, 19.3% husbands, 1.8% partners, 14.0%
daughters, 14.0% sons, 5.3% daughters-in-law, 1.8% sons-in-law, 5.3% friends, 3.5% sisters and 1.8%
with status unknown.

® Carer living situation: 75.4% lived with the patient, 24.6% did not.

® Carer marital status: 3.5% were in a relationship, 80.7% were married, 10.5% were single and 5.3%
were widowed.

® Carer education: 33.3% were educated to General Certificate of Secondary Education (GCSE) level
or less, 1.8% had completed Advanced Levels (A Levels), 26.3% had completed vocation or college,
12.3% were educated to undergraduate level and 26.3% were educated to postgraduate level.

Characteristics of the patients interviewed carers looked after

® Patient gender: 52.6% female, 47.4% male.

® Patient age: average age was 75.5 years, with a minimum of 42 and a maximum of 98 years.

® Patient marital status: 1.8% were in a relationship, 63.2% were married, 12.3% were single, 21.1%
were widowed, 1.8% had unknown status.

® Patients had diverse life-limiting conditions (51 different conditions across 58 patients discussed in
interviews): 71.9% had cancer (highly diverse types), 7.1% had dementia (various types), 1.8% had
cirrhosis of the liver, 3.5% had chronic obstructive pulmonary disease, 5.3% had heart failure, 3.5%
had liver failure, 1.8% had Parkinson’s disease, 1.8% had other diagnoses and 3.5% had no data on
life-limiting conditions.

® Patient education: 36.8% were educated to GCSE level or less, 3.5% were educated to A Levels,
31.6% had completed vocation or college, 7.0% were educated to undergraduate level, 10.5% were
educated to postgraduate level and 10.5% had no data on educational level.

® Patient living arrangements: 15.8% lived alone, 19.3% lived with a child/children, 57.9% lived with a
spouse or partner and 7% lived with others.

® Preferred place of death: 63.2% wanted to die at home, 10.5% at a hospice, 3.5% either at home or
at a hospice, and PPOD was not known for 21.1%.
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Appendix 28 Site descriptions and
patient flows

Acacia (quadrant 1)

Overview
The Acacia HAH site was a large, 24-hour service. It served a mixed population of 940,000 people,
covering both urban and rural areas.

Funding
Forty-four per cent of funding for the service was charitable. There was some CCG funding for one
specific geographical area covered.

Use of volunteers
The wider hospice had volunteers, but they were not, at the time, used within the HAH service.

Wider hospice organisation structure and where hospice at home fitted

The hospice organisation offered community care, specialist palliative care home care, an inpatient unit,
a day centre, counselling services, patient and family care, a lymphoedema service and 24/7 telephone
support. The inpatient unit had 23 beds (12 commissioned by the CCG).

Hospice at home service operations

Staffing
The service employed a mix of qualified nurses (n = 12 at the beginning of the study) and HCAs (n= 15
at the beginning of the study).

Eligibility

Patients deemed to be in the last 2-3 weeks of life were eligible for the HAH service. Before referral,
patients must have a ‘do not attempt cardiopulmonary resuscitation’ decision in place, have had end-of-life
discussions and ‘just-in-case medications’ (anticipatory medications for EOLC) and community prescription
chart completed. The service accepted patients who had not had an application for NHS CHC funding
completed, although the preference was that DNs would have completed it prior to referral.

The service received 739 referrals in 2018/19. Any HCP could make referrals, but patient self-referrals
were also accepted. The service aimed to respond to a new referral within 4 hours.

Care

The service provided a night-sitting service for families, with the staff member remaining in the home
overnight. No equivalent daytime care service was provided; RNs worked during the day to co-ordinate
with other services and to liaise with families. Assessments were made during the day, but personal
care was not undertaken. At night, there were typically five or six HCAs providing care to families,
with one nurse covering the shift who was mobile and responded as needed. Hands-on care was
provided between 22.00 and 07.00. Access to psychosocial support and respite care was also available.
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Camellia (quadrant 1)

Overview
The Camellia site was a large, 24-hour service. This service served a mixed population of 162,000 people,
covering both urban and rural areas.

Other services in the area
The HAH service had a formal partnership with a national charity that delivered HAH care between
the hours of 16.00 and 23.00. The local district nursing service was not a 24-hour service.

Funding

The main source of funding for the service was charitable, with 36% of hospice funding coming
from the CCG. The service was part commissioned by the CCG to deliver HAH services to patients
registered with local GPs. The service was, at the time of the study, funded to cover only part of the
whole CCG area.

Use of volunteers
The hospice had volunteers, but they were not, at the time, used within the HAH service.

Wider hospice organisation structure and where hospice at home fitted

The HAH team sat alongside other hospice community nursing teams, for example its community-based
palliative care specialist nurses. The service manager was line managed by the clinical director of services
(as were the other community nursing team leaders). There was an inpatient unit with 18 beds.

Hospice at home service operations

The service was intended to provide short-term input only, serving families for around 1 week,
either at the very end of life or to provide support through a care crisis. The aim was to provide a
comprehensive assessment of need and to make the appropriate referrals to get care in place for the
longer term.

Staffing
Staffing was provided by qualified nursing staff (n = 9) and HCAs (n = 8). The HAH service was also
staffed by the national charity nursing staff (n = 1) who covered the evening shift.

Eligibility
The service accepted referrals for patients in two main groupings:

1. the last week of life
2. the last 12 months of life to support an acute episode (e.g. pain, carer fatigue).

A total of 442 referrals were received per year. Referrals came from other HCPs, including GPs, DNs,
the wider hospice and community health services. Referrals were categorised according to clinical need
and response time: a response within 4 hours, within 24 hours or within 2 days. The service reported a
100% success rate in meeting these wait times.

Care

The first visit comprised a comprehensive community assessment and was always conducted by a nurse.
The inclusion of nurse prescribers on the team meant that the service was able to respond to medication
requests, to administer medication and to set up syringe drivers. The HCAs delivered personal care.
Hands-on care was provided 24/7. Hands-on care, psychosocial support and respite care were provided.

The hospice bereavement team made contact after the death. This was a hospice-wide service, rather
than a HAH-specific service.
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Echinacea (quadrant 1)

Overview

The Echinacea site was based in an independent hospice. It provided care to a population of just

over 270,000 people in a mainly urban area. The population was mostly white British; 18% were aged
> 65 years; and there were mixed levels of deprivation, albeit more well-off than deprived people.

Other services in the area
The area had a 24-hour community nursing service, rapid-response service and community neurological
service. Two inpatient facilities for non-palliative patients were run by the community provider.

Funding
The hospice raised 74% of its total income from voluntary activities and trading; 26% came from NHS
funding. The local CCG commissioned seven hospice beds.

Use of volunteers

The hospice used volunteers across all services and was the only site that employed a small number of
care volunteers as part of HAH. Befrienders visited the home but did not carry out any hands-on care,
whereas care volunteers had a care certificate of basic HCA competencies and could do hands-on
tasks, but always visited with another staff member.

Wider hospice organisation structure and where hospice at home fitted

The purpose-built inpatient unit had 7-12 beds, depending on demand. The service provided day
therapy, outpatient services, well-being services (including a Living Well programme, volunteer
befrienders and complementary therapies), support for carers and spiritual care. Occupational therapy
and physiotherapy were available across all services and the therapists could visit patients at home.
The service had access to an external speech and language therapist. The well-being service also
provided bereavement support.

Patients/carers could access (by telephone) a duty nurse 7 days per week, 09.00-17.00; from 17.00 to
08.00, calls were diverted to the ward and dealt with by an inpatient unit nurse.

Hospice at home service operations

Staffing

The HAH service was originally staffed solely by CNSs, but had evolved into four geographical teams
consisting of a CNS, RNs and HCAs, although staff worked across geographical boundaries when
necessary. More than 2000 patients were cared for in their own homes in 2018/19. At the start of the
study, the service was staffed by approximately 4.6 CNSs, 4 RNs, 5 HCAs and 2 or 3 care volunteers.

Care

The HAH service provided short-term support with personal care while awaiting NHS CHC funding.
Once NHS CHC funding was agreed, patient care was passed on to its long-term care provider;
patients could receive up to four visits per day and two night sits per week. The HAH service also
provided a crisis support service whereby respite and night sits were provided.

Bereavement care
Post bereavement, carers were telephoned by the bereavement team and offered follow-up.
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Peony (quadrant 1)

Overview

The Peony site was based at a purpose-built hospice. It provided care to a population of > 1 million people
living in largely urban areas. The area had a high proportion of people aged > 65 years (18%); most identified
as white British and had mixed levels of deprivation, albeit there were more well-off than deprived people.

Other services in the area

There was some variation between localities in terms of district nursing and hospice night-time cover.

The night response service was partly commissioned by the CCGs (22.00-07.00) and covered two localities
(as the other two localities had night district nursing services); it was staffed by one band 5 or 6 specialist
nurse with a HCA and included a night-sit service in one of the localities. The HAH service provided cover
when the DN service did not, and this involved seeing non-hospice patients to avoid hospital admission.

Funding
The NHS contributed 22% in 2018/19, with the hospice having raised the remaining 78% of their
income. Of the total budget, 37% provided care in the home.

Use of volunteers
Volunteers were employed across most services, including a Compassionate Neighbours scheme,
but do not come under the remit of HAH.

Wider hospice organisation structure and where hospice at home fitted

The term HAH referred to the whole community service, rather than specifically to HAH activities as
defined by other case study sites. There was some variation in service provision between localities in
order to mesh with other services. The organisation had a 20-bed inpatient unit (none of the beds was
CCG funded). Staff included medical consultants, specialist palliative nurses, occupational therapists,
physiotherapists, social workers, chaplains and carer companions. There was a well-being centre
providing day services and a bereavement team.

Hospice at home service operations

Staffing

Each of the four localities (reflecting CCG boundaries) had an integrated team led by a CNS and
comprising nursing staff (band 6 or 7), a physiotherapist, an occupational therapist, a social worker and
a social work assistant. In 2018/19, 2165 referrals for HAH were received.

The staffing varied across localities but, collectively, the four localities were staffed by approximately:

fourteen full-time equivalent (FTE) CNSs

seven FTE specialist nurses

two band-5 nurses

four FTE HCAs

three social workers

one or two FTE physiotherapists and occupational therapists.

Care

The HAH team provided CNS advice at home, provided personal care via HCAs and liaised with other
services (including DNs and other community nursing teams). The specialist nurses were able to
manage syringe drivers. When eligible, patients usually received one or two calls per day from a HCA.
Patients did not need to have NHS CHC funding and could be seen in a crisis by the enhanced support
service, which bridged the gap while awaiting NHS CHC or social services carers to start. This service
provided complex support and short-term support, and aimed to avoid hospital admission.
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Bereavement care

Post bereavement, the CNS telephoned carers and offered a visit. All carers were sent a post-
bereavement pack. Based on clinical experience, the CNS could refer for bereavement support
sooner than the standard 6 months. The bereavement team offered follow-up support including a
bereavement café and other activities.

Dahlia (quadrant 2)

Overview
The Dahlia HAH site was a small, 24-hour service.

This service served a mixed population of 470,000 people, covering both urban and rural areas, and
received 360 referrals per year.

Other services in the area
The service was part of a local hub, which also included a national charity; the hub was NHS led.

Funding

The main source of funding for the service was charitable. At hospice level, a portion of funding was
provided by the CCG (approximately 21%), but the majority was from hospice funds. The CCG funding
was not ring-fenced for a specific purpose; no specific element of hospice provision was commissioned
by the CCG.

Use of volunteers
The hospice had volunteers, but they were not, at the time, used within the HAH service.

Wider hospice organisation structure and where hospice at home fitted

The hospice offered community care, an inpatient unit, a day centre, counselling services and
24/7 telephone support. The inpatient unit had 33 beds. The hospice had two Admiral Nurses, and
offered social work support.

The staff working for the HAH service worked remotely, coming into the main hospice building rarely
(e.g. for training or monthly supervision). The team leader communicated handovers and instructions
for each shift via telephone.

Hospice at home service operations
The HAH team worked closely with the local palliative care co-ordination hub (see above) to provide
services dependent on service availability and patient need.

Staffing

The service was predominantly HCA led, with qualified nursing staff conducting the initial assessments
when a patient was referred to the service. During the study, there were two qualified nurses,

two band-4 administrators/HCAs and 21 HCAs.

Eligibility

The service accepted patients in three categories:
1. terminal = the last week of life

2. pre terminal = the last 2 weeks of life

3. carer crisis = typically the last 2-6 weeks of life, although there is some flexibility (e.g. awaiting a
hospice bed).
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It was a requirement that the hospice palliative care specialist nurses had assessed all patients referred to
the service; as a result, many referrals were made by the palliative care specialist nurse. If a referral came
from another HCP (e.g. a GP, a hospital doctor or the Admiral Nurse), then the palliative care specialist
nurse was asked to assess the patient. The service aimed to respond to a new referral within 4 hours.

Care

There was an early shift, a late shift and a night shift. A single member of staff attended for each shift.
Each shift was allocated on the same day, according to patient need. Families were notified of care
provision on that same day.

Staff members provided physical care for patients and support for the family. The service would cover
nursing homes if needed. Hands-on care was provided 24/7.

Bereavement care
Families were sent a letter at 6 weeks. Those deemed high risk could be contacted earlier. This was a
central hospice bereavement service, rather than HAH specific.

Gardenia (quadrant 2)

Overview

The Gardenia site was in an independent hospice in an urban area with mixed levels of deprivation.
It was part of a care partnership with a national charity and a local NHS foundation trust. It covered
two boroughs, with a population of > 0.5 million people, and provided services to about 2500 adults
each year. The service received about 320 referrals per year. The population was ethnically diverse;
of those receiving any hospice input in 2017/18, one-third were from ethnic minority groups.

Other services in the area

Out-of-hours cover was provided by a district nursing telephone line (20.00-22.00), a twilight service
that provided cover from 17.30 to 22.30, national charity night sitters funded by the care partnership
and based in the hospice 22.00-08.00 and an overnight rapid-response service.

Of note, the two boroughs had different provision of district nursing: one borough had no night
service, whereas the other borough did have a night service.

Funding
The hospice was funded by the CCG to provide rapid response, but outsourced it to the local NHS
trust; it was managed by a band-6 nurse, with a band 4 and HCAs.

The hospice received nearly 40% of its funding from the NHS and the remainder was generated through
fundraising, charity shops and other non-NHS income generation. All HAH patients were NHS CHC funded.

Use of volunteers

Volunteers were not used in HAH but there was an active community of about 450 volunteers
involved in all aspects of hospice service delivery. A Compassionate Neighbours scheme was supported
by several hospices in the area.

Wider hospice organisation structure and where hospice at home fitted

The purpose-built hospice had an inpatient unit of up to 19 beds, a day centre, a lymphoedema service
(provided in one borough only), counselling, a drop-in service, chaplaincy and 24-hour telephone cover.
Respite was offered in the day hospice, or occasionally at home or in the inpatient unit. The hospice
provided occupational therapy, physiotherapy, social work, a drop-in cafe and a day centre 3 days

per week.
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FIGURE 38 Patient flow at the Dahlia site.
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APPENDIX 28

The HAH team was a small 24-hour service funded in one of the two boroughs served by the wider
hospice organisation. Both boroughs had access to specialist palliative care at home, provided by the
CNS team (six in one borough, eight in the other), which was co-located with HAH. CNSs usually
reviewed patients at about 4 weeks, 3 months and 6 months after the initial assessment.

Hospice at home service operations

Staffing

The service was staffed predominantly by HCAs. At the time of the phase 1 survey, it was staffed
by eight HCAs (bands 2 and 3) and two RNs; during data collection, this changed to seven staff
(bands 2-4) and bank staff from the ward.

Care

The HAH service provided personal care for up to 12 weeks, in line with NHS CHC funding.

HCAs visited up to three times per day; for patients with a syringe driver, this was managed by the
HAH nurses, district nursing or rapid-response unit.

Bereavement care
Post bereavement, carers were not routinely telephoned, but carers could be referred to in-house
counsellors (including volunteers) and/or the hospice’s bereavement support group.

Lavender (quadrant 2)

Overview

The Lavender site was a HAH service with inpatient hospice beds within the organisation, in a
mixed-affluence area (with substantial differences in least and most deprived wards within it), covering
both rural and urban areas. The HAH services were categorised as ‘small’, with 100 referrals taken on
per year, serving a population of 248,000. The service provided 24/7 support.

The entire caseload was made up of NHS CHC with statutory funding. It provided highly intensive
service provision (up to four visits per day).

Other services in the area
Seven HAH services were operating in the same area/county. District nursing services were available
24/7 in the area. The HAH service had a strong relationship with commissioners.

Funding

As the HAH service was made up of NHS CHC referrals, the NHS contributed nearly 100% of HAH
funding, but there was supplementation from the wider hospice organisation in order to deliver a
high-quality service.

Use of volunteers

Volunteers worked across most services at the hospice, but not HAH. Volunteers also provided
emotional and practical support to informal carers after bereavement. Volunteer co-ordination was far
removed from HAH in terms of organisational structure.

Wider hospice organisation structure and where hospice at home fitted

The hospice organisation offered HAH, inpatient care, a day hospice, family support and spiritual care,
education and staff support. The service also ran a 24/7 patient line for advice and other emergencies.
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APPENDIX 28

Hospice at home service operations

Staffing

The HAH service was led by HCAs, who provided hands-on care, with nursing staff co-ordinating input
and performing assessments only. HCAs were highly trained, and this was reflected in pay bands.

At entry to phase 2 of the study, the service had nine HCAs (8.2 FTE cumulatively) and three RNs

(2.4 FTE), operating as two geographically defined teams. Towards the end of phase 2, a third team
became operational. HCA recruitment and retention was adequate, with some issues around RN retention.

Care

The HAH team provided 24/7 hands-on care, and was able to assess symptoms and offer fast (< 4 hours)
response in the day. High-intensity visits were provided up to four times per day, with the ability to
respond quickly to changes in need. Operating multiple concurrent teams allowed staff to extend visits in
cases of emergency without failing to visit other patients. The caseload was made up mostly of patients
in the last 3 months of life (in line with NHS CHC funding criteria).

Bereavement care

The HAH service sometimes visited carers post bereavement (often for the primary purpose of
collecting patient notes). Condolence calls were also commonplace, but the HAH service did not offer
formal bereavement support. Bereavement services (including professional individual counselling) were
provided by the hospice.

Violet (quadrant 2)

Overview

The Violet site was a HAH service in a predominantly deprived area with both urban and rural
populations. The HAH services were categorised as ‘small’, with 240 referrals taken on per year,
serving a population of 190,000 people. The service provided 24/7 support.

This service stood out, compared with other case study sites in the following ways. There were no
inpatient beds on the hospice site, which required close relationships with other hospices in the area
that did have inpatient provision. The HAH service ran a joint night-time rapid-response service with
NHS trust staff nurses. Post-bereavement visits by the HAH team were provided for many carers.

Other services in the area

There were other HAH services operating in neighbouring areas. District nursing services were not
available 24/7 in the area. HAH was strongly integrated with other palliative care providers (both
statutory and third sector) in the area.

Funding
NHS funding made up 28% of all hospice income in 2018/19.

Use of volunteers
Volunteers worked across most services at the hospice, but not HAH. There was no befriending
(or similar) volunteer programme.

Wider hospice organisation structure and where hospice at home fitted

The hospice organisation offered HAH, day hospice, a lymphoedema care service, a multitude of family
and bereavement support services (including specialist support for complex issues, pre-bereavement
support, chaplaincy/spiritual support, one-to-one support and group support for adults, and for children
and young people). The hospice did not have inpatient beds.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



“pand 29 3snw uonedlignd ay3 JO |OQ dY3 pue ‘Aleuqi] S|eusnor YHIN - 224nos uoizedlignd ay3 (s)Joyine [euidlio O[3

33 uolINqLIIe 404 */0/AQ/SSUD|/310"SUOWIIOIDAIIRID//:sd1Y 193G ‘panqliie Ajuadoud si )1 jeyy papiaoad asodind Aue uoj pue wnipaw Aue ul uolidepe pue uoldnpoadad
|e120S pue yjjeaH J0j 31eiS JO AIe3audag ayy AQ panss| }0eJ3u0d SUjUOISSILIWOD B JO SWJd) Y} Japun [p 32 J9j3ng Aq paonpoud sem >Jom Siy] ‘v 32 J9jIng Zz0zZ © WySuAdod

‘uoiINLI3SIP ‘@sn pajallsadun syuiIad Yoiym ‘9auadl| 0y Ag DD UOIINGIIIY SUOWWOD) SAI3ES4D) Y3 JO SWIS} 3Y} Japun pajnguisip uoiedlignd sseoy uadQ ue si siy| “aJed

18¢

YO AVSW/0TEE 0T 10d

'd N\ 'd 'd N\ 4 ~\ 4
Referral Triage ] Accepted How is further HAH involvement agreed? Post bereavement
(N J (N (N J (. J (.
Palliative care hub: Referral picked up Before first assessment Follow-up assessments
single point of access by referrals co-ordinator HAH input is guaranteed. In carried out to inform CHC Inpatient Post bereavement:
who conducts triage crisis situations HAH could decisions (not official, but > beds (16) telephone calls and
Who can refer to the respond within an hour feedback common) follow-up visits to
HAH service? Any HCPs May have to seek more Most seen on the same day. collect notes and see
could refer; self-referrals [ clarity from referrer. 9 RN did initial assessments | Nurses reviewed patients every ; how the family were
were possible (usually Fast-track of 24-48 hours and judged intesity of day when providing care (if no doing (soon after
referrals went through could be arranged input, which was then hands-on care was provided, | 3! Death of patient | death). Carers then
DNs) (especially for discharge negotiated with family. All patients reviewed every week) referred for
Care home referrals were from hospital) In cases activities of daily living - pereavem}ent support
considered, but not nursing of self-referral, HAH did assessed Bulk of care given by HCAs. if approprlate
home ones. Although all its own assessment and ~ g HAH worked in close (otherW|§e
referrals needed to have a did not go back to GP/DNs collaboration with DNs, in-house automatically back
CHC status, unofficially b ‘\ | CNSs and other professionals | to DNs)
input could start earlier, A/ .
hop|ng.for back pay (evgn rNot accepting referrals before first assessment was not common, but ) | Agreement reached with patient and family regarding what was needed.
for patients who have died) happened with people who did not need palliative care, were already | Referrals capped acording to capacity, but logged to capture level of need
. 5 in hospital, needed 24/7 care or were out of area. As nearly all 1 (several other HAH providers in area)
What triggers refer'ral. referrals were CHC, they were usually appropriate. Discharge after :
Ca}rgr need for rgsplte, assessment was very rare. Discharge after HAH involvement 1 Change in number of visits could be sorted by HCAs by ringing DNs - RN
crisis :a\nd/gr rapid happened when patients stabilised or moved to another provider 1 input not needed. DNs tended to accept HCA assessment. Referrals
L deterioration ) (e.g. care agency) : could be shared with another provider.
1
If referral was deemed ‘inappropriate’, it went back to referrer : People who were in a place of safety (e.g. hospital): triage deems them as

| in lesser need
No one was discharged after first assessment - at this point !

1
input was guaranteed 1 Service specification said all referrals should be responded to within

| 4 hours (even when the only action was handing back to the referrer).
Patients could be discharged to another service, but HAH kept 1 Service could provide intensive input (e.g. four visits per day)

patients until a suitable provider was found and handed over to

FIGURE 40 Patient flow at the Lavender site.
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Hospice at home service operations

Staffing

The HAH service was led by HCAs. At entry to phase 2 of the study, the service had nine HCAs (eight
FTE cumulatively) and one RN (one FTE). HCAs had opportunities to develop skills. RN recruitment and
retention were suboptimal, with vacancies present during most of the phase 2 period, whereas many of
the HCAs had been with the service for > 5 years, with no issues around retention and recruitment noted.

Care

The HAH team provided hands-on nearly 24/7 care (with a gap in the evening, 16.30-20.00, when
the DNs ran a late service) and were able to respond within 6 hours (all referrals were seen within

1 week). Night-time service was a rapid-response one, run jointly with a NHS community trust.

In terms of general HAH support, there were (1) intensive hands-on visits (up to three times per day,
usually by two HCAs) and (2) respite sits (by one HCA).

Eligibility

The HAH service took on referrals under two sets of criteria: patients in the last year of life (who
receive respite support rather than personal care; these are often internal referrals from the day
hospice) and patients in the last couple of weeks to days of life (for hands-on care). The service aimed
not to reject any referrals; increased demand was dealt with by longer working hours, additional staff,
negotiating quicker visits across the caseload and fewer respite sits.

Bereavement care

The HAH service often referred carers to pre-bereavement services at the first assessment, ensuring
continuity of care for the carer. The HAH service also offered a 6-week post-bereavement visit. Other
post-bereavement services were available, but not offered automatically; the 6-week visit was likely to
involve a discussion of post-bereavement services.

Wisteria (quadrant 3)

Overview
The Wisteria site was large and did not provide 24-hour service. This service served a predominantly
deprived, urban area with a population of 320,000. A total of 425 referrals were received per year.

Other services in the area

Hospice at home identified local district nursing teams as the service they had the best relationship
with and came in contact with the most (e.g. for access to medication). Other community-based
palliative care services also operated in the area.

Funding
The main source of funding for the HAH service is charitable. The service was originally statutory
funded by the primary care trust, but has since been internally funded by the hospice.

Use of volunteers
The hospice utilised volunteers across each of its services. A smaller pool of volunteers (n=9 at the
time of the study) acted as befrienders where there was a need, supporting the work of the HAH.

Wider hospice organisation structure and where hospice at home fits

The HAH team sat within the community services team. This was one of five units within the hospice,
each with its own manager. There was an inpatient unit with 14 beds. There was also a well-being
centre that ran day services, counselling and complementary therapies. The service utilised volunteers
across each of the sections.
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FIGURE 41 Patient flow at the Violet site.
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Hospice at home service operations

Staffing

Staffing is provided by qualified nursing staff (n =4) and health-care assistants (n = 10), with some
input from volunteers. HCAs provide hands-on care, with two qualified nurses who lead the team and
carry out assessments. Volunteers (n=9) act as befrienders where there is a need, supporting the work
of the service.

Registered nurse cover was provided during the day only, with HCA staff providing night shifts
alongside an advice line. There were two shifts during the day, an early shift (08.30-16.30) and a late
shift (13.00-21.00), and there was a night shift (21.30-08.00). Hands-on care was provided 7 days per
week, between 08.00 and 20.00. Patients had access to a 24-hour district nursing service during the
night. There was a range in the intensity of care provided, from occasional or weekly visits to multiple
hours of care per day.

Eligibility

Patients identified as being in the last 2 weeks of life were considered to be eligible for the service.
Other criteria included the carer needing extra support at home as the patient is approaching end of
life, the patient needing assistance with personal care (has been referred for a care package, but needs
interim help), the patient being socially isolated and needing support at home (i.e. befriending) and/or
the patient was being ‘fast tracked’ home from hospital.

Care

The HAH service was primarily a sitting service to provide expertise, reassurance and respite for the
family. The HAH team did provide ‘hands-on’ care, but this was limited. The team did not administer
medications or syringe drivers; these services were provided by the community nursing team.

Bereavement care
The HAH team sent out condolence cards to bereaved families. The hospice-level bereavement team
then made contact.

Hyacinth (quadrant 4)

Overview

The Hyacinth site was a hospice with inpatient provision in a predominantly affluent, rural area.
The HAH services were categorised as ‘small’, with 200 referrals taken on per year, serving a
population of 130,000 people. The service did not provide 24/7 services. Although night services
were available, these were sporadic. This service stood out, compared with other case study sites,
in a number of ways. By the end of phase 2 of this study, the HAH service no longer operated.
Staffing the service proved a persistent difficulty. The service covered a large geographical area,
with long travel times between patients.

Other services in the area
No other HAH services were available in the area. The area did not have 24/7 accesses to DNs.

Funding

The NHS contributed 12.58% of hospice funding in 2018/19. At the start of phase 2, the HAH service
newly took on NHS CHC referrals as part of its caseload, but continued to see patients whose care
was not funded by the statutory sector.
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FIGURE 42 Patient flow at the Wisteria site.
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APPENDIX 28

Use of volunteers

Volunteers worked across most services at the hospice. Initially, administrative support for HAH was
provided by a volunteer, who left during phase 2 and was not replaced. Volunteers were not part of
HAH care delivery for patients. A volunteer-led scheme provided companionship and assistance with
everyday tasks for patients in the community; this service was very small for the duration of phase 2
of the study.

Wider hospice organisation structure and where hospice at home fitted
The hospice organisation offered HAH, specialist community nurses, inpatient care, a day hospice,
several support groups for patients and informal carers, spiritual support and complementary therapies.

Hospice at home service operations

Staffing

At the start of phase 2, the HAH service had a small team of three HCAs (0.6 FTE) and two RNs
(1.13 FTE). A HAH sister (RN) led the team. Staffing remained an issue throughout. A CNS team
worked in the same building as the HAH service, but was not part of HAH. Bank staff services
were available.

Care

The HAH team provided care for patients with predicted life expectancy of up to 1 year. Visits were
not intensive (usually several times a week, rather than daily or several times a day). Per-patient
capacity was capped. When need fluctuated, the HAH service drew on bank and inpatient staff when
able. A RN in the team provided occasional night care to patients on the caseload.

Although per-patient visits were capped, the HAH service did not cap referrals.

Bereavement care
The HAH service formally referred to in-house bereavement services, most of which were provided in
a group format.

Marigold (quadrant 4)

Overview

The Marigold site was a HAH with inpatient provision available in the wider hospice organisation, in an
urban area of mixed affluence. The HAH services were categorised as ‘small’, with 200 referrals taken
on per year, serving a population of 500,000 people. The service did not provide 24/7 support.

This service stood out, compared with other case study sites, in that it provided a bridging service
for patients waiting to receive NHS CHC funding. As such, none of the HAH caseload involved NHS
CHC referrals; if NHS CHC funding was granted, another service would take over patient care. It was
customary for double-up visits to be carried out with one RN and one HCA.

Other services in the area

There were other HAH services operating in the same city and wider area. District nursing services
were available 24/7 in the area and the HAH service had a strong relationship with district nursing,
sometimes co-ordinating visits to take place at the same time.

Funding
NHS funding made up 36% of all hospice income in 2018/19.
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FIGURE 43 Patient flow at the Hyacinth site.
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APPENDIX 28

Use of volunteers
Volunteers worked across most services at the hospice, but not HAH. The hospice did not have a
dedicated befriending service.

Wider hospice organisation structure and where hospice at home fitted

The hospice organisation offered HAH, a community palliative care team staffed by CNSs, outpatient
clinics at medical centres with palliative medical consultants and CNSs, inpatient care, a day hospice,
family/carer support (both bereavement support and practical support, e.g. funeral planning and
financial advice), a patient peer support group, educational courses (e.g. to manage breathlessness) and
bereavement support (including a service designed specifically for children).

The HAH service was managed jointly and shared offices with other community services provided at
the hospice.

Hospice at home service operations

Staffing

The HAH service was a RN-led service. At entry to phase 2 of the study, the service had three HCAs
(3 FTE cumulatively) and five RNs (3.6 FTE). Both RNs and HCAs were highly skilled; this was reflected
in pay bands. Staff recruitment and retention were good.

Care

The HAH team provided hands-on care, 09.00-18.00, 7 days per week, and was able to respond
rapidly (in < 4 hours). Other hospice community services provided symptom assessment outside HAH
working hours. Most visits were carried out by a dyad of a RN and a HCA. In principle, the service
aimed to admit patients requiring palliative care who did not (yet) have NHS CHC funding, but as
phase 2 progressed, an increasing number of patients were seen within days of/< 1 week to death.
The service did not cap referrals, but managed capacity by adjusting provision across the caseload and
discharging after 6 weeks of care (in exceptional cases this period could be extended).

Bereavement care
The HAH service often expressed condolences over the telephone, but no post-bereavement visits
took place. Carers were referred to hospice bereavement services.

Xyris (quadrant 4)

Overview

The Xyris site was part of a hospice that was based in a listed building, and was part of a national
network. The area served by the hospice had a population of 0.75 million people in a predominantly
rural and affluent area with a largely white population. The HAH team received 155 referrals from
April 2018 to June 2019, with 146 accepted.

Other services in the area

There were several EOLC providers in the area. Other services included district nursing (08.30-18.30);
community matrons (7 days per week, 09.00-17.00); and hospital at home (24/7), which had a more
acute remit in the day but covered for HAH at night, running parallel with OOH GP services.

Funding

Across all services nationally, NHS and local authority funding amounted to just over half (54%) of the
charity’s income. Donations from the public, charitable trusts and corporate partners alongside retail
activities made up the rest of the income. However, this specific HAH service was initiated and entirely
funded by the hospice.
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FIGURE 44 Patient flow at the Marigold site. MDT, multidisciplinary team.
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APPENDIX 28

Use of volunteers
The service utilised volunteers but not specifically in HAH.

Wider hospice organisation structure and where hospice at home fitted

During data collection, the inpatient unit had 12 beds at the start of study, later reduced to six and
then to zero (none was CCG funded). There was a well-being team based in the hospice, which ran
group activities and provided access to CNSs (six on site), physiotherapy, occupational therapy, social
work, family and bereavement support, spiritual support and complementary therapy.

The HAH team sat within a single-point-of-access palliative care hub (7 days per week, 08.00-20.00).
Hospice at home service operations

Staffing
The HAH service was staffed by RNs (n = 5) and nursing assistants (n = 6, and bank staff). The HAH
service provided up to three visits per day and had about 15 patients on its caseload.

Care

The HAH service operated between 08.00 and 20.00, 7 days per week, and worked closely with the
CNS team, which also worked 08.00-20.00 and was co-located. The HAH service provided a limited
twilight service (Friday-Sunday, 20.00-02.00 initially, later reduced to 20.00-22.00).

The HAH service provided a 72-hour crisis service to provide care for patients while applying for and
awaiting NHS CHC funding. From Friday afternoon to Monday morning, NHS CHC applications could
not be processed, so the HAH service often covered a crisis over the weekend. However, if NHS
CHC funding was not forthcoming or approval was delayed, then the HAH continued to provide care
until alternatives were secured (e.g. via a social services crisis team, which usually had a waiting list).
The crisis care provided by the HAH service was not reimbursed by NHS CHC.

The HAH staff provided help with pain management, alleviating symptoms and personal care, working
closely with DNs, community matrons and CNSs. Prescribers in the HAH team or CNSs were able to
prescribe pain relief, and it was the DNs’ role to operationalise syringe drivers.

Bereavement care

Post bereavement, the HAH service telephoned (or, if possible, visited) carers and sent a card.

The HAH service completed a form (its own) to gauge level of risk post bereavement. Bereavement
services were provided by a separate team.
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FIGURE 45 Patient flow at the Xyris site. SW, social work.
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Appendix 29 Initial programme theories

I nitial programme theories suggest that the following features of HAH models enable a service to
provide optimal EOLC.

BOX 19 Initial programme theories

Marketing and referral

For more patients to receive timely HAH services, proactive marketing, engagement with HCPs and the
public, and referral strategies are needed to raise awareness and visibility of the HAH service.

Sustainable funding model

For a HAH service to be able to provide a sustainable service, despite local and national policies and
funding changes, collaboration and partnership-working with commissioners and stakeholders promotes an
integrated and agile service.

Service responsiveness and availability

For fewer patients to require emergency hospital admissions and for more to have enhanced discharge from
hospital, suitable arrangements are needed for accessing medications and trained staff, underpinned by a whole
package of care, including rapid response, enabling the HAH service to be responsive to patient choice and needs.

Criteria for service admission

For patients and carers to continue engaging with and using the HAH service, robust referral criteria for
identifying suitable patients, and clear explanation to patients and carers of the length of time it would take for
a referral to be dealt with, are needed for patients and carers to know what to expect in terms of care input.

Knowledge and skills of care providers

For patients and carers to receive both the quality of care and the respect to uphold patient choice,
palliative care training should be available for all HAH (and non-HAH) staff, including further training to
support extended role activities, facilitating a recognition by GPs and others of the value of HAH staff
having specialist palliative care knowledge and skills to navigate the complex health system.

Integration and co-ordination

For continuity of care, timely and appropriate HAH provision and fewer emergency hospital admissions,
substantial multiagency collaboration is needed between different NHS partners and the HAH, which leads
to greater service co-ordination between the HAH service and relevant agencies and helps overcome issues
around access and administration of medicines, underpinned by the use of shared electronic records.

Anticipatory care
For patients to receive the care they need in their preferred place of care, and to reduce unplanned

hospital admissions, agreements need to be in place for anticipatory prescribing, equipment and care
planning, underpinned by good 24-hour communication between HCPs and shared IT systems.
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APPENDIX 29

BOX 19 Initial programme theories (continued)

Support directed at the carer

For carers to be able to continue to provide sustainable care at home to partners or family, and for services
to understand what carers themselves may need to sustain them, a holistic understanding of a carer’s
needs, including an assessment by a multidisciplinary team involving the carer and HAH staff, is needed for
carers to receive the practical and emotional support, to be mentored to use equipment, undertake key
tasks and receive support through a crisis.
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Appendix 30 Full context-mechanism-
outcome configuration tables

TABLE 92 Context-mechanism-outcome 1: sustainability

Context (the backdrop; this may vary

in different case study sites allowing
mechanisms to trigger or not)

Mechanism [the causal action(s) and
responses to those actions that
achieve the outcome in the context]

Outcome (these will be desirable
but there may also be undesirable
outcomes produced by the same
contexts and mechanisms)

Funding

Statutory funding conditions and

arrangements change over time, that is

the constantly changing landscape of

commissioning structures and provider

organisations’ arrangements

Commissioning

There is often difficulty establishing
consistent relationships with
commissioners

Commissioners may not be
knowledgeable about palliative care
and EOLC

(Commissioners change frequently and

very few are in post long enough to
develop a good understanding of
palliative care and EOLC services,
including national initiatives)

Commissioners may not recognise
the full ‘cost’ of what they are

commissioning as significant charitable

funds are supporting the HAH service

The HAH service needs to ‘be on the
front foot’, that is if the HAH service
proactively seeks visibility, a seat

at the table and control over the
available statutory funding by one or
more approaches

and/or

The HAH organisation actively seeks
external engagement with the wider
health and social care environment

Mechanism response

The HAH service is trusted and
respected (based on its reputation) to
know what services are needed, to
raise funds to deliver them and then
to deliver them

and/or

If the HAH service is run by an
independent organisation that
undertakes charitable fundraising
from different sources

Commissioners new to EOLC with
little history of a relationship with the
HAH service may not be aware of the
service or have had time to develop
trust in the service

Sustainable, longer-term funding is
enabled and patients will continue
to receive the HAH service

continued
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TABLE 92 Context-mechanism-outcome 1: sustainability (continued)

Context (the backdrop; this may vary

in different case study sites allowing
mechanisms to trigger or not)

Staffing

There is a shortage of staff in health
and social care nationally

Some HAH services do not pay salaries
compatible with statutory NHS/social
care rates

Some affluent areas may be too
expensive for lower-paid staff to
afford to live there

Some rural areas may have even more
limited workforce availability

National policy

Commissioning has responsibility for
whole population needs and care

There is a national drive towards care
at home, ostensibly in response to
patient ‘choice’, but also with a view to
cost savings and reducing pressure on
hospital beds

There are also societal and family
pressures suggesting that ‘home
is best’

and

Hospice inpatient beds are a relatively
scarce commodity

Data and ‘evidence’

NHS commissioners and charity boards
require the collection of data to
provide ‘evidence’ to support
continuing service provision and
development

Mechanism [the causal action(s) and
responses to those actions that
achieve the outcome in the context]

The reputation of the HAH organisation
for excellence and investment in staff
through CPD and the hospice/charity
ethos attract staff, and even outweigh
considerations of lower pay

Skill-mix profiles may be altered

in response to RN shortages and
registered staff deployed differently
(e.g. office-based, dealing with triaging
and work allocation)

Home-based care is supported by
local health and social care
commissioning and funding

If HAH services are available in the
area and offered to patients and
families and their wishes and
preferences are not fully explored
and revisited over time

Enormous volumes of activity data
are collected. Very little outcome
data or cost-benefit data are
collected or derived (e.g. about
avoided hospital admissions)

Outcome (these will be desirable
but there may also be undesirable
outcomes produced by the same
contexts and mechanisms)

The HAH service is able to recruit
the staff it needs to deliver the
care that patients need

Policy supports the provision of
home-based care, which suits those
who want to die at home

Activity data may satisfy some
stakeholders

Note
Red text denotes negative outcomes.
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TABLE 93 Context-mechanism-outcome 2: volunteers

Context

There are national workforce
shortages in health and social care,
meaning that the paid workforce is in
short supply

and

Societal norms regarding neighbours,
community behaviour, families living
in close proximity, etc., have changed

and

Many people in communities offer
their time and skills as volunteers to
hospices and other organisations, and
recruiting, training and managing
volunteers takes considerable time

and

Some of these people may have
relevant health and social care
professional skills

therefore

The volunteer workforce is attractive
to employers, but hospices may be
concerned about utilising a volunteer
workforce, particularly in the clinical
setting, feeling that it is not as
manageable or reliable as the paid
workforce, and may have concerns
about legal liability, health and
safety, etc.

HAH services offer shorter periods of
care, in situations where the physical

care needs are significant and rapidly
increasing

Hospices rely heavily on the
volunteer workforce to support
fundraising activities, including
charity shops and sponsored events

Mechanism

If HAH organisations invest in people
and systems to recruit and manage
volunteers, thereby reassuring the
hospice organisation about working
with a volunteer workforce

If volunteers with existing, relevant
skills are identified and they are
prepared to use them in the HAH
service

and

If volunteers have roles, remit,
boundaries and expectations that are
clear

If volunteers are well supported by
the organisation in their roles

or

If the organisation or locality takes a
different approach to volunteering
(e.g. Compassionate Communities),
tolerating a different level of ‘risk’
and allowing volunteers to act more
like neighbours without a great deal
of bureaucracy and procedure

Volunteers cannot normally be
trained and managed to meet the
predominant health-care needs when
the patient is actively dying

There may be exceptions here in
terms of volunteers with particular
skills (e.g. retired nurses)

Volunteers could be utilised
specifically to support the carer, thus
enabling the whole home situation to
be sustained (e.g. doing the laundry,
collecting prescriptions)

The arrangements for volunteers may
be more straightforward and easier
to manage in this context

Outcome

Then the hospice will feel confident
to utilise a volunteer workforce and
additional resources will be available
to provide care and support to
patients and families

Volunteers feel confident and clear
in their roles, volunteer well-being
is facilitated and volunteers

are retained within the HAH to
provide enhanced care to patients
and families

Then volunteers will be able to
maintain appropriate boundaries that
safeguard the patient, their family
and the volunteer.

More volunteers may be able to get
involved with caring and supporting
people at home

However

Volunteers in general may have a
limited role in this element of
hospice volunteering

Volunteers make a valuable
contribution to fundraising, without
which services would be more
limited

Note
Red text denotes negative outcomes.
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TABLE 94 Context-mechanism-outcome 3: raising awareness, service profile, criteria and referral

Context

Raising awareness

There is a complex system of health
and social care providing services for
patients in the community at the end
of life, and many professionals are
not aware of all the possible services
or of details of patient suitability

In particular, hospice services are
often thought of as hospice buildings;
there is less understanding of hospice
community services

Getting to the right patients,
and equity

Not all patients who could benefit
from HAH services are currently
referred

HAH services aim to offer care to
patients with ‘complex’ and suitable
needs

HAH services prefer to avoid
discharging patients from services
because of the impact on reputation
and the difficulty of replacing HAH
care: ‘we'd never leave someone in
the lurch’

Mechanism

The HAH actively raises awareness
among professionals and the public
through clinical and public
engagement:

® Raising awareness among the
public (via telephone number,
website, GP, previous experience
of hospice services) and enabling
them to ‘get a foot in the door’

® The fundraising element of the
HAH organisation also uses
fundraising events to market the
service and educate the public
about its role

e (Clinical staff have an important
role in encouraging referral to the
service through their day-to-day
work and interactions with
colleagues and the public

The HAH service proactively seeks
suitable referrals through a range of
systems or relationships (e.g. NHS
CHC pathways, hospital palliative
care team relationships)

If the HAH has robust criteria for
identifying which referrals are
suitable, which may include trained
triage staff to manage service
admission

Clearly boundaried funding
arrangements (e.g. NHS CHC
funding) enable more robust
management of accepting or
discharging patients from the
HAH service

If criteria, explanation of the
service and treatment are clearly
communicated to patients, families,
and health and social care
professionals

If there is clear information about
referral on to other services when
the HAH service is not deemed
suitable

or

Patients and carers accept reduced
care at times when HAH resources
are stretched. This is based on the
quality of care received (they believe
that other agencies will not match it)
and on the ‘charitable’ ethos that
pervades the services

Outcome

The HAH will be seen as an essential
service by professionals and the
public and more patients with
suitable needs receive timely
referral and care

Raising awareness directly to the
public overcomes some of the
professional barriers to referral
and improves access

Suitable patient referrals who can
benefit most will receive the service

Professionals, patients and families
will be clear about when and what
they can expect to receive from
the HAH service, leading to better
managed expectations of the

HAH service
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TABLE 94 Context-mechanism-outcome 3: raising awareness, service profile, criteria and referral (continued)

Context

Professionals may be reticent to refer

patients to HAH services because it
means having a conversation about
death and dying with the patient,
which they may not feel skilled or
willing or have enough time to do

Referrers may think the service is
only for cancer patients

The public have negative perceptions
of the hospice involving the fear and
stigma of death and dying (may have
more impact in some communities in
particular)

A number of patient groups are
poorly represented in hospice
services in general, that is they
do not receive an equitable share
of available services, for example
older age (> 85 years), non-cancer
diagnosis, deprivation

Referrals to the HAH service require
transfer of information, which may
be time-consuming and require
duplication of records and also
effort finding the correct format and
processes

Managing expectations

The term ‘hospice’ encourages
expectations of quality and
specialism, which HAH services may
not be able to replicate at home

There are limits, including workforce
shortages, to what can be provided
in the home setting, which cannot
mirror exactly the provisions of an
inpatient setting

Mechanism

If the HAH focuses its message of
living well at all stages, this may
make the process of referral more
palatable for professionals and
patients alike

HAH services offer education and
skills training about recognition
of end of life, having end-of-life
conversations and the use of the
palliative care register

The HAH raises awareness about its
service to professionals and the
public through clinical and public
engagement (see detail above)

and/or

If the service includes a proactive
element to draw in suitable patients
(e.g. could specifically target those
groups locally known not to access
the service by tailoring or directing
marketing to those under-
represented groups)

If referral to the HAH service is easy
for clinicians to do; long and formal
referral processes are a deterrent

Patient and carer preferences are
explored

and

Criteria, explanation of the service
and treatment are clearly
communicated to patients, families,
and health and social care
professionals

Outcome

More patients with suitable needs
receive timely HAH care, including
non-cancer patients (e.g. those with
dementia, frailty)

Caseload reflects suitable diagnostic,
demographic, cultural and
socioeconomic diversity of the

area served and services are
provided equitably

More patients with suitable needs
receive timely HAH care

Professionals, patients and families

will be clear about when and what

they can expect to receive from the
HAH service

and

Patients make choices based

on correct information and
understanding, and their choices are
not over-ridden by professionals
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TABLE 95 Context-mechanism-outcome 4: integration and co-ordination

Context

Service perspective

A range of services needed by
people at the end of life are
operating in the community, with
different organisational, funding,
staffing, IT, etc. arrangements

and

Services across the whole system
commonly act in silos, resulting in
both duplication and gaps in services
received by patients

and

There is a limit to services, funding and
workforce across the whole system

and

Issues of professional ‘ownership’ of
palliative care and EOLC are at play
whereby designated palliative care
services may both wish to see other
services providing EOLC, but also see
this as a threat

and

Professional boundaries are shifting
across health and social care,
including those between doctors,
nurses and other professionals
(paramedics, physician associates)
and between registered and non-
registered workers

and

Integration of health and social care
is a national driver; the boundaries
between the two in terms of care
needs are often difficult to define
clearly and many years have been
spent creating/putting in divides
between them for the purposes of
previous funding divisions

and

Organisations seek their own
branding and distinctiveness for
sustainability purposes

and

Individual professionals seek to
differentiate their roles and functions
so they all continue to be ‘needed’,

for their own personal sustainability

and

Mechanism

The HAH service is working
effectively with other service
providers internally, externally and
on the ground

Co-ordination between workers on
the ground is pivotal

Communication is a key mechanism
here, for example:

® A blended service is provided
whereby different services can
provide what is needed by the
patient without hard boundaries
around particular roles; honorary
contracts with the NHS are
emblematic and may facilitate this

e A secondment into a different
setting (e.g. a health-care worker
into social care) may facilitate
integration by the ‘learning of
another language’ (dependent on
workforce availability)

® Shared clinical records/IT systems
(some examples of this but many
areas are far from this)

Examples: medication and
equipment

® DNs provide and administer all
anticipatory medications (agreed
division of labour)

® The HAH service may have
medical or non-medical
prescribers available in the
HAH service

® The HAH service is trusted to
make assessments that other
professionals will act on. Note that
this trust is based on individuals
and/or on the reputation of the
HAH service as a whole

® The HAH service has direct access
to shared equipment stores or has

its own stores

Outcome

Patients and carers receive a seamless
service and continuity of care without
delay, duplication or gaps, for example
care, interventions, equipment and
drugs that are needed by the patient
will be available in a timely fashion

More cost-effective services are
delivered to patients and families

Less burden on HAH staff trying to
ensure co-ordination and reduced
tension between care providers

but

This specific example may result in
unnecessary duplication when a
qualified member of staff who is in
the home cannot perform a task
because it has been allocated to
another service and requires a
separate visit
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TABLE 95 Context-mechanism-outcome 4: integration and co-ordination (continued)

Context

Services will be covering a variety
of urban and rural areas (majority
mixed) and travelling time will be a
significant factor in service delivery
responsiveness and resources

Patient and family needs ‘at the
front door’

Patients in the last phase of life
and their family carers require and
use services from a wide range of
statutory, voluntary, and health
and social care providers

and

Palliative care and EOLC patients
have a constantly changing trajectory
of illness and a high risk of
unexpected and unpredictable needs
that are difficult to anticipate

Some patients and carers will not
know when to ask for help or who
to contact

Patients are not always clear about
when and what they need that
should trigger them making contact
to request services. They prefer not
to feel that they need hospice care
(implies their situation is extremely
serious). They do not want to make
too many demands on busy and
charitably funded services

In hours vs. OOH services

Not all HAH services provide
24/7 care

Mechanism

Regardless of ‘formal’ arrangements
for integration and co-ordination,
much of this works on the ground as
colleagues get on to work for the
patient and are co-dependent

If patients and carers are provided
and updated with information
including who and how to contact
professionals (within HAH and with
other organisations in the locality)

If budgets and workforce and
organisational structure are managed
in an integrated way across provider
organisations, for example

® An element of flexible workforce
is employed (by the HAH service
or others) or staff are flexibly
deployed from other areas
(e.g. inpatient unit)

® Advance plans are made and the
need for medications and
equipment are anticipated
provided on time

Anticipatory care and information
become yet more critical; in
particular, if night-time cover is
not provided by the HAH service,
a well-advertised 24-hour contact
number is crucial

Outcome

Patients receive a seamless service
and continuity of care with
consistent information, without delay,
duplication or gaps (they really do
not care who is providing it)

Services are able to provide staff
to respond rapidly to unpredictable
and fluctuating workloads in a
cost-effective way

Patients know who to contact in an
emergency and get the response
they need

Fewer patients have unwanted
emergency admissions

More patients have enhanced
hospital discharge

Needs are anticipated as far as
possible and patients experience
continuity of care when providers
change

Note
Red text denotes negative outcomes.
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TABLE 96 Context-mechanism-outcome 5: knowledge, skills and ethos of care providers

Context

All health and social care workers should
have basic knowledge and skills in
palliative care and EOLC. However, these
are sometimes lacking, for example lack
of confidence in identifying the end of
life, lack of skills in communicating at

the end of life and lack of time to offer
personalised and patient-led care

Time

The provision of time is a context that
HAH services aim to offer, to add value
to the whole system of care

They can pick and choose their
workload more than services that are
statutory or profit-making

Commissioners do not always value time
and expertise, but prioritise equity of
access across the population

There is wide variability within localities
in the levels of skills, knowledge and
performance of community-based

staff, which may vary from GP to GP,
community nurse to community nurse
and practice to practice

Palliative care and EOLC has developed
into a ‘specialty’ area of knowledge, skills
and ethos, and this distinctiveness is
prized by HAH organisations

There is a range of other ‘specialists’
also working in the community, who
will vary from one locality to the next.
This may include other palliative care
staff, Admiral Nurses, respiratory teams
and heart failure services. They will also
have varying levels of skills, knowledge
and confidence in dealing with palliative
care and EOLC

For some patients, basic skills may not
be adequate to meet their difficult or
complex needs

Most of the expertise in palliative
care and EOLC still resides in cancer
care; patients with other illnesses
(e.g. dementia) may present particular
challenges to staff and organisations

Mechanism

HAH services provide expert knowledge
and skills in palliative care and EOLC and
have a suitable ethos to support this
care by:

Experience

Experienced staff, spending a significant
proportion of their time in palliative
care and EOLC, who are capable and
competent in this setting (mechanism
response) so patients, families and other
HCPs trust them

Time

Taking time to offer personalised,
patient-led care, not having to rush
(pacing)

Time pressures are well managed by
HAH organisations through sensitive
communication with patients and carers
(e.g. if they are going to be delayed)

Training

Staff at all levels (including volunteers) are
suitably trained, including appropriate
communication skills and investment

in CPD, so that they can create an
environment (mechanism response) that
makes patients and carers feel that they
are in expert hands

The HAH service also provides training
to other health-care and social care
professionals

Supported staff

The HAH retains skilled staff by
providing staff support to manage the
stress of their work and to develop the
necessary emotional resilience

Staff can call for advice and support with
their work from expert colleagues who
are part of the HAH service

and

Policies and processes allow for
extended roles as necessary and staff
know who to collaborate with if work is
outside their competencies

Accessing other elements of hospice
services because prognosis is longer than
HAH can provide for may support some
of these patients

Outcome

Better patient and carer
experience and sense of agency

More patients receive the care
they need when they need it
and where they prefer to be

Inequity and mismatch in care
provided, patient/carer feel
patronised and not understood

Note
Red text denotes negative outcomes.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/MSAY4464

Health and Social Care Delivery Research 2022 Vol. 10 No. 24

TABLE 97 Context-mechanism-outcome 6: support directed at the carer or support directed at the whole patient-carer(s)

dyad at home

Context

There is a societal expectation that
‘family’ will support dying at home and
services are configured on this basis.
Unpaid care provided by family and/or
friends is critical to enabling patients to
remain at home

Informal carers and the home
circumstances vary in the extent to
which they can or wish to support care
at home. This will include cultural
differences and preferences. The home
‘unit’ needs to make a decision to aim
to support death at home

There will be a spectrum of needs and
wishes of patients and carers and how
they align with each other

The carer requires continuing
confidence, wellness (physical and
emotional) and new skills to enable
them to provide care up to and
including the point of death at home.
The task of caring at home is constantly
changing over time

People have different views on their
home and their willingness to admit
outsiders; these views may differ
between patient and carer

Mechanism

If there is an assessment and continuous
review of carer needs including the
whole family and care unit and if there
is a multidisciplinary team available to
meet the needs

How the patient and their informal
carers as a unit in the home feel about
caring at home and respond to the
challenge of this situation will be key to
sustaining the care

If carer is informed as early as is
appropriate about what HAH can/cannot
offer and how it fits in with other
services

If carer is informed about and signposted
to other services and community support
(including services specifically directed at
carers)

If HAH services are able to ‘co-ordinate’
with other services and advocate for the
patient if the carer unable

If carer is informed about funding
options and available financial support is
accessed (e.g. carers’ allowance)

If cultural preferences are respected

If the carer is fully informed, including
what might happen in terms of the
trajectory of illness and the increasing
burden of caring over time, they will
know what to expect and prepare and
they can rapidly recognise a change in
caring situation from control to crisis

If carer and patient choices are
encouraged, affirmed and supported
wherever possible

If carer is offered respite services

If self-referral/referral by informal carer
to HAH is made available and easy to
follow

Carer sets the pace. If there is a
negotiated partnership between the
carer and staff and recognition of what
the individual patient-carer dyad want
(i.e. some may not want a lot of intrusion
into their home)

and
This is followed by an ongoing

relationship of feedback, response and
adaptation

Outcome

Carers will be able to continue
to care, enabling more
sustainable patient care at
home

Carers will receive the care
and support they need,
including sleep, taking a break,
reassurance and confidence-
building

Carer is not isolated

The carer and patient feel
supported and encouraged

There is respect for the
relationship between patient
and carer, who get the chance
to spend quality time together

continued
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TABLE 97 Context-mechanism-outcome 6: support directed at the carer or support directed at the whole patient-carer(s)

dyad at home (continued)

Context

After death

There may be short- or long-term
consequences of caring to the
carer’s mental and physical health,
in bereavement

HAH services usually come to an
abrupt halt when the patient dies

The existing social networks that carers
have vary considerably

There is a concern about ‘medicalising’
bereavement, which is a normal process

Mechanism

If the carer has (quick) access to an
appropriate point of contact 24/7

If there is regular contact with the carer

If carer is offered training/information
on practical aspects of care (same
moving and handling, medication
administration, mouth care, preventing
pressure sores)

If the procedures after death meet
cultural needs and preferences
(e.g. burial within 24 hours)

Mechanism response will be trust and
confidence in the backup provided by
the service and in their caring role

Negotiations take place with the carer
about how much they are happy to take
on and the carer receives skills training
so they will have appropriate skills that
they find are acceptable

Carer is recognised for their knowledge
and given permission to do caring tasks
that are increasingly seen as
‘professional’ tasks

Carer and patient are supported to make
advance care plans and post-death
preferences

There is support pre and post
bereavement that is based on
relationship and understanding of the
situation and also a shared story of
caring for the patient

There is flexible and varied post-
bereavement support (e.g. support
groups and one-to-one support) at the
hospice and wider community and a
way to keep in touch with the hospice
(e.g. events)

There is carer-centred guidance available

on practical tasks after death (e.g. death
certification, funerals, legal advice and
dealing with leftover equipment/
medication/records)

There is a mechanism to identify those
who are not experiencing ‘normal’
bereavement and may need additional/
expert help. Routine bereavement letters
and memorial events may provide
opportunities for this

Outcome

The carer will have the best
chance of a positive outcome
following bereavement and
recovery from the caring role

The carer feels that they have
done their best for their
loved one

Note
Red text denotes negative outcomes.
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