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RAND Europe and The Healthcare Improvement Studies Institute (THIS Institute) are pleased to submit
evidence to the Health and Social Care Committee’s non-inquiry session on palliative care in England.
RAND Europe is a not-for-profit, independent research organisation whose mission is to help improve
policy and decision making through research and analysis. Funded by the Health Foundation, THIS
Institute is based at the University of Cambridge and aims to create a world-leading scientific asset for the

NHS by strengthening the evidence base for improving the quality and safety of healthcare.

We draw on three research papers compiled by RAND Europe and THIS Institute researchers on advance
care planning, end of life treatment and care, and improving implementation of NICE recommendations
in Palliative and End-of-Life Care (PEoLC). The programme of research focused on the UK and was funded
by the Health Foundation’s grant to THIS Institute. It involved three stages: (1) qualitative interviews with
21 key stakeholders to ensure a broad-based and up-to-date understanding of key issues in the field; (2) a
survey that drew 106 responses (52 from individuals approaching end of life and others important to them;
54 from health or social care staff), and 34 further qualitative interviews with a subset of survey participants;
and (3) a consensus-development exercise involving nearly 500 stakeholders to identify the level of
agreement regarding various approaches that might help to improve implementation of end-of-life care

guidance with healthcare providers involved in the delivery of PEoLC as well as patients and their families.

The opinions and conclusions expressed in this testimony are the author’s alone and should not be interpreted as
representing those of RAND Europe or any of the sponsors of its research.

RAND Europe is a research organisation that develops solutions to public policy challenges to help make
communities throughout the world safer and more secure, healthier and more prosperous. RAND Europe is
nonprofit, nonpartisan, and committed to the public interest. RAND’s mission is enabled through its core values
of quality and objectivity and its commitment to integrity and ethical behaviour. RAND Europe subjects its
research publications to a robust and exacting quality-assurance process; avoids financial and other conflicts of
interest through staff training, project screening, and a policy of mandatory disclosure; and pursues transparency
through the open publication of research findings and recommendations, disclosure of the source of funding of
published research, and policies to ensure intellectual independence. This testimony is not a research publication,
but witnesses affiliated with RAND Europe routinely draw on relevant research conducted in the organisation.



RAND Europe

Our research is of relevance to the questions about delivery of palliative care (Focus Area 2) and workforce

(Focus Area 4). In brief, related to the delivery of palliative care, we found that:

Existing systems are not consistently well-equipped to support advance care planning for
individuals nearing the end of life. Notably, conversations about end-of-life planning often

happened late or not at all (Focus Area 2, Effectiveness question 1).

There is a lack of safe, timely and effective co-ordination and communication between acute and
community services to enable effective, informed and personalised care, including transfers of care
(Focus Area 2, Effectiveness question 2). In particular, uniformity of approaches to recording care

preferences is lacking, impeding transfer of information across settings.

Related to workforce, we found that:

Non-specialist health and care staff delivering PEoLC are not sufficiently supported and trained to
carry out holistic needs assessments (Focus Area 4, Resourcing question 4). Clinicians felt ill-
equipped to initiate conversations about PEoLC needs and preferences, and therefore often did not

do so.

Our research identified proposals on how to address these problems. Among clinicians and people

planning for end of life, the survey and interviews found broad agreement on three primary issues:

1.

Conversations about planning end-of-life treatment and care should be initiated earlier in the
care pathway. The findings suggest that there is a strong appetite for undertaking important—if
sensitive—conversations in a timely fashion, even if the ideal circumstances (e.g. timing, place, and

with whom) for such conversations never quite present themselves.

There was consensus that these conversations should prioritise gaining understanding about:

e an individual’s views on the balance between prolonging life as much as possible, versus

maximising quality of life and
e which outcomes are most important to individuals as they approach end of life

Multiple types of healthcare staff are well placed to initiate such conversations, e.g. GPs,
community healthcare team members, and regular hospital staff, but staff would welcome greater
levels of advanced communication training; this will empower them to feel confident to initiate

these conversations routinely.
There was consensus that topics in such training should include:
e initiating conversations about end-of-life treatment and care;

e exploring what matters to the person and people close to them, and what concerns they might

have;

e respecting people’s decisions about treatments they wish to receive when having conversations
g y g

with them, in line with the Mental Capacity Act;

e facilitating and responding to questions, including signposting people to other sources of

support;
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talking to the person about illness progression, including prognostic uncertainty.

3. There is a strong appetite for a standardised record of preferences regarding end-of-life

treatment and care, which can be accessed across care settings, and which has both a digital

and paper interface, so that it is accessible to all. There was consensus that the following key

elements should be prioritised:

any outcomes that are most important to the person (for example comfort, day to-day

independence);

any outcomes that the person particularly wants to avoid (for example increased dependency

on others, being housebound);

a brief account of the person’s preferred balance between prolonging life and maximising

quality of life;
specific treatments the person would not like to receive;

a recommendation (based on patient and clinical views) on whether cardiopulmonary

resuscitation should be attempted if the person’s heart stops;

whether the person has an Advance Decision to Refuse Treatment, Advance Directive

(Scotland), or Advance or Anticipatory Care Plan;

whether the person has a legal proxy who can make decisions on their behalf, for example
through Lasting Power of Attorney for Health and Welfare (England and Wales) or Welfare

Power of Attorney (Scotland).

It was noted that the ReSPECT process (https://www.resus.org.uk/respect), used across much of the UK,

contains these elements, and might be adopted as a national approach.

We would be happy to offer more information to the select committee in written or verbal form.

The full published outputs of the research can be found here:
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