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Background: Emergency care treatment plans provide recommendations about treatment, including
cardiopulmonary resuscitation, to be considered in emergency medical situations. In 2016, the
Resuscitation Council United Kingdom developed a standardised emergency care treatment plan,

the recommended summary plan for emergency care and treatment, known as ReSPECT. There are
advantages and potential difficulties in initiating the ReSPECT process in primary care. Hospital doctors
and general practitioners may use the process differently and recommendations do not always translate
between settings. There are no large studies of the use of ReSPECT in the community.

Study aim: To evaluate how, when and why ReSPECT is used in primary care and what effect it has on
patient treatment and care.

Design: A mixed-methods approach using interviews, focus groups, surveys and evaluation of ReSPECT
forms within an analytical framework of normalisation process theory.

Setting: A total of 13 general practices and 13 care homes across 3 areas of England.

Participants: General practitioners, senior primary care nurses, senior care home staff, patients and
their relatives, community and emergency department clinicians and home care workers, people with
learning disability and their carers. National surveys of (1) the public and (2) general practitioners.

Results: Members of the public are supportive of emergency care treatment plans. Respondents
recognised benefits of plans but also potential risks if the recommendations become out of date.

The ReSPECT plans were used by 345/842 (41%) of general practitioner survey respondents. Those who
used ReSPECT were more likely to be comfortable having emergency care treatment conversations than
respondents who used standalone ‘do not attempt cardiopulmonary resuscitation’ forms.
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ABSTRACT

The recommended summary plan for emergency care and treatment was conceptualised by all
participants as person centred, enabling patients to have some say over future treatment decisions.
Including families in the discussion is seen as important so they know the patient’s wishes, which
facilitates decision-making in an emergency. Writing recommendations is challenging because of
uncertainty around future clinical events and treatment options. Care home staff described conflict
over treatment decisions with clinicians attending in an emergency, with treatment decisions not always
reflecting recommendations.

People with a ReSPECT plan and their relatives trusted that recommendations would be followed in
an emergency, but carers of people with a learning disability had less confidence that this would be
the case.

The ReSPECT form evaluation showed 87% (122/141) recorded free-text treatment recommendations
other than cardiopulmonary resuscitation. Patient preferences were recorded in 57% (81/141). Where
a patient lacked capacity the presence of a relative or lasting power of attorney was recorded in two-
thirds of forms.

Limitations: Recruitment for patient/relative interviews was less than anticipated so caution is required
in interpreting these data. Minority ethnic groups were under-represented across our studies.

Conclusions: The aims of ReSPECT are supported by health and social care professionals, patients, and
the public. Uncertainty around illness trajectory and treatment options for a patient in a community
setting cannot be easily translated into specific recommendations. This can lead to conflict and variation
in how recommendations are interpreted.

Future work: Future research should explore how best to integrate patient values into treatment
decision-making in an emergency.

Study registration: This study is registered as NCT05046197.

Funding: This award was funded by the National Institute for Health and Care Research (NIHR) Health
and Social Care Delivery Research programme (NIHR award ref: NIHR131316) and is published in full in
Health and Social Care Delivery Research; Vol. 12, No. 42. See the NIHR Funding and Awards website
for further award information.
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Plain language summary

he recommended summary plan for emergency care and treatment, or ReSPECT, may help
healthcare professionals to make decisions about emergency treatments when patients are too sick
to speak for themselves.

What did we want to find out?

How, when and why ReSPECT plans are made and used outside hospital and how they affect
patient care.

How did we do this?

We listened to general practitioners, patients and their families, and examined ReSPECT plans in patient
records. We listened to staff in care homes, homecare workers and other healthcare professionals. We
surveyed general practitioners and the public. We worked with people with a learning disability to find
out what support they needed to complete a ReSPECT plan.

What did we find out?

People thought that ReSPECT plans could be a good way to record a person’s wishes about medical
treatment. They thought that the plan should be made with a healthcare professional they knew

and trusted. These conversations need time and preparation, especially for someone with a learning
disability. Most people thought family involvement was important. General practitioners told us that it
could be difficult to know what kind of emergencies and treatments to discuss and put in the plan.

Most plans we looked at had recommendations about cardiopulmonary resuscitation and many plans
had recommendations about other treatments. About half of plans recorded the patient’s wishes. It was
not always clear who the plan had been discussed with to find out their wishes.

Care home staff told us that they were often frustrated when healthcare professionals in an emergency
did not always follow the plan.

What does this mean?

Further research is needed on how to improve ReSPECT conversations so that plans clearly reflect
what is important to the individual, and how to help health professionals use ReSPECT when an
emergency happens.

Copyright © 2024 Slowther et al. This work was produced by Slowther 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 adaptation 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.

XiX






DOI: 10.3310/NVTF7521 Health and Social Care Delivery Research 2024 Vol. 12 No. 42

Scientific summary

Background

Emergency care and treatment plans (ECTPs) focus on treatment and care in emergency or acute illness
situations. Their aim is to make treatment recommendations that reflect the person’s preferences and
values. They are reached in discussion with the person or their family. The recommendations made are
intended to guide future treating clinicians. ECTPs were developed in response to problems identified
with standalone ‘do not attempt cardiopulmonary resuscitation’ (DNACPR) recommendations and aim
to prompt wider considerations of treatment and care, including cardiopulmonary resuscitation (CPR), to
provide a more holistic approach to anticipatory decision-making for emergencies.

In 2016, implementation of the ‘recommended summary plan for emergency care and treatment’
(ReSPECT) began in NHS acute trusts and later extended into primary care. There may be advantages to
initiating the ReSPECT process in primary care. People may have an established relationship with their
general practitioner (GP) and conversations can occur over an extended period. Also, they are often less
sick and able to engage in discussion, with recommendations placed in a wider context of advance care
planning. However, there are also potential difficulties; individuals and their families may be reluctant
to think about these decisions until a crisis emerges, GPs may be uncertain about hospital-based
interventions, and both may have concerns about the effect of these discussions on the patient-doctor
relationship.

An evaluation of ReSPECT in early adopter NHS acute trusts sites in England found ReSPECT
conversations were mainly initiated with patients nearing the end of their life or at imminent risk of
deterioration. Doctors’ uncertainty about a patient’s prognosis, time constraints and the desire to
minimise patient distress influenced both the prioritisation and content of conversations. GP focus
groups suggested that hospital doctors and GPs use the process in different ways and recommendations
do not always translate from one setting to another. A West of England interview study with GPs and
care home staff found a generally positive attitude to ReSPECT but noted that its use was complex and
there were challenges in incorporating patients’ preferences into decision-making. There are no large UK
studies of the use of ReSPECT or other ECTPs in the community.

Aim

To evaluate the ReSPECT process for adults in primary care to determine how, when and why it is used,
and what effect it has on patient treatment and care.

Objectives

1. To understand how ReSPECT is currently used in primary care from the perspective of patients,
their families, clinicians and care home staff, and to identify enablers and obstacles to the imple-
mentation of ReSPECT in primary care practice

2. To describe the views of the public and other health and social care professionals who encounter

ReSPECT plans initiated in primary care, on ECTPs and ReSPECT in particular

To explore the impact of ReSPECT on patient treatment decisions

4. To understand how health and social care professionals can optimally engage people with learning
disability in the ReSPECT process

5. To develop a consensus on how ReSPECT should be used in primary care.

w
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SCIENTIFIC SUMMARY

Methods

We used a mixed-methods approach within an analytical framework of normalisation process theory.
Qualitative data were analysed thematically. Descriptive analyses of quantitative data are presented
with regression analyses for some outcomes.

Work package 1

We interviewed GPs and other practice staff, patients with a ReSPECT plan and/or their families and
care home staff. We worked with 13 general practices and associated care homes across 3 areas of
England.

Work package 2

We used focus groups and interviews with other health and social care professionals, members of the
public and faith leaders to explore their views on ReSPECT and other forms of ECTP. We did a national
survey of attitudes of the public to ECTPs using a module in the 2022 British Social Attitudes Survey
administered by the National Centre for Social Research. We surveyed the experience and attitudes of
GPs to ECTPs and ReSPECT using medeConnect (Abingdon, UK), a market research company focusing
on healthcare professionals.

Work package 3
We used a structured evaluation tool to assess the quality of ReSPECT form completion in our 13
general practice sites.

Work package 4

We ran co-production workshops with adults with learning disability to explore their understanding of,
and views on, emergency care treatment planning and to co-create resources to support engagement of
people with a learning disability with ReSPECT. Using focus groups and interviews with family carers of
people with a learning disability, we captured their views and experiences of emergency care treatment
planning.

Work package 5

An initial synthesis of findings across the work packages informed the content of a stakeholder meeting
with participants from professional and patient organisations, and implementers of ReSPECT across the
UK. Key messages from small group discussions at the stakeholder meeting were integrated into the
final synthesis to identify implications for practice and future research priorities.

Results
Attitudes and experiences of the public around ECTPs

Focus groups
Twenty-one members of the public participated in four groups.

Participants supported the concept of ReSPECT and thought it could be an important tool in facilitating
conversations about end-of-life care. However, they thought the process and form should be more
person centred. Participants thought conversations would work best when the person had an
established relationship with the health professional but recognised that this was not always possible.
They thought that involving the family in ReSPECT discussions was important but expressed concern
about whether the plans would be available or followed in an emergency.
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Public survey
The module was completed by 1135 members of the public; 17 respondents had an ECTP in place.

Respondents were supportive of anyone being able to have an ECTP if they wished 908/1135 (80%),
and half of those without a plan would want one for themselves (620/1112; 56%). Most would also
like to be involved in completing a plan for a close family member if the person was unable to do so
themselves 930/1135 (82%). Respondents with a chronic condition that reduces daily activity were
more likely to want an ECTP than those in good health [64% vs. 52%; odds ratio (OR) 1.78, 95%
confidence interval (Cl) 1.30 to 2.45; p < 0.001]. Respondents recognised benefits of ECTPs but also
recognised potential risks of the ECTP recommendation becoming out of date. They would prefer to
complete an ECTP with their GP or a doctor or nurse trained in ECTP conversations.

How ReSPECT is used in primary care

General practitioner survey

We received 841 valid survey responses. Half (51%) of respondents reported their practice used
standalone DNACPR forms; ReSPECT forms were used by 41%. There were substantial regional
differences in the forms used.

The main trigger for initiating an ECTP conversation is a diagnosis of a life-limiting or life-threatening
condition (86%). While completion of an ECTP in primary care is currently carried out mainly by

GPs, respondents thought that a much broader range of health and social care professionals could
complete these plans, including senior community nurses (80%), senior nurses in care homes (51%)

and care home managers (25%). GPs who used ReSPECT were more likely to feel comfortable having
these conversations with patients and their relatives compared to GPs who reported using standalone
DNACPR forms (OR 1.72, 95% Cl 1.1 to 2.69 and 1.85, 95% Cl 1.19 to 2.87, respectively). Nearly all
(89%) respondents agreed that having a plan ensures that treating clinicians know the patient’s wishes.
However, 50% respondents agreed that a patient’s current health condition may not be reflected in the
plan and 41% that there is a serious risk that it could be out of date at the time it is needed.

Qualitative study of stakeholder experiences

A total of 13 general practices and 13 care homes participated in the qualitative study. We interviewed
21 GPs, 5 specialist nurses, 22 senior care home staff, 19 care home managers, and had clarifying
conversations with 124 clinical and administrative staff across 11 practices during fieldwork visits.

We conducted focus groups with 7 home care workers and 17 other healthcare professionals and
interviewed 13 patients or their relatives.

All participants conceptualised ReSPECT as a person-centred process allowing patients to take some
control over future medical care and treatment decisions, particularly when nearing the end of life.
However, in practice, its focus was often seen as primarily about CPR. ReSPECT is usually initiated when
a patient moves to a care home or starts to receive palliative care. Occasionally, a patient initiated the
discussion. In timing a ReSPECT conversation, GPs try to balance minimising patient distress, uncertainty
about illness trajectory and having the conversation when the patient is still able to express their wishes.
GPs and care home staff emphasised the importance of time and establishing a relationship with the
patient as prerequisites for a good ReSPECT conversation. However, lack of time was an obstacle

for GPs. GPs, care home staff and patients felt that including families in the ReSPECT discussion was
important, to ensure that families are aware of the patient’s wishes and to facilitate decision-making in
an emergency.

Writing the recommendations and their interpretation by clinicians and care home staff in an emergency
is challenging because of uncertainty around future clinical events and treatment options. Care home
staff described conflict with clinicians attending the patient in an emergency over treatment decisions,
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with decisions not always reflecting recommendations. Care home staff and paramedics commented on
the lack of clarity of some recommendations which they described as unhelpful.

Processes for storing and sharing ReSPECT forms varied. Concerns were raised about loss of paper
forms and lack of synchronisation between paper and electronic forms.

Patients’ and relatives’ experiences of the ReSPECT process were shaped by the ReSPECT conversations
they had with healthcare professionals. Those who had a conversation where they felt listened to and
received clear explanations, spoke about ReSPECT positively and showed a clearer understanding of the
purpose of ReSPECT. Most participants trusted that, in an emergency, healthcare professionals would
follow the recommendations recorded on the ReSPECT form.

The use of ReSPECT in primary care, both in the initial ReSPECT conversation and using the
recommendations in an emergency, is informed by two key ethical principles: respect for patient
autonomy and the duty to protect a patient from harm. How these principles are balanced in using
ReSPECT recommendations to make a decision in the patient’s best interests in an emergency is
shaped by the clinical and social situation, and by decision-makers understanding of the purpose of the
recommendations.

Evaluating 141 completed ReSPECT forms from 11/13 practices, 122 (87%) recorded free-

text treatment recommendations other than CPR. Three-quarters 94 (76%) provided detailed
recommendations on types of treatment to be considered in an emergency; 28 (23%) gave only general
instructions, such as ‘not for hospital admission’ The CPR recommendation was completed in just

37% of forms but this may have been related to electronic form completion. Over half (57%) of forms
recorded patient preferences. However, where a patient lacked capacity the presence of a relative or
lasting power of attorney was recorded in only two-thirds of forms and less than half named the person
present.

What do people with a learning disability and their carers want from ReSPECT?

Twelve workshop participants and four reference group members participated in the co-production
process. Twelve relative-carers of someone with a learning disability participated in focus groups or
interviews.

Workshop participants wished to engage in the ReSPECT process and to be supported in that process.
However, they also expressed doubt about the form being found and followed in an emergency. They
made multiple suggestions to enhance the planning of ReSPECT conversations and emphasised the
need for preparation before the conversation, and the presence of a trusted person to support them in
the process. Family carers of people with a learning disability were cautiously supportive of ReSSPECT
plans and saw them in the context of their lived experience of advocating for a person with a learning
disability in the healthcare system. Where ReSPECT supported this advocacy role, it was welcomed
but they did not trust that it would be followed without their input. Developing a ReSPECT plan for
someone with a learning disability requires time and understanding of their complex needs.

The co-production workshops informed development of an easy-read guide to ReSPECT planning and
worksheets to support people with a learning disability in preparatory conversations.

Stakeholder meeting
Twenty-nine external delegates from a range of professional and patient organisations attended the
meeting.

Stakeholders thought it important that ReSPECT planning should be considered more widely than in

the context of end of life or palliative care. They identified a need for preparatory conversations prior
to a planning conversation, suggesting that these could be initiated by a wide range of people, with
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appropriate training and support. The different focus of hospital and primary care recommendations
highlighted the need for review when someone moves between healthcare settings. There was
consensus that an electronic system for storing and sharing ReSPECT plans was needed to ensure
effective use. Shared concerns about interpretation of recommendations emphasised the importance of
clear articulation of recommendations on the form, and relevant training for health and social care staff
in their use.

Conclusions

The concept and aims of ECTPs including ReSPECT are widely supported by health and social care
professionals, patients and the public. There is a lack of consensus on the purpose and authority of
recommendations recorded in a ReSPECT plan. Patients, families and some healthcare professionals
see them as determinative, while others see them as guidance. Preparatory conversations before a plan
is introduced are important, particularly for people with a learning disability. The level of uncertainty
around future clinical events and treatment options for someone in a community setting cannot be
easily translated into specific recommendations, and recommendations recorded in hospital are often
seen as unhelpful. This can create conflict when treatment decisions are made in an emergency.

There are challenges to ensuring timely access to ECTPs by the health and social care professionals who
are making treatment decisions. We identified five priorities for future research:

1. Understanding the experiences and perspectives of people from minority ethnic and faith-based
communities on the concept and use of emergency care treatment plans.

2. Improving integration of patient preferences into treatment decision-making in an emergency in a
way that is consistent, transparent and ethically justifiable

3. Understanding the experiences and perspectives of paramedics on the use of emergency care treat-
ment plans.

4. ldentifying effective interventions for increasing awareness of and preparation for emergency care
treatment planning.

5. Identifying the benefits and challenges of a shared electronic record system for emergency care
treatment plans.

Study registration
This study is registered as NCT05046197.

Funding

This award was funded by the National Institute for Health and Care Research (NIHR) Health and Social
Care Delivery Research programme (NIHR award ref: NIHR131316) and is published in full in Health and
Social Care Delivery Research; Vol. 12, No. 42. See the NIHR Funding and Awards website for further
award information.
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Chapter 1 Introduction

Background and study rationale

Anticipatory treatment plans

When a person develops a life-threatening condition or has a sudden deterioration in an existing illness,
rapid treatment decisions may be needed. Often, the person is unable to be involved in the decision at
the time, and there is limited clinical information or information about what their treatment preferences
might be in this situation. Anticipatory treatment decisions and recommendations can improve this
decision-making process and help to guide healthcare professionals while ensuring the person’s values
and preferences are respected in the future. Anticipatory treatment plans can take several forms. A
person may decide to make an advance decision to refuse treatment and specify particular treatments
that should not be given to them should they be unable to speak for themselves.! More commonly

an advance care plan (ACP) may be made between a person, their family and those caring them to
document their future priorities of care more broadly, including preference for place of death.2-* ACP

is mainly advocated in the context of end-of-life care, although an international consensus definition

of ACP states that: ‘Advance care planning is a process that supports adults at any age or stage of
health in understanding and sharing their personal values, life goals and preferences regarding future
medical care’?

Emergency care treatment plans (ECTPs), sometimes called treatment escalation plans, focus specifically
on treatment decisions in emergency or acute illness situations. Their aim is to make treatment
recommendations that reflect the person’s preferences and values, and they are reached in discussion
with the person or their family. However, the specific recommendations are made by the healthcare
professional and are intended to guide future treating clinicians.® An important distinction between
ACPs and ECTPs is that, whereas the ultimate focus of ACPs is on end-of-life care preferences, ECTPs
focus on steps to be taken in the event of an acute pathophysiological deterioration in which recovery
is possible, although it may be unlikely.” Prior to 2016, stand-alone do not attempt cardiopulmonary
resuscitation (DNACPR) recommendations were the most commonly used form of emergency care
treatment planning document in acute NHS hospitals (72% of hospitals).8 However, concerns existed
about their use, including lack of discussion with patients and/or their family, failure to consider
cardiopulmonary resuscitation (CPR) recommendations before a patient deteriorates, and lack of
transferability of forms between primary and secondary care and ambulance services.”*° A particular
concern was that a focus on CPR leads to lack of consideration of other treatments that may or may
not be appropriate.’*-13 Responding to these concerns, some hospitals and health networks developed
ECTPs to provide a more holistic approach to anticipatory medical decision-making.*4-%¢ In 2016, the
Resuscitation Council United Kingdom (RCUK) led development of a national standardised approach
to support conversations about goals of care and to provide guidance to clinicians about treatments
to be recommended in an urgent situation when the patient lacks capacity to decide for themselves:
Recommended Summary Plan for Emergency Care and Treatment (ReSPECT).¢

The ReSPECT process

ReSPECT is both a process and a form documenting the process (see Report Supplementary Material 1

for copy of ReSPECT form, versions 2 and 3). As described on the RCUK website, the ReSPECT process
creates a summary of personalised recommendations for a person’s clinical care in a future emergency

in which they do not have capacity to make or express choices. The process takes into account both
patient preferences and clinical judgement and records ‘agreed realistic clinical recommendations’
including a recommendation whether or not CPR should be attempted if the person’s heart or breathing
stop. Implementation of ReSPECT in NHS acute trusts began in December 2016 and within 3 years it
was used in 22% of trusts. While other forms of ECTPs were used in some trusts, ReSPECT accounted
for 60% of the observed move away from stand-alone DNACPR forms to ECTPs during this time.'” Since
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its initiation the ReSPECT form has been modified in response to feedback from clinicians and patients
(in 2023 both versions 2 and 3 were in use).

Although ReSPECT implementation occurred first in acute trusts, it was always envisaged that this
process would cross the primary and secondary care interface. Indeed, it was developed as a patient
held form rather than a clinical record. An evaluation of ReSPECT in early-adopter trusts found that
many clinicians thought that the ReSPECT conversation and documentation of recommendations fitted
better into a primary-care setting.*® Patients may have an established relationship with their general
practitioner (GP), conversations can occur over an extended period, patients are often less sick and
more able to engage in discussion, and conversations can be placed in a wider context of ACP. However,
there are also potential difficulties in moving ReSPECT conversations to primary care; patients and
families may be less ready to think about these things until a crisis emerges, GPs may be uncertain about
hospital-based interventions, and both may have concerns about the effect of a conversation on the
patient-doctor relationship. Another challenge to the use of ReSPECT across the primary and secondary
care interface is that hospital doctors and GPs use the process in different ways and recommendations
do not always translate to different settings.?

Emergency care treatment plans and person-centred care

There is an ethical and professional obligation to balance benefits and burdens of treatment from

the patient’s perspective.?° Current NHS policy and professional guidance emphasises a model of
personalised care and shared decision-making.?* ECTPs can facilitate person-centred shared decision-
making in the acute situation by summarising earlier considered assessments of the potential benefits
and burdens of a range of future treatments, taking into account what is important to the patient.

People with a learning disability might particularly benefit from emergency care treatment planning

as their needs and wishes are often not met in acute situations.?? Health outcomes are often poor

for people with a learning disability because health professionals do not understand their needs.??-2#
Obstacles include lack of education and training among health professionals, communication challenges
and/or a perception that individuals lack capacity because of their disability.?>?¢ Anticipatory care
planning with people with a learning disability is minimal due to a lack of confidence and awareness
among medical staff.?’-?° This further disadvantages people with a learning disability by denying them
input into decisions about future treatment.

The impact of COVID-19 on emergency care treatment planning

The COVID-19 pandemic generated increased interest in the use of ECTPs in general and ReSPECT

in particular. High mortality, particularly among older frail people and those with specific medical
conditions, few effective treatments and restrictions on hospital visiting, all had a potential impact

on decisions about whether a person would benefit from or would want hospital admission or
treatment if they developed COVID-19. GPs and hospital doctors admitting acutely ill patients were
encouraged to have these conversations with patients early and to document the resulting treatment
recommendations. In a UK teaching hospital, completion of treatment escalation plans more than
doubled during COVID-19 from 20% of inpatients to 50%, and the scope of the recommendations

was broader than before COVID-19.3° This renewed emphasis on anticipatory decision-making

during COVID-19 was seen as supporting best practice in person-centred care. A paper reporting

a retrospective analysis of a multicentre cohort study of patients admitted to hospital with COVID-

19 also found more nuanced decision-making around life-sustaining treatments, such as CPR.
Participating clinicians explained that the use of the ReSPECT process allowed more nuanced treatment
recommendations to be made compared with using DNACPR forms.®! It was also an opportunity to
embed the principles and practice of ACP and emergency care treatment planning into clinical practice
more generally.®? However, there were concerns that the impetus to complete ECTPs early, and the
restrictions on communicating with patients and their families in person, might lead to inappropriate use
of ECTPs and result in poor patient care, leading to guidance being issued by professional and regulatory
organisations.®33* The Care Quality Commission’s report into its review of DNACPR recommendations
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during the COVID-19 pandemic recommended that decisions about DNACPR should be made as part
of a wider conversation about ACP, and that people and their representatives should be supported

in having these conversations. The report suggested that ReSPECT was a good example of an ACP
process that enabled these conversations to occur.®> The Royal College of General Practitioners and
British Medical Association recognised the specific challenges for GPs in having these conversations
during a pandemic and provided guidance to its members reiterating the requirement for individualised
conversations about future treatment decisions.3¢%” It is not clear to what extent practice around
emergency care treatment planning has changed since the pandemic.

Evaluating the use of emergency care treatment plans in the United Kingdom

We identified six UK evaluation studies of locally developed ECTPs published between 2010 and
2017.141538-41 A|| reported that the ECTP improved communication and documentation of treatment
escalation decisions. Three studies reported perceived improvement in appropriate decision-making
around treatment escalation and resuscitation, although appropriate was not defined. ECTPs were
positively evaluated by staff. Two studies demonstrated a significant reduction in patient harms
associated with the use of the ECTP compared with patients who had a standalone DNACPR form
documented in their notes.*>*! Since the introduction of ReSPECT, the focus of published evaluation
studies has been on this model of ECTP. An evaluation of the first ReSPECT pilot in Scotland, which
included 200 ReSPECT forms completed in a range of settings (hospital, hospice and community),
found that patients with a ReSPECT form were more likely to die in their preferred place of care and
had a reduced chance of readmission within 3 months of hospital discharge. Patients and staff were
generally positive about the process. Challenges included time pressures, staff reluctance to initiate a
conversation or lack of confidence to do so.“2 A multicentre evaluation of the use of ReSPECT in early
adopter sites involving six acute NHS trusts in England took place between 2017 and 2019. It found
that ReSPECT conversations were mainly initiated with patients nearing the end of their life or at
imminent risk of deterioration and focused on CPR decisions. However, a move towards a more holistic
approach in terms of treatment recommendations and conversations with patients and their families
was observed.? Doctors’ uncertainty about a patient’s prognosis, constraints of time and external
environment, and the need to minimise patient distress, influenced both the prioritisation and content
of conversations.'® An interview study with GPs and care home staff in the West of England found a
generally positive attitude to the use of ReSPECT but noted that its use was complex and there were
challenges in incorporating patients’ preferences into decision-making. The authors recommended a
multidisciplinary approach that engaged care staff more in the process.*® There has been no large study
of the use of ReSPECT or other ECTP in the community setting.
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Chapter 2 Overview of study design

ere, we outline the study aims and objectives, and corresponding work packages (WPs), describe
the theoretical approach underpinning the research and the ethical considerations raised by
the research. Finally, we explain changes made to the original protocol in response to challenges
encountered during the research process.

Study aims and objectives

Our overall aim was to evaluate the ReSPECT process for adults in primary care to determine how, when
and why it is used, and what effect it has on patient treatment and care.

Our objectives were:

1. To understand how ReSPECT is currently used in primary care from the perspective of patients,
their families, clinicians and care home staff

2. To describe the views of patients, the public, primary and community healthcare professionals, and
home care workers on ECTPs in general and ReSPECT in particular

3. To identify enablers and obstacles to embedding ReSPECT in primary care practice

4. To explore the impact of ReSPECT on patient treatment decisions

5. To understand how health and social care professionals can optimally engage people with a learning
disability in the ReSPECT process and co-produce relevant support materials

6. To develop a consensus on how ReSPECT should be used in primary care.

Study design

Work package 1

A qualitative study exploring the experience of ReSPECT in primary care and community settings
drawing on interviews with GPs, patients and their families/carers and staff in care homes, and
conversations with other members of staff in the participating GP practices (see Chapters 4, 5 and 6).

Work package 2

Focus groups and interviews with healthcare professionals, home care workers, members of the public
and faith leaders to explore their views on the principles and practice of ReSPECT and other forms of
anticipatory decision-making; two national surveys, one of the public’s attitudes to ECTPs and one of
GPs' experiences and views of anticipatory decision-making (see Chapters 3 and 4).

Work package 3
Quality assessment of ReSPECT form completion in the GP practice sites involved in WP1 (see
Chapter 4).

Work package 4

Co-production workshops with adults with a learning disability to explore their understanding of and
views on emergency care treatment planning and to co-create resources to support the engagement

of people with a learning disability with ReSPECT; focus groups and interviews with relatives of people
with a learning disability to capture their views and experiences of emergency care treatment planning.
This WP was added to the original protocol following a successful application to NIHR for additional
funding in response to a call for proposals to be submitted by current NIHR award holders for additional
research related to social care, to be completed within their current award time frame (see Chapter 7).
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Work package 5

An initial synthesis of findings across the WPs informed the content of a stakeholder meeting with
participants from professional and patient organisations and implementers of ReSPECT across the UK;
final synthesis of all findings (see Chapter 8).

See Report Supplementary Material 2 for study flow-chart.

Theoretical framework

Our overarching theoretical framework for analysis was normalisation process theory (NPT).#44> We
wished to investigate to what extent ReSPECT is embedded in routine primary care practice and how
it is perceived and enacted by health and care professionals and patients. NPT characterises a set

of mechanisms (coherence, cognitive participation, collective action and reflexive monitoring) that
influence the embedding of new interventions or processes into clinical practice.

Data from WPs 1, 2 and 3 primarily informed our NPT analysis. In this analysis, we asked how do
clinicians, care home staff, patients and their families:

conceptualise ReSPECT (coherence)

initiate or engage with the process (cognitive participation)

use the process and the documentation (collective action)

evaluate the impact of ReSPECT and how it changes behaviour (reflexive monitoring).

AN

Data from the focus groups with members of the public and the public attitudes survey (WP2) provided
a broader societal perspective to provide context for ReSPECT implementation.

Localities

Three Clinical Research Networks (CRNSs) recruited practices across three diverse Clinical Commissioning
Group (CCG) areas in England. To maintain participant confidentiality, we are not reporting which CCG
areas were involved.

Ethics and regulatory approvals

We gained NHS/Health Research Authority (HRA) ethics approval (21/LO/0455) and Confidentiality
Advisory Group (CAG) approvals (21/CAG/0089) for the study. A summary table of the approvals,
including amendments, is presented in Report Supplementary Material 3. The sponsor was the University
of Warwick.

Ethical considerations

Ethical issues for this study included recruitment and conduct of interviews on a sensitive and
emotive topic; responding to distress of participants during interviews and focus groups; verbal
consent for conversations with practice staff; responding to concerns raised regarding safeguarding
or unprofessional conduct; accessing medical records without explicit consent; and involvement of
people with a learning disability in co-production workshops. We describe how we addressed these
in Appendix 1. Access to patient records and ReSPECT forms by study researchers was approved by
the HRA Confidentiality Advisory Group under Section 251 of the NHS Act. Our justification for CAG
approval is in Report Supplementary Material 4.
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Changes to the protocol

Changes to recruitment of care homes

In our original protocol, we aimed to recruit two care homes associated with each GP practice site.
Planned care home involvement included interviews with senior care home staff, involving care homes
in recruitment of patients and their relatives, and identification of ReSPECT forms. Of 23 care homes
identified by our GP practices, only 11 agreed to participate and, of those, 8 agreed to take part in the
interview element only. Service delivery pressures related to COVID-19 and its consequences and
frequent changes in senior staff contributed to the challenge of recruitment. To ensure that we captured
the full range of care home experience, we expanded our recruitment through care home networks to
include care home staff not linked to our GP sites.

Changes to recruitment approach for patient and relative interviews

Recruitment of patients and relatives of patients who lacked capacity was low. In response, we simplified
our recruitment approach by removing the link between interview (WP1) and access to patient records
(WP3) in the invitation letter. We also sought to advertise the interview study directly through care
home networks.

Decision to stop data collection for congruence

We originally planned a retrospective analysis of patient records and ReSPECT forms to measure
congruence between ReSPECT recommendations and clinical decision-making at the time of an acute
event for people with a ReSPECT form completed in the previous 6 months. The estimated sample size
for this analysis was 413 ReSPECT forms, assuming that the acute clinical event rate within 6 months

of a ReSPECT form completion was 70%. Across our first 6 practice sites, we identified 233 patients
with a record of a ReSPECT form completed in the previous 12 months, of whom 169 were eligible to
participate. Of eligible patients, we were only able to identify and extract data from 65 ReSPECT forms.
We had anticipated that GP practices may not always have a copy of a patient’s ReSPECT form as

they are designed as patient held forms. However, we had expected that we would be able to identify
additional ReSPECT forms through the care homes recruited to the study. As noted above, recruitment
of care homes to this element of the study was extremely challenging and so this method of data
collection was not possible. Additionally, analysis of the clinical records of patients with a ReSPECT form
found an acute event rate of 24%. Following discussion between the study team, the study independent
steering committee and the funder, it was agreed that it would not be possible to achieve the required
sample size within the parameters of the current study. Therefore, data extraction from clinical records
was discontinued for the remaining sites but collection of data from anonymised ReSPECT forms
continued to enable a quality analysis of form completion.

We then obtained the relevant approvals to conduct a feasibility study to explore whether a different
study design, using care home records only, could answer this research question. We encountered
several challenges in recruitment of care homes and recruited two from a target of three homes. We
found that 17/75 (22.7%) of residents had both a ReSPECT form and an acute event in a 6-month
period. We estimate that we would need to work with 50-60 care homes to complete a congruence
analysis (see Appendix 2 for a more detailed report). This finding and our findings on the quality of
recorded recommendations in our review of ReSPECT forms in general practices lead us to conclude
that at present a congruence analysis as originally conceived is not feasible.

Patient and public involvement

The main aim of ECTPs is to create personalised recommendations for clinical care and treatment in
emergency situations where someone cannot make decisions for themselves. Key to this is involving
the person, or someone close to them if the person lacks capacity, in conversations about what is
important to them so that their preference can inform the clinical recommendations. This aim is set
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out on the RCUK ReSPECT web pages. As we sought to evaluate how such an explicitly patient-
focused process is used in primary care and community settings, we recognised the importance of
patient and public involvement (PPI) and engagement at every stage and embedded PPI in our project
governance structure.

Scope of patient and public involvement

Project design

Before submission of the application for funding, we held two meetings with the lay advisory group that
had contributed to our previous study evaluating ReSPECT in acute NHS trusts. The group was originally
recruited through Warwick University’s University/User Teaching and Research Active Partnership

and members had lived experience of health conditions or being a carer. During the first meeting,

we presented findings from the initial ReSPECT study evaluating its use in secondary care. The group
discussed the identified lack of evidence of how the ReSPECT process works in primary care and the
difference in how it is viewed between primary and secondary care. We discussed the proposed aim of
this research, the suggested research questions and study methods. The group was asked for their views
particularly about how to conduct the research in a way that was sensitive to patients and their families,
and how to engage with the wider public, including hard to reach groups, to ascertain their opinions

on ReSPECT and emergency care treatment planning. At the second meeting, the group considered
feedback from our outline application and commented on our proposed responses to reviewers’
comments.

The group agreed that this research was important. They noted that it was crucial for patients and
their families to have their preferences about future treatment decisions taken into account and

that the process for supporting this needs to be robust and properly evaluated. The group discussed
the importance of including the perspectives of marginalised and hard to reach groups and offered
suggestions on recruitment from these groups for WP1 and 2. They also gave advice on the approach
and conduct of interviews with patients and their families. Our lay advisors also reviewed and
contributed to our application for additional funding to include a WP that focused on the experiences
and perspectives of people with learning disability with regard to ReSPECT (WP4, see Chapter 7).

Investigator team

The study investigator team included a PPl member (CB) who was involved from inception in the design
and development of the project and was also a member of the lay advisory group to support linkage
across the project. He provided guidance on the acceptability of proposed methods, attended lay
advisory group meetings, commented on all patient and family information materials and contributed to
the writing and editing of reports from the different WPs. A PPI lead from the main study team (JH) also
ensured linkage, communicated with the advisory group between scheduled meetings regarding project
progress and any matters arising.

Advisory group

Our lay advisory group of five members had between them a range of lived experience of health care.
The group met at 6-monthly intervals during the project to discuss project progress and develop and
review fieldwork instruments and study documentation. They commented on draft questions for the
survey of members of the public with their suggestions being incorporated into the final version. They
also reviewed and commented on interim analyses of qualitative data to help interpret patient and
relative experiences, and the stakeholder meeting report to help shape key messages. The group also
advised on approaches and audiences for dissemination of the study findings to the public.

An integral part of WP4 (perspectives of people with a learning disability) was the inclusion of a
reference group for this WP. The reference group was recruited through CHANGE (Leeds, UK) a national
advocacy group for people with a learning disability, and all members had a lived experience of learning
disability. This group worked closely with the study researcher and CHANGE to develop the format and
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content of the study workshops and pilot activities to be used in the workshops. They also contributed
to the development of the resources that were created as part of this WP (see Chapter 7).

Stakeholder meeting

We invited delegates from a range of patient and public support organisations to the stakeholder
meeting in addition to our lay advisory group members. Delegates participated in group discussions to
develop recommendations on issues to consider in the future development of ReSPECT in community
settings. Two members of the learning disability reference group presented findings from their WP at
the stakeholder meeting, and examples of the materials produced and used by people with a learning
disability during the workshops were displayed for delegates to view throughout the day.

Summary

The importance of PPl was recognised at an early stage of development of the project and was integral
to its development, conduct, delivery and successful completion. Embedding the lived experience of
people with a learning disability in development and outputs for WP4 was particularly important and
enriched the overall study findings. The presence of PPI throughout the project also helped to ensure
that the work retained its focus on the person at the heart of the ReSPECT process, and that language
and communication was consistently clear and accessible.
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Chapter 3 Attitudes and experiences of the
public around emergency care treatment
planning

Introduction

The development of ReSPECT involved a public consultation but beyond that, there is little information
on public perceptions of emergency care treatment planning in the UK.*¢ There is some literature on
the attitudes and experiences of patients and their families regarding DNACPR decision-making.047
AYouGov survey of the public commissioned by Compassion in Dying in 2020 found that most

people did not understand why a DNACPR decision is made, or what treatment and care will be given
if a doctor decides they are ‘not for CPR’#8 Attitudes to ACP, which may include emergency care
treatment preferences, have been investigated although, as with DNACPR studies, they have tended
to focus on patients rather than the general public.#?->* A study of public attitudes to ACP in Northern
Ireland found that ACP was recognised as important despite limited awareness, lack of knowledge

and misperceptions.>?

To situate our qualitative evaluation of ReSPECT in primary care in the wider public context we carried
out focus groups and a national survey to answer the research question: What does the wider public
think about the concept and use of ECTPs? Additionally, we sought to interview faith leaders to explore
how faith perspectives might influence public attitudes to ReSPECT.

Focus groups with members of the public and interviews with faith leaders

Methods

Recruitment

We sought expressions of interest for focus group participation from members of the public with

an interest in health through local Health Watch, community and patient organisations and patient
groups linked to our participating general practices in each of our three study areas.>®* We asked our

PPI advisory group for suggestions of relevant networks to approach and carried out desktop research
to identify local patient and carer organisations in each area, including those representing minority
groups. We provided a poster about the study, an invitation e-mail and brief information leaflet. Most
expressions of interest came from advertising through local Health Watch organisations. Potential
participants contacted the study team directly and were provided with further information and offered a
range of dates for planned focus groups. If they agreed to participate, they were given details of how to
join their focus group. Online participants had unique links to a Zoom™ (Zoom Video Communications,
San Jose, CA, USA) meeting. One participant unable to attend a focus group was interviewed separately.
Prior to data collection, participants were sent a copy of the ReSPECT form and a consent form. We
obtained written consent at the start of the in-person group. Online, we went through the consent form
with each participant and recorded their consent.

We advertised the study to faith leaders through community faith groups, local councils, university
chaplaincy and NHS trust chaplaincy services in our three study areas and followed up expressions of
interest as above.
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Data collection

We developed topic guides with input from our lay advisory group. Focus groups were facilitated by
researchers JH, SR or CM. Online and face-to-face focus groups and the individual interview followed
the same process. After introducing the purpose and format of the discussion, and the ReSPECT
process, facilitators used a topic guide to guide the discussion (see Report Supplementary Material 5).
They prompted participants to consider potential benefits and disadvantages of emergency care
treatment planning for patients, relatives, the health service and wider public, and consider aspects of
implementation, including how and when ReSPECT conversations should be initiated, any potential
challenges in using the forms, and if, and when ReSPECT forms should be reviewed.

Interviews with faith leaders followed the topic guide for the focus groups with additional prompts on
how the values embedded in ReSPECT interact with key values in their faith.

Participants received a shopping voucher as a thank you for participation. We ran four focus groups;
one of which was in person. Interviews were online apart from one faith leader interview. Focus groups
lasted between 53 and 66 minutes; interviews with faith leaders lasted 56 and 62 minutes, respectively.
All focus groups and interviews were recorded with consent, professionally transcribed and checked by
the study team.

Analysis

We analysed the data as one data set using framework analysis.>* Four study team members (FG, AS,
JH, SR) initially each read a transcript from study area one, discussed the data and identified potential
themes for public survey questions. JH read and coded all transcripts from area one using the topic
guide as a framework, identifying themes from which we confirmed topics for the survey questions. Two
researchers (CB and CM) then independently coded one focus group transcript to check for consistency
and themes were discussed with JH. CM then further developed and refined the coding framework

to analyse the remaining focus group and interview transcripts. Finally, AS read all transcripts and
confirmed final themes with CM.

Results

We recruited 21 public participants to 4 focus groups, mostly in area one (3 focus groups 16
participants) and 1 individual interview. Recruitment in areas two and three was extremely challenging.
We conducted two faith leader interviews; both participants were from Christian faiths. We identified
four themes.

ReSPECT could help normalise discussion about emergency care

Participants across the focus groups acknowledged that death and planning for the end of one’s life
were sensitive topics, and many people resist having these conversations. They agreed that ReSPECT
could offer a way for individuals, families, and clinicians to begin the conversation.

It’s a really helpful tool, a kind of lever to, to have a conversation about end of life and about dying with
people, and | think that’s a conversation that people find very hard to have, but it’s a really important
conversation to have and | think having a document that acts as a stimulus to a conversation about
end of life is really useful and really important and we don’t do enough of it, so | think it’s a good thing
to have.

Public focus group 2

Participants initially discussed ReSPECT conversations as important for people approaching the end

of life or with a progressive or life-limiting condition. This progressed to a discussion of relevance of
ReSPECT for a much wider range of people, as emergencies could occur at any age, and that everyone
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inevitably would have deteriorating health. Early conversations and records of a person’s wishes could
help families make difficult decisions.

I think you're focusing more, aren’t you, on the elderly people, but you talk, it’s got the word ‘emergency’ in
the title, and you could be in a car accident at 25, you know, there’s all sorts of reasons when it could be
brought in.

Public focus group 2

| think life is a terminal illness. You know, ... we're all gonna get there. And | think it’s important to think
about these things while you're able to, you know, whatever your circumstances are, because it, it takes so
much pressure off your family.

Public focus group 4

Good communication during the ReSPECT conversation between patient, relatives and health
professional was seen as important to ensure good understanding of the purpose of the plan and the
potential future scenarios and treatments. Participants were clear that the health professional needed

to be skilled in having these conversations and thought that conversations would work best when the
person had an established relationship with the health professional, although they recognised that this
was not always possible: ‘I think it, it's, it's the person you have the best relationship with, not everybody
has a good relationship with their doctor’ (public focus group 1).

Some participants suggested that increased public awareness of ReSPECT, for example through the
media, would encourage more people to have these conversations. They suggested ideally it should
become normalised ‘like the organ donor card’ (public focus group 2).

The person should be at the centre of the process

A key theme across focus groups was that the ReSPECT process should focus on the individual,
recording a plan that reflected their wishes and preferences about their future treatment. Some
participants thought the ReSPECT plan was an excellent means for a person to communicate
their wishes.

... | think they seem like a very useful tool so that you can, kind of, convey your wishes before being in that
situation, if ever. At least you've laid out a sort of plan and your, your wishes can be respected.
Public focus group 4

However, some participants expressed concern that the ReSPECT process was insufficiently focused on
the person. The form seemed medically orientated rather than person orientated. In one focus group
where participants were mainly care home residents’ relatives, several compared the ReSPECT form to
an ACP that they had completed for their relative on entering the home. They felt the ReSPECT plan,
with its focus on emergency treatments, did not capture their relative’s reality which was more of a slow
decline rather than sudden emergencies.

the one we filled in here for when my mother came in, | thought was wonderful, it was about how she
wanted to be treated, you know, and it was very reassuring. | look at this and think it’s not really relevant
to her, ... it’s not really suitable, ‘cause it’s so difficult to answer the questions. Whereas the, the form we
filled in here was very warm ... and personal and this is very bleak.

Public focus group 3

Participants were concerned that the person may not understand what was being discussed in

a ReSPECT conversation, particularly if conversations were initiated at a late stage in a person’s
illness trajectory. They commented on the potential complexity of treatment options discussed
and the uncertainty of prognoses or potential future events. One participant expressed a feeling of
disempowerment when considering completing a ReSPECT plan at a time of deteriorating health.
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But actually, in a, a real-life scenario | think | would feel quite disempowered, that other people hold the
power about things to do with my life. And | really, you know, in my most vulnerable state | don’t even
know what my options are.

Public focus group 1

One faith leader suggested that it could be helpful for some people to include a faith leader in their
discussions about life-sustaining treatment.

All participants across the focus groups felt strongly that the plan needed to be reviewed regularly to
reflect changes in the persons health status and wishes over time.

... your views definitely change ... | think it should be re-evaluated, as | say, | think to a certain degree you
like to put it in the back of your mind, but sometimes | think when you’ve had more time to think about it,
your views might have changed. So, | do think there should be a follow-up on it, definitely.

Public focus group 3

Yeah, that already then is a flaw in the system to me. Because what | might wish to do today may change
due to experience, different circumstances. Your health might, you know, you, you, you might think your
health is A today, and in two years’ time something else happens.

Public focus group 4

ReSPECT and the patient’s family

There were mixed views across the focus groups about the extent to which families should be involved
in the ReSPECT process. Many thought it was important that the person’s family was involved in or
aware of the ReSPECT plan to ensure that the person’s wishes were followed and take pressure off
the family.

If you've got that understanding, there’s no fear ..., you're then at, at, at peace internally, you know, you're
at peace with what is happening to your other, to your other half, rather than not knowing what that

person wants.
Faith leader 2

This will help your relatives make a difficult decision in a time when you’re not there to advise.
Faith leader 1

The ReSPECT process could also reduce conflict between family members when decisions needed to be
made when the person was very unwell.

| think it helps promote clarity between the, ... patient and, and their relatives about what might be
wanted ... It's not necessarily going to fix all of the misapprehensions that people have, but it’s, it is a
clear way of having that conversation and, and, you know, flushing out whether there are agreements or
disagreement, it’s a really important thing.

Public focus group 2

[11t, it really needs to, to be a, an open discussion which is not just linked to the immediate close person in
your life. | think it has to, it has to be wider. And then the, because it’s, it will be for, for everyone it would
be a very, very emotional situation to deal with.

Public interview 1

However, other participants noted that not everyone wanted their families to be involved in or know
about their healthcare decisions.
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And, you know, in, in some cases perhaps somebody doesn’t want this to be discussed with the whole of
the family, because it is their treatment, and there are issues about confidentiality, even within the family.
Public focus group 1

Participants recognised that it was often difficult for clinicians when faced with families who wanted
them to intervene for their sick relative, even when there was a form specifying that this was not what
the patient wanted.

Scepticism about use of the plan in an emergency
While many participants talked about the benefits of having a ReSPECT plan, they were not confident it
would be followed in the situations it was designed for.

I'm not entirely confident that having ... an emergency care treatment plan will necessarily produce the
result that the person was expecting, because | think there are all sorts of things that could get in the way
of what somebody wants actually being implemented.

Public focus group 2

Participants identified several obstacles to effective use. They discussed practical problems in ensuring
the plan was available when needed. Someone living at home may forget where the form is kept or be
too sick to tell the health professional, usually a paramedic, who is attending. A potential solution would
be a centrally held form or record of the plan that was accessible to clinicians at the time. Participants
were generally sceptical of the ability of current NHS electronic systems to provide reliable access to
these plans. Participants were not confident the recommendations on the plan would be followed.
Examples were given of paramedics noting plans but then taking a different course of action because of
their clinical judgement.

And both of those people had the ambulance service come, both of them showed the ambulance service
the documentation, and both of them were told that they would not take that action, they were there to
save life. And that upset both families very much.

Public focus group 4

Ambiguity in the plan recommendations could result in actions that were inconsistent with the plan’s
intention. For example, a recommendation about not being admitted to hospital without specifying the
relevant circumstances may lead to someone being admitted/not admitted inappropriately. Participants
recognised that it was impossible to specify every circumstance and provide detailed management
recommendations. They recognised that recommendations would need to be read quickly in an
emergency so should be quite brief, but that this created a tension with communicating detailed person
specific instructions about a person’s care.

You do need something that’s fairly quick to refer to, because you can’t give a, a long kind of detailed set
of instructions if it’s going to be read by paramedics and, and that sort of thing in an emergency situation.
Public focus group 2

Some participants commented that it was important to think of the recommendations as guidance but
that the attending clinician would need to ultimately make the treatment decision, and people would
need to trust that the clinician would act in their best interests.

I'm still convinced that the doctor makes the decision at the end of the day.

For me the form is a way to help people think about these things, express an opinion, but it’s not
obligatory, as it says on the form...it’s useful for clinicians who don’t know that patient. To have something
there, as guidance, and know that there has been a discussion, particularly in an emergency.

Public focus group 1
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Lack of resources could result in recommendations not being fulfilled. For example, if treatment at home
rather than hospital was recommended this might require urgent nursing or other support.

Reflecting on these challenges to effective use of ReSPECT plans, some participants questioned

how person centred the plan was: ‘it seems to me control is taken away from you and that’s what's
so frustrating and tiring and bureaucratic’ (public focus group 3). However, even if the plan was not
available or could not be followed precisely, some participants still regarded the process as helpful to
ensure the person’s wishes were taken into account.

I'm a realist though and | perfectly understand that come the day when | get unplanned admission to
hospital nobody is actually gonna dig through my file in the GP practice, and dig this out from seven years
ago, and respect my wishes. But at least my daughters might remember something that was said.

Public focus group 1

Survey of attitudes of the British public to emergency care treatment plans

Parts of this section are reproduced with permission from Underwood et al.>® This is an open access
article distributed in accordance with the Creative Commons Attribution 4.0 Unported (CC BY 4.0)
license, which permits others to copy, redistribute, remix, transform and build upon this work for any
purpose, provided the original work is properly cited, a link to the licence is given, and indication of
whether changes were made. See: https://creativecommons.org/licenses/by/4.0/. To understand the
views and attitudes of the public on the concept and use of emergency care treatment planning, we
carried out a national survey. Here, we describe the survey and its findings.

Methods

Questionnaire development

To ensure a high-quality nationally representative population sample, we commissioned the National
Centre for Social Research to include our questions in the annual British Social Attitudes (BSA) survey.>®
The BSA is the UK’s longest-running survey of public opinion. It provides a high-quality nationally
representative attitudinal survey with a stratified sample based on postcode and includes face-to-

face data collection using computer-assisted personal interviewing and self-completion. Question
development was a collaborative process between the study team and the BSA team. Firstly, members
of the study team (AS, FG, SR, JH) developed a draft set of questions, drawing on data from focus
groups. Following feedback from our co-investigators and lay advisory group the questions were further
refined. Next, the study team met with the BSA team and, through an iterative process, the final set of
questions to be included in the BSA annual survey were agreed. We aimed to determine the willingness
of members of the public to complete an ECTP for themselves or someone close to them, under what
circumstances they would consider completing one and who they would prefer to complete the plan
with. We also sought their views on potential benefits or harms of having an ECTP. A sample of the
questions were then tested by the BSA team in cognitive interviews with 10 people, and the full set of
finalised questions was piloted with a sample of 56 participants recruited from the BSA panel database
and using telephone interviews. Results of the cognitive interviews and pilot were discussed with the
study team and minor modifications made to question wording (see Report Supplementary Material 6 for
final questions).

Data collection

Data collection was carried out in accordance with the National Centre for Social Research’s protocol
for delivery of the BSA survey. Invitations to participate in the survey, with the option of online or
telephone interview completion, are sent to a stratified sample of households in the UK identified from
the postcode address file with up to two adults in each household able to participate. Two online access
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codes are provided to each household. If selected households do not wish to complete the survey
online, they are able to call a freephone number and arrange to complete the survey by telephone
with a specialist telephone interviewer. To maximise response up to three invitation mailings are made.
Respondents are offered a conditional £10 incentive to participate. Fieldwork took place between 9
September and 30 October 2022. The target sample for administration of our question set was 1000.

Analysis

In addition to descriptive statistics for each question, we present logistic regression analyses investigating
the variables associated with the three dichotomised dependent variables: (1) being in favour of anyone
being able to have an ECTP (strongly and somewhat in favour vs. the other categories); (2) whether they
would like an emergency care and treatment plan at present (definitely and probably would like vs. the
other categories) and (3) (for those who did not already have an a emergency care and treatment plan) how
comfortable (very and fairly comfortable vs. the other categories) they would feel about making such a plan
for themselves. For each analysis, the independent variables were age, gender, ethnicity, educational level,
having an illness lasting more than 12 months, caring for someone ill or with a disability and being close

to someone with a condition that could shorten their life. These were chosen after discussion within the
study team to identify ‘a priori’ the most important possible independent variables. Using the statistical
software R Core Team (2023; R Foundation for Statistical Computing, Vienna, Austria) for each dependent
variable, both fully adjusted model and non-adjusted models were fitted at the 5% significance level. With
very few missing data, the logistic regression models for binary data fit well.

Results

All data used in these analyses have come from the National Centre for Social Research British Social
Attitudes Survey 2023 © National Centre for Social Research September 2023.

Of the 6699 respondents to the BSA survey 1135 completed our module. Overall, they were
sociodemographically representative of the UK although minority ethnic groups were slightly under-
represented against age standardised values (see Appendix 3, Table 10). Seventeen respondents (1.5%)
currently had an ECTP. Among these respondents, the most common trigger for ECTP completion was
a diagnosis of a life-threatening illness (7/17) or long-term condition (6/17) (see Appendix 3, Table 11).
Eight respondents with a completed ECTP were aged under 45 years and 7 aged 45 years or over. Most
plans (10/17, 59%) were completed by the respondent’s GP (6/17) or another doctor who knew them
well (4/17; see Appendix 3, Table 12). Of respondents with an ECTP, most were very comfortable (9/17)
or comfortable (5/17) with the discussion. However, one respondent was fairly uncomfortable and one
very uncomfortable with the discussion.

Attitudes to emergency care treatment plans

A large majority of respondents were in favour of people being able to have an ECTP if they so wished,
with 908/1135 (80%) at least somewhat in favour (see Appendix 3, Table 13). Females were slightly
more likely to be in favour than males [82% vs. 77%; odds ratio (OR) 1.45; 95% confidence interval

(ClI) 1.06 to 1.97; p = 0.02]. When compared with those with no qualifications, people with degrees
were significantly (p = 0.002) more likely to be in favour (70% vs. 84%; OR 2.68, 95% Cl 1.42 to 5.07).
However, the absolute difference is modest and there is not a clear trend for more people with a higher
educational level to be more in favour of ECTPs. Overall, ethnicity did not appear to affect people’s
views, although the numbers in each group were small. However, people of Asian ethnicity might be less
likely than those identifying as white British to be in favour of everyone being able to have an ECTP 67%
versus 82% (OR 0.45, 95% Cl 0.25 to 0.84, p = 0.012) (Table 1).

Of respondents who did not currently have an ECTP, 698/1112 (63%) felt they would be at least fairly
comfortable making an ECTP, with only 49/1112 (4%) saying they would be very uncomfortable having
an ECTP discussion (see Appendix 3, Table 14). Compared with those with no qualifications, people with
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TABLE 1 Characteristics of respondents who were in favour of anyone being able to have an emergency care treatment plan

Are you in favour or against anyone being able to have an emergency care and treatment plan if they wish?* N = 1135

yn-oeayiuAielqiisjeuinofmmm Aleiqr sjeudnor yHIN

In favour

(n/N) OR (95% CI)
Gender
Male 380/493 77 1
Female 510/619 82 0.02 1.45 (1.06 to 1.97)
Other 7/8 88 0.382 2.62 (0.3 to 22.69)
Age (years)
18-24 51/66 77 - 1
25-34 137/173 79 0.922 1.04 (0.51 to 2.11)
35-44 138/172 80 0.748 1.12 (0.55 t0 2.3)
45-54 160/205 78 0.955 1.02 (0.51 to 2.04)
55-59 85/99 86 0.14 1.89 (0.81 to 4.4)
60-64 86/107 80 0.598 1.24 (0.56 to 2.73)
65-69 82/107 77 0.992 1(0.47 to 2.17)
70 + 168/205 82 0.295 1.48 (0.71 to 3.07)
Ethnicity
White 820/1005 82 - 1
Black 10/14 71 0.285 0.52(0.15to0 1.73)
Mixed 30/44 68 0.115 0.57 (0.29 to 1.15)
Asian 37/55 67 0.012 0.45 (0.25 to 0.84)
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TABLE 1 Characteristics of respondents who were in favour of anyone being able to have an emergency care treatment plan (continued)

Are you in favour or against anyone being able to have an emergency care and treatment plan if they wish?* N = 1135

In favour

(n/N) OR (95% CI)
Qualifications
No qualifications 43/61 70 - 1
Qualifications less than A level 138/183 75 0.358 1.37 (0.7 to 2.66)
A-levels/SCE Highers 127/158 80 0.048 2.05(1.01to 4.17)
Other Higher Education 129/170 76 0.346 1.38 (0.7 to 2.72)
Degree or equivalent 446/528 84 0.002 2.68 (1.42 to 5.07)

Do you have any physical or mental conditions or illnesses lasting or expected to last 12 months or more?

No 624/777 80 - 1
Yes, but does not reduce activity 82/99 83 0.704 1.12 (0.63 to 1.98)
Yes, and reduces activity 198/254 78 0.528 0.89 (0.61 to 1.29)

Is there anyone who you look after or give special help to, for example, someone who is sick, has a long-term physical or mental disability or is elderly?

No 670/829 81 1
Yes 195/246 79 0.431 0.86 (0.58 to 1.26)
Yes, but only in a professional capacity as part of my job 43/60 72 0.12 0.61(0.33 to 1.14)

Do you or does someone close to you have a condition or illness that you think is likely to shorten life?
No 647/817 79 1
Yes 261/318 82 0.298 1.22(0.84 to 1.76)

a Multivariable analysis adjusted for all variables presented. Reproduced from Underwood et al.>®

This is an open access article distributed in accordance with the Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is given, and indication of whether changes were made. See: https:/
creativecommons.org/licenses/by/4.0/.
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degrees were more likely to feel comfortable having an ECTP (70% vs. 49%; OR 2.48, 95% Cl 1.40 to
4.39; p = 0.002; Table 2). Comfort with completing an ECTP was not significantly associated with age,
gender, or experience of caring for someone with a long-term health condition. Of those respondents
who said they would like to have an ECTP for themselves, half (316/618, 51%) would want their GP to
complete this with them while one-quarter (161/618, 26%) would want a doctor or nurse who did not
know them but was trained in making ECTPs to do this (see Appendix 3, Table 12).

Who would like an emergency care treatment plan for themselves and when would

they want to have it in place?

Half of respondents without an ECTP (620/1112; 56%) would want one at present (see Appendix 3,
Table 15). Overall, fewer people in older age groups would want an ECTP at present; however, the
difference was only statistically significant for one comparison; 63% in those aged 18-24 years
compared with 47% for those aged 65-69 years (p = 0.045, OR 0.5, 95% Cl 0.26 to 0.98; Table 3).
People with a chronic physical or mental health condition that reduces their activity were more likely
to want a plan at present compared with those in good health (64% vs. 52%; OR 1.78, 95% Cl 1.30 to
2.45; p < 0.001; see Table 3). Knowing or caring for someone with a long-term physical or mental health
condition did not affect whether they would want an ECTP for themselves (see Table 3). In answer to a
more specific question of when you would want an ECTP in place for yourself, 152/1112 (14%) would
want one ‘now’ with just 36/1112 (3%) saying that they would never want one. Developing a long-
term condition or becoming disabled would lead 467/1112 (42%) and 481/1112 (43%) respondents
respectively to want an ECTP. Even more 534/1112 (57%) would want a plan if they developed a
life-threatening condition (see Appendix 3, Table 16). Of the 441 people who said they would want an
ECTP when they were older, the peak decades identified were their 60s and 70s with 270/441 (61%)
wanting an ECTP in place by the time they were aged 70 years (see Appendix 3, Table 17). When asked
if they would like to be involved in completing an ECTP for a close family member if they were not able
to do this for themselves, 930/1135 (82%) said that they definitely or probably would (see Appendix 3,
Table 14).

Perceived potential benefits and harms of emergency care treatment plans

To explore how responders felt about potential benefits and harms of ECTPs, they were asked

whether they agreed to a series of statements in relation to ECTPs. Predominately, 938/1135 (83%)
respondents agreed or strongly agreed that ECTPs would help avoid their family needing to make
difficult decisions on their behalf, and that a plan would ensure doctors and nurses knew their wishes
(Table 4). Nevertheless, a small majority 628/1135 (55%) agreed that there is a serious risk that a plan
could be out of date and so not reflect their current views or health condition, and a substantial minority
330/1135 (29%) agreed that in having a plan they might not get a treatment that would save their life
(see Table 4).

For each of our regression models, the results of our univariable analyses were not materially different
from our multivariable analyses (see Appendix 3, Tables 18-20).

Summary

Overall, participants in the focus groups and faith leader interviews were supportive of the concept

of ReSPECT or emergency care treatment planning. They thought it could be an important tool in
precipitating and facilitating important conversations about end-of-life care. However, they thought

the process and form needed to be more person centred. They emphasised the importance of in-depth
conversations to understand the person’s preferences and to be confident that the person understood
the future options being discussed. Involving the family was seen as important but the level of
involvement needs to be determined by the person whose plan it is. Several concerns were raised about
whether the plans would be available or followed in an emergency.

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



TABLE 2 Characteristics of responders who feel comfortable making an emergency care treatment plan

How comfortable or uncomfortable do you feel about making an emergency care and treatment plan yourself with a doctor or nurse?? (N = 1112)"

Comfortable
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(n/N) (%) p-value OR (95% Cl)
Gender
Male 309/482 64 - 1
Female 380/609 62 0.647 0.94(0.72 to0 1.22)
Other 2/7 29 0.118 0.25(0.05to 1.41)
Age (years)
18-24 40/62 65 - 1
25-34 116/168 69 0.977 1.01(0.53t0 1.92)
35-44 100/168 60 0.197 0.66 (0.35 to 1.24)
45-54 117/204 57 0.141 0.63(0.34t0 1.17)
55-59 66/98 67 0.822 1.08 (0.53 to 2.21)
60-64 73/107 68 0.885 1.05(0.52 t0 2.13)
65-69 65/104 63 0.487 0.78 (0.39 to 1.56)
70 + 121/200 61 0.359 0.74 (0.39 to 1.41)
Ethnicity
White 633/987 64 - 1
Black 6/13 46 0.092 0.38(0.12t0 1.17)
Mixed 22/43 51 0.097 0.58 (0.30to 1.11)
Asian 32/54 59 0.354 0.76 (0.42 to 1.36)

continued
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TABLE 2 Characteristics of responders who feel comfortable making an emergency care treatment plan (continued)

How comfortable or uncomfortable do you feel about making an emergency care and treatment plan yourself with a doctor or nurse?? (N = 1112)"

Comfortable

(n/N)
Educational level
No qualifications 29/59 49
Qualification less than A level 91/179 51
A-levels/SCE Highers 94/153 61
Other Higher Education 100/166 60
Degree or equivalent 365/521 70

Do you have any physical or mental conditions or illnesses lasting or expected to last 12 months or more?

No 479/765 63
Yes, but does not reduce activity 74/97 59
Yes, and reduces activity 144/245 59

0.792
0.064
0.273
0.002

0.013
0.452

Is there anyone who you look after or give special help to, for example, someone who is sick, has a long-term physical or mental disability or is elderly?

No 512/816 63
Yes 154/238 65
Yes, but only in a professional capacity as part of my job 32/58 58

Do you or does someone close to you have a condition or illness that you think is likely to shorten life?
No 494/805 61
Yes 204/307 66

0.57
0.31

0.193

OR (95% Cl)

1

1.08 (0.59 to 1.99)
1.82(0.97 to 3.44)
1.65(0.68 to 4.02)
2.48 (1.4 to 4.40)

1

1.91(1.14 to0 3.19)
0.89 (0.65 to 1.21)

1.10(0.79 to 1.53)
0.74 (0.42 to 1.32)

1.23(0.90 to 1.67)

a Multivariable analysis adjusted for all variables presented.

b Denominatoris 1112 people who answered ‘no’ when asked if they had an ECTP, outcome is sum of definitely would and probably would. Reproduced from Underwood et al.>>
This is an open access article distributed in accordance with the Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is given, and indication of whether changes were made. See: https:/

creativecommons.org/licenses/by/4.0/.
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TABLE 3 Characteristics of respondents willing to have an ECTP for themselves

'ould you or would you not like to have an emergency care and treatment plan for yourself at present?? (N = 1112)®

Willing

(n/N) (%)
Gender
Male 260/482 54
Female 349/609 57
Other 2/7 29
Age (years)
18-24 39/62 63
25-34 109/168 65
35-44 90/168 54
45-54 106/204 52
55-59 56/98 57
60-64 61/107 57
65-69 49/104 47
70 + 108/200 54
Ethnicity
White 544/987 55
Black 10/13 77
Mixed 23/43 53
Asian 33/54 61

0.321
0.18

0.912
0.164
0.089
0.366
0.275
0.045
0.195

0.117
0.595
0.461

OR (95% ClI)

1.14 (0.88 to 1.46)
0.3(0.05 to 1.73)

1

1.04 (0.55 to 1.94)
0.64 (0.35 to 1.20)
0.59 (0.32 to 1.08)
0.73 (0.37 to 1.44)
0.69 (0.35 to 1.35)
0.50 (0.26 to 0.98)
0.66 (0.35 to 1.24)

1

2.91(0.76 to 11.06)
0.84 (0.44 to 1.60)
1.25(0.69 to 2.25)

continued
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TABLE 3 Characteristics of respondents willing to have an ECTP for themselves (continued)

'ould you or would you not like to have an emergency care and treatment plan for yourself at present?? (N = 1112)®

Willing

(n/N) OR (95% ClI)
Educational level
No qualifications 33/59 56 - 1
Qualification less than A level 95/179 53 0.699 0.89 (0.48 to 1.63)
A-levels/SCE Highers 74/153 48 0.285 0.71(0.38 to 1.33)
Other Higher Education 93/166 56 0.681 1.13(0.64 to 1.99)
Degree or equivalent 310/521 60 0.681 1.13(0.64 to 1.99)

Do you have any physical or mental conditions or illnesses lasting or expected to last 12 months or more?

No 400/765 52 - 1
Yes, but does not reduce activity 56/97 58 0.159 1.37 (0.88 to 2.14)
Yes, and reduces activity 158/245 64 < 0.001 1.78 (1.30 to 2.45)

Is there anyone who you look after or give special help to, for example, someone who is sick, has a long-term physical or mental disability or is elderly?

No 461/816 56
Yes 130/238 55 0.481 0.89 (0.65 to 1.23)
Yes, but only in a professional capacity as part of my job 27/58 47 0.054 0.57(0.32 to 1.01)

Do you or does someone close to you have a condition or illness that you think is likely to shorten life?
No 437/805 54
Yes 181/307 59 0.348 1.15(0.86 to 1.55)

a Multivariable analysis adjusted for all variables presented.

b Denominator is 1112 people without an ECTP, outcome is sum of definitely would and probably would. Reproduced from Underwood et al.>>

This is an open access article distributed in accordance with the Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is given, and indication of whether changes were made. See: https:/
creativecommons.org/licenses/by/4.0/.
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TABLE 4 Views on advantages and disadvantages of having an ECTP

Please say how much you agree or disagree with the following statements about having an emergency care and treatment plan (N = 1135)

| might not get the Having a plan can avoid my
treatment that could family having to make difficult
save my life, n (%) decisions for me, n (%)

Strongly agree 66 (6) 302 (27)

Agree 264 (23) 636 (56)

Neither agree 445 (39) 143 (13)

nor disagree

Disagree 256 (23) 20(2)

Strongly 89 (8) 22 (2)

disagree

Don’t know/ 15(1) 12 (1)

refused

There is a serious risk that the plan could
be out of date and not reflect my current
views or my current health condition, n (%)

90 (8)
538 (47)
346 (30)

124 (11)
23(2)

14 (1)

Having a plan ensures
that doctors and nurses
know my wishes, n (%)

227 (20)
712 (63)
142 (13)

29 (3)
13 (1)

12 (1)

Reproduced from Underwood et al.>> This is an open access article distributed in accordance with the Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits
others to copy, redistribute, remix, transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is given, and indication of

whether changes were made. See: https://creativecommons.org/licenses/by/4.0/.
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From our survey, we found that members of the public across the UK are overwhelmingly supportive of
anyone being able to have an ECTP if they wished, and half of those without a plan would want one for
themselves. However, very few respondents currently have an ECTP in place. Most respondents would
also like to be involved in completing a plan for a close family member if the person was unable to do

so for themselves. Respondents with a chronic physical or mental condition that reduces daily activity
were more likely to want an ECTP than those in good health. Unexpectedly, younger participants, were
more likely to want a plan for themselves than older participants. Potential triggers for completing

an ECTP were a change in health status with a diagnosis of a chronic disabling or life-threatening
condition or increasing age. Respondents recognised benefits of ECTPs including ensuring their wishes
about treatment are known and easing decision-making burdens on their family. However, they also
recognised potential risks of ECTP recommendation becoming out of date and a potential risk that they
may not receive a life-saving treatment. Respondents would prefer to complete an ECTP with their GP or
a doctor or nurse trained in ECTP conversations, reflecting views expressed in our qualitative data about
the importance of the relationship and quality of the conversation.

Strengths and limitations

To our knowledge, we have completed the first community survey of the UK public’s views and attitudes
to the completion of ECTPs. The use of the annual BSA survey to collect these data means that we can
be confident that our sample is nationally representative and that the data quality is good. However, this
approach will exclude many for whom ECTPs are most relevant, that is frail older people and those with
cognitive impairment. The slight under-representation for people from minority ethnic groups is typical
of push surveys of this nature but is not large enough to affect our overall conclusions. The rigorous
process for developing our questions, including preparatory qualitative work, and their piloting by the
BSA survey team minimises question ambiguity. Nevertheless, it is still possible that some respondents
misunderstood the purpose of each question. Some caution is needed when interpreting statistical
significance because of the large number of analyses done.

Despite contacting a wide range of community and faith groups, several of whom supported advertising
the study, we received very few expressions of interest for focus group participation. Feedback
suggested that many groups had insufficient resources to support recruitment. GP patient groups had
often stopped during the COVID-19 pandemic. We were unable to purposively select participants for
demographic variability because of lack of interest in two study areas. The small number of faith leader
participants meant that it was not possible to achieve our aim of exploring the impact of different faith
values on how people might view or engage with ReSPECT. All participants had a particular interest in,
or experience of ReSPECT or ACP so may not have reflected the views of the general public. However,
because of their interest and experience, our participants were able to provide in depth reflection on
the topic.

NIHR Journals Library www.journalslibrary.nihr.ac.uk
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Chapter 4 How ReSPECT is used in primary
and community care, experiences of health and
social care professionals

n this chapter, we focus on how ReSPECT is used and experienced in practice in a community setting.
First, we report our survey documenting how GPs from across England view and use ReSPECT. Then
using our qualitative data, we explore how GPs and their staff conceptualise ReSPECT, initiate and carry
out the ReSPECT conversation and complete the plan. We explore their views and experiences of how

they negotiate challenges, what happens after the ReSPECT plan is complete and any monitoring of
the ReSPECT process within their practice. Similarly, we report the views and experiences of ReSPECT
among senior staff in care homes and other health and social care staff who encounter the ReSPECT
process and ReSPECT plans completed in the community. We then report on the content of

ReSPECT forms stored in general practice medical records.

General practitioner survey

Parts of this section are reproduced with permission from Underwood et al.>” This is an Open Access
article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0)
licence, 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/

Methods

Obtaining good response rates to surveys of GPs’ views is challenging; return rates of < 30% are
common.*®-¢° There are substantial operational challenges in sourcing up-to date contact details of
groups of GPs that can provide national representation, and that include the range of professional roles
(partners, salaried non-principals, locums and trainees). For these reasons, we commissioned a market
research company, medeConnect, to include our questions in their monthly online survey of 1000,
regionally representative, UK GPs (GP Omnibus).%!

Questionnaire development

Drawing on initial analysis of our interviews with GPs, and reflecting the questions in our public
attitudes survey, members of the study team (AS, FG, JH, CB) developed a draft set of questions. We
aimed to measure experience of using ECTPs compared with standalone DNACPR forms, views on the
use of ECTPs in primary care, and how likely they were to complete a plan for their patients. During
question development, we identified that knowing which factors might predict how comfortable GPs
were at having an emergency care treatment planning consultation with a patient, or family member,
as a key questions of interest, and likely to reflect how likely a GP was to complete a plan with their
patients. We originally planned to use 11-point numerical rating scales to assess GPs’ attitudes to
aspects of emergency care treatment planning. Input from our qualitative work and the work we

did refining the questions led us to conclude that five-point Likert scales were more likely to be
satisfactorily completed and the findings would be easier to interpret; that is, ‘very comfortable’ to ‘very
uncomfortable’ for our main outcomes of interest.

Following feedback from our lay advisory group and GP co-applicants, a revised set of questions was
further refined through cognitive, think-aloud interviews with a small number of GPs not involved in
the study. The final set of questions were piloted within the format of the online survey (see Report
Supplementary Material 6).

Copyright © 2024 Slowther et al. This work was produced by Slowther 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 adaptation 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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Data collection

The market research company, medeConnect, draw their sample from GPs who are registered with Doctors.
net.uk and who have been active on this online platform. Opportunity to take part in the monthly survey

is posted on the home page of all GPs who have been active on the site within the previous 90 days and

an e-mail is sent inviting participation to all GPs who have given consent to be approached to take part in
research. Each GP can only participate once. Doctors.net.uk undertakes weekly automated checks of its
membership base against the publicly available licensed status of practising doctors in the UK as published
and maintained by the General Medical Council. Before a survey starts, the questions are tested by the
internal research team, the sponsor (in this case the research team based at Warwick) and a small sample of
the target group (Miles N, personal communication, medeConnect, Abingdon, 16 February 2023).

Analysis

For a binary outcome on our key question of interest (very comfortable or comfortable completing a plan
vs. all other responses) a sample size of 1000 would, if 50% were ‘comfortable’, provide precision of 6.2%, or
if 80% were comfortable a precision of 5%. This is the size of the medeConnect monthly survey and hence
our original sample size. However, this includes UK GPs based outside England who were not covered by
our research ethics approval. Thus, a smaller number of responses was expected. We present descriptive
statistics for each question. For the outcome of how comfortable GPs are in having emergency care and
treatment plan discussions, with patients or with someone close to the patient, using the statistical software
R Core Team (2023), we first did univariable logistic regression analyses at the 5% significance level with
gender, GP role, NHS region, type of area (major conurbation, large town/city, medium town/city, small
town/city, hamlet) years since completion of GP training, and use of ReSPECT form versus DNACPR/Other
as explanatory variables. We then constructed a fully adjusted logistic regression model. We repeated this
using a backward elimination approach to select the most statistically significant variables.

Results

The survey ran from 4 November to 27 November 2022. We received 841 valid responses, all fully
completed. Our respondents’ demographic characteristics are largely representative of the whole
population of English GPs (see Appendix 4, Table 21). Half (426/841, 51%) of respondents reported that
their practice used standalone DNACPR forms. ReSPECT forms were used by 41% (345/842) and 7%
(55/841) used other locally developed ECTPs with 2% (15/841 reporting no ECTP or no knowledge of
ECTP use) (Table 5). There were substantial regional differences in the forms used; ReSPECT was the

TABLE 5 General practitioner survey, emergency care and treatment planning form completions

Totals and percentages for the emergency care and treatment planning form completion

Total,n(N=841) % (Cl)

What form of emergency care and treatment plans does your practice use?

ReSPECT 345 41 (0.38 to 0.44)
DNACPR 426 51(0.47 to 0.54)
Other ECTP 55 7 (0.05 to 0.08)

None/don’t know 15 2(0.01 to 0129)

Who completes emergency care and treatment plans within your practice?

GP 780 93(0.91 to 0.94)
GP trainee 0 -

Practice nurse 79 9(0.07 to 0.11)
Advanced nurse practitioner 234 28 (0.25 to 0.31)
Specialist nurse practitioner for elderly care 140 17 (0.14 to 0.19)
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TABLE 5 General practitioner survey, emergency care and treatment planning form completions (continued)

Totals and percentages for the emergency care and treatment planning form completion

Total,n (N=841) % (Cl)

Who do you think should be able to complete ECTPs in a GP practice?

GP 797 95(0.93 to 0.96)
GP trainee 522 62 (0.59 to 0.65)
Practice nurse 350 42 (0.38 to 0.45)
Advanced nurse practitioner 648 77 (0.74 to 0.80)
Specialist nurse practitioner for elderly care 663 79 (0.76 t0 0.82)
Emergency care practitioner 550 65 (0.62 to 0.69)
Who do you think should be able to complete ECTPs in the community?

Specialist nurse practitioner for palliative care 802 95 (0.94 to0 0.97)
Other specialist nurse practitioner 691 82 (0.80 to 0.85)
Community matron/senior nurse practitioner for community care 690 82 (0.79 to 0.85)
District nurse 467 56 (0.52 to 0.59)
Senior care home staff 207 25(0.22 to 0.28)
Senior nurses in nursing home 430 51 (0.48 to 0.55)
When would you consider completing an emergency care and treatment plan for a patient?

When a patient reaches a certain age 199 24(0.21 to 0.27)
When a patient is diagnosed with a life-threatening condition 722 86 (0.83 t0 0.88)
When a patient is diagnosed with a chronic long-term condition 509 61 (0.57 to 0.64)
When a patient is severely disabled 497 59 (0.56 to 0.62)
When you think a patient is likely to die within 12 months 813 97 (0.95 to 0.98)
When a patient is admitted to a care home 596 71 (0.68 to 0.74)
When do you review an emergency care and treatment plan for a patient?

When a patient requests it 477 57 (0.53 to 0.60)
When a patient is discharged from hospital with an ECTP 389 46 (0.43 to 0.50)
Annually 309 37 (0.33 to 0.40)
6-monthly 104 12 (0.10 to 0.15)
Annually or 6-monthly, or a > 75 years health check 486 58 (0.54 to 061)
During or following the annual health check for patients aged 75 years or over 238 28(0.25t0 0.31)
When you think the patient’s health has changed 595 71 (0.68 to 0.74)
My practice does not have a system for reviewing ECTP forms 169 20(0.17 to 0.23)

Reproduced with permission from Underwood et al.>” This is an Open Access article distributed in accordance with the
terms of the Creative Commons Attribution (CC BY 4.0) licence, 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/

predominant form used in the East Midlands (49/62, 79%) and West Midlands (74/92, 80%) whereas a
DNACPR form was most commonly used in London (87/114, 76%), the North East (33/44, 75%) and the
North West (88/115, 77%) (see Appendix 4, Table 22).

Almost all respondents (780/841, 92%) reported that in their practice ECTPs were completed by

GPs, with some practices also including advanced nurse practitioners (234/841, 28%) or specialist

nurse practitioners in elderly care (140/841, 17%) in this role. No respondents reported GP trainees

Copyright © 2024 Slowther et al. This work was produced by Slowther 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 adaptation 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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being involved in completing ECTPs. However, respondents thought a wider range of healthcare
professionals should be able to complete these forms, including GP trainees (522/841, 62%), advance
nurse practitioners (648/841, 77%) and specialist nurse practitioners in elderly care (663/841, 79%;

see Table 5). Similarly, there was broad support for a wide range of community-based health and social care
professionals being able to complete ECTPs, with over 80% respondents supporting senior community
nurses completing ECTPs (82-95%), half supporting senior nurses in nursing homes completing the forms
(430/841, 51%) and 25% (207/841) supporting senior care home staff to do this (see Table 5).

The primary trigger for considering completing an ECTP was a change in the patient’s health state,
particularly if the health state was life limiting (diagnosed with a life-threatening condition (722/841,
86%), or likely to die within the next 12 months (813/841, 97%). Plans were less frequently considered for
someone living with a long-term condition (509/841, 61%) or who was severely disabled (497/841, 59%).
Admission to a care home was a prompt for 71% (596/841) respondents, whereas only 24% (199/841)
would consider completing a plan based on the patient’s age alone. Change in health status was the main
trigger for a review of an ECTP (595/841, 71%), with only 58% (486/841) of respondents reporting any
form of regular review (annual, 6-monthly or at over 75 years health check). Strikingly, only 57% (477/841)
of respondents reported reviewing an ECTP in response to a patient request (see Table 5).

Overall, emergency care treatment planning was viewed positively, with 90% (751/841) respondents
agreeing that having a plan ensures that treating clinicians know the patient’s wishes and 82% (689/841)
agreeing it can avoid patients’ families making difficult decisions. However, 50% (425/841) respondents
agreed that a patient’s current health condition may not be reflected in the plan when implemented

and 41% (348/841) that there is a serious risk it could be out of date when needed (Table 6). A minority
(142/841, 17%) of respondents agreed with the statement that having an ECTP means that the patient
might not get a treatment that would save their life (see Table 6).

Seventy-two respondents (9%) reported that a family member or someone close to the patient was not
involved in the conversation the last time they had completed an ECTP. The most common reason for
not involving the patient’s family was that the patient had capacity (54/72, 75%), although on occasion
the family were not available (18/72, 25%) or the patient did not want the family involved (11/72; 15%).
On just one occasion, this was because the family did not want to be involved (see Appendix 4, Table 23).

Most responders reported being comfortable having ECTP conversations with both the patient
(679/841, 81%) and the patient’s family (668/841, 79%; Table 7). In our univariable analyses, for
conversations with patients we found that when compared with London, GPs in five regions were

more comfortable in having emergency care planning conversations. GPs working in a larger practice

(> 12,500), and those who reported using a ReSPECT form were also more comfortable with emergency
care and treatment planning discussions. Those completing their GP training more than 20 years ago
were less comfortable, and locum/salaried GPs were also less comfortable with these discussions (see
Appendix 4, Table 24). A similar pattern was seen for discussions with the patient’s family or someone
important to the patient (see Appendix 4, Table 25).

In our adjusted analyses, for conversations with patients, locum and salaried GPs were substantially less
likely than GP partners to be comfortable having ECTP conversations (OR 0.51, 95% CI 0.31 to 0.83,
and 0.53, 95% Cl 0.34 to 0.82, respectively; see Appendix 4, Table 24). For conversations with family
members, the difference was only statistically significant for salaried GPs (OR 0.58, 95% Cl 0.38 to 0.88;
see Appendix 4, Table 25).

General practitioners in the South West and the North East were substantially more likely to be
comfortable with emergency care treatment planning conversations with patients than GPs in London
(OR 4.30,95% CI 1.50 to 13.3 and 4.10, 95% Cl 1.29 to 15.1, respectively). Considering conversations
with family members, GPs from the South-East, East Midlands and Yorkshire and Humber were also
more comfortable than GPs from London (OR 3.06, 95% CI 1.24 to 7.59; 4.03, 95% Cl 1.23 to 13.2;
3.15, 95% Cl 1.21 to 8.25, respectively; see Appendix 4, Tables 24 and 25).
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TABLE 6 General practitioner survey, attitudes to emergency care treatment planning (N = 841)

Strongly agree, n (%) Agree, n (%) Neither agree nor disagree, n (%) Disagree, n (%) Strongly agree, n (%)

Having a plan means that the patient might not get a treatment that could save their life

14 (2) 128 (15) 131 (16) 375 (45) 193(23)
Having a plan can avoid the patient’s family having to make difficult decisions for them

200 (24) 489 (58) 104 (12) 38 (5) 10(1)
There is a serious risk that the plan could be out of date when implemented and not reflect the patient’s current views

33(4) 315 (37) 277 (33) 200 (24) 16 (2)
The patient’s current health condition may not be reflected in the plan when implemented and there is a serious risk it could be out of date

34 (4) 391 (46) 235 (28) 166 (20) 15(2)
Having a plan ensures that treating clinicians know the patient’s wishes

224 (27) 527 (63) 80 (10) 9(1) 1(0)

Reproduced with permission from Underwood et al.>¢ This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) licence,
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/

TABLE 7 General practitioner survey, comfort with having an ECTP conversation with patients and family

How comfortable or uncomfortable do you feel having conversations about an emergency care and treatment plan? (N = 841)

Very comfortable, n (%) Fairly comfortable, n (%) Neither comfortable nor uncomfortable, n (%) Fairly uncomfortable, n (%) Very uncomfortable, n (%)

How comfortable or uncomfortable do you feel having conversations about an emergency care and treatment plan with patients?
251 (30) 428 (51) 112 (13) 46 (5) 4 (0)
How comfortable or uncomfortable do you feel having conversations about an emergency care and treatment plan with the patient’s family (or someone important to the patient)?

227 (27) 441 (52) 122 (15) 45 (5) 6(1)

Reproduced with permission from Underwood et al.>¢ This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) licence,
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/
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General practitioners whose practices used ReSPECT reported being more comfortable having these
conversations with both patients and family members compared with GPs who reported use of
DNACPR forms (OR 1.72, 95% Cl 1.1 to 2.69 and OR 1.85, 95% CI 1.19 to 2.87, respectively). A broadly
similar pattern was seen for conversations with family members or someone important to the patient
(see Appendix 4, Tables 24 and 25). Results from our sensitivity analysis using a backwards elimination
model were not materially different (see Appendix 4, Table 26).

Primary and community health and social care professionals’ experiences of the
ReSPECT process

Parts of this section are Reproduced with permission from Slowther et al.? This is an Open Access article
distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) licence,
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/

Methods

We visited GP practices and talked to staff to understand their processes related to ReSPECT,
interviewed GPs and other practice staff involved in the ReSPECT process, interviewed senior staff from
care homes and carried out focus groups with other health and social care professionals. We obtained
from participating practices, anonymised demographic data on all patients with a completed ReSPECT
form documented in the previous 12 months.

Recruitment

General practices and their staff

Three CRNs recruited practices across three diverse CCG areas in England (Figure 1). During site
initiation visits, we obtained consent from the designated principal investigator at each site for their
practice to be involved in the study. We arranged a suitable time for the researcher to spend a day

at their practice to learn about their ReSPECT procedures from clinical and administrative staff. Each
principal investigator was asked to identify two to three GPs and/or specialist nurses who were involved
in conducting the ReSPECT process in their practice. Invitations to participate were e-mailed and
interviews arranged.

Care homes and care home staff

We recruited care homes through the GP practices participating in the study plus additional care home
staff through the local Enabling Research in Care Homes (ENRICH) team.¢® Care homes that expressed
interest in participating were contacted by the study team. We contacted interested care homes to
provide further information and arrange a meeting (in person or online) with the care home manager to
discuss the study and what it would involve for them and their staff if they took part. We purposively
sampled care home staff most likely to have engaged with the ReSPECT form or process, guided by the
care home manager/senior staff member who had knowledge of the care home and ReSPECT. Care
home staff recruited by ENRICH contacted the study team directly.

Other health and care professionals who engage with ReSPECT

We aimed to run focus groups in each of our three study areas, with community-based nurses,

allied health professionals working in the community, emergency department staff and social care
professionals. We advertised the study through networks and teams of local practitioners and for home
care workers, through local private home care organisations. Potential participants contacted the study
team directly and were provided with further information and offered a range of dates for planned focus
groups. If they were unable to join a focus group a time for an individual interview was agreed.

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



DOI: 10.3310/NVTF7521

Health and Social Care Delivery Research 2024 Vol. 12 No. 42

Three integrated
care boards
(total population =
4,178,760)
Care homes l N - - —
(n=14) Thirteen GP _,[ GP interviews (n = 26) ]
practices N .
(registered patients = —>| Practice visits (n = 13) )
Care home staff \ 160,593)
interviews ‘ Excluded by practice (n = 95)
(n=30) Patients with a ReSPECT Screening target met (n = 65)

Excluded (n = 162) ]
(ReSPECT formolder |

form completed with
last 12 months
(n=526)

l—»

[ Eligible (n = 366) ]

Deceased (n =29)

End of life/in hospital (n = 23)
No contact information (n = 13)
No ReSPECT form/ReSPECT
form older than

12 months (n = 27)
Other (n=3)

Not approached (n = 40)

WP1 and/or 3

A
Approached for
(n=326)

Deceased (n = 22)
No relative contact details (n = 13)
Patient no longer registered (n = 4)
Other (n=1)

than 6 months = 162) J‘

\ J

|

l

[ Approached for WP1 (n = 164) ]

|
: |

Approached for WP3 (n = 326) ]

Patient has Patient lacks
capacity (n = 168) capacity (n = 158)

A 4

Patient has
capacity (n = 94)

) |

— Opted-out Opted-out
Patient lacks ] (n=10) | ! (n=7)

capacity (n = 70)

!

v

Response Response
(n=10) (n=5)
Participant did
not attend
(n=2) A 4
[ Interviews (n = 13) ]

Eligible (n = 309)

p

v

Records accessed (n = 246)

Excluded (n = 63)
Letters sent without

study ID (n = 37)
Deceased (n=19)
Other (nh=7)

ReSPECT form in notes (n = 146)

Excluded (n=5)
ReSPECT form
older than

v
ReSPECT forms analysed (n = 141)

12-month (n=4)
Duplicate (n=1)

[ ]
| )
v ,
| ]
| )

FIGURE 1 Recruitment flowchart for GP practices.

Data collection
Participating practices identified patients with ReSPECT form completion documented in the previous
12 months and provided anonymised demographic data for these patients to the study team.

During visits to GP practices the researcher aimed to find out about the ReSPECT process from initiation
through to form storage. Anonymised field-notes of behaviours, actions and conversations were taken
and typed up and expanded after each visit.

All interview and focus group participants were provided with a participant information sheet and blank
consent form to read in advance. Focus group participants received a shopping voucher as a thank

you for participation. Interviewees were given the choice of remote [telephone, Zoom™ or Microsoft
Teams® (Microsoft Corporation, Redmond, WA, USA)] or face-to-face interview. Focus groups were
held remotely (using Zoom). For face-to-face data collection, we obtained written consent. For remote
data collection, the consent form was read out and consent recorded by the researcher for each item.
During practice visits, we obtained and documented verbal consent at the start of each conversation. All
interviews were audio and/or video-recorded, apart from one GP interview, one group interview with

Copyright © 2024 Slowther et al. This work was produced by Slowther 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 adaptation 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.

33



34

HOW ReSPECT IS USED IN PRIMARY AND COMMUNITY CARE, EXPERIENCES OF HEALTH

care home staff and one focus group with paramedics. Consent to audio-record was not given for these
interviews; therefore, detailed fieldnotes were made instead.

Our topic guide for the semistructured interviews and focus groups (see Report Supplementary Material 5)
was informed by our research questions and developed with input from the co-applicant team and lay
advisory group. It covered experiences of initiating, conducting and organising the ReSPECT process

in the context of their work, completing forms with patients/residents, managing any challenges or
tensions arising from implementing ReSPECT, and how ReSPECT form recommendations were used.

Five researchers (CJB, JH, KE, CM and JW) carried out semistructured interviews with GPs, care
home staff and other health and social care professionals. Focus groups were facilitated by one or two
researchers (CM, JH, SR and KE). Researchers recorded and shared reflective notes about the data
collection process to refine the topic guide to consistently address any new issues or topics emerging
during the interviews.

Audio-recorded data were transcribed by a professional transcribing company. We checked and
anonymised the interview transcripts and allocated each transcript a study identification number.

Analysis

For GP practices and care homes, we initially grouped the data by practice/care home then read and
reread the data before writing a summary of how ReSPECT was approached and managed within each
practice or care home. Then for each interview/focus group, we used an a priori coding framework
developed using the stages of the ReSPECT process and the main constructs of NPT: coherence building
(conceptualisation), cognitive participation (initiation and engagement), collective action (use and
documentation) and reflexive monitoring (evaluation).#+**> The study team (FG, CJH, CJB, JH, CM, AS)
made several refinements to the coding framework to increase its relevance to the data set. We used
the agreed framework to code in NVivo™ software (NVivo v1.6.1, QSR International, Warrington, UK),

a purposive sample of 50% of the interviews with GP and care home staff (sampled across all practices
and care homes and types of staff) and all focus groups/interviews with other health and social care
professionals. For emergency department staff, we limited our analysis to data about their engagement
with community completed ReSPECT plans. During the coding process, we wrote memos of the key
messages and themes emerging from the data. CM performed intercoder reliability on four interviews
early in the process. The team then read the remaining data, looking for new codes or additional
nuances in the data.** The ethnographic fieldnotes were used to supplement the clinician interview data.
We analysed the coded data in three groups according to the participant’s relationship to the ReSPECT
process: GPs and their staff who take responsibility for completing ReSPECT forms in the community,
staff of care homes as residents commonly have ReSPECT forms and the staff use them in emergencies,
and other staff who engage with community-based ReSPECT processes and forms. Within each data set,
we compared data coded for each stage of the ReSPECT process and report our analysis following the
ReSPECT process. Finally, we compared findings across the data sets and summarised the results.

In presenting our results, we mostly use the term ‘patient’ as this is the term used by many of our
participants. Care home staff use the term ‘resident’, so we use that term in reporting data from

these participants. Home care staff use the term ‘client’. As the data from these participants are
reported together with health professionals who use the term ‘patient’, we use the word patient in this
section to avoid confusion. Unless we specify a clinical role, we use the term ‘clinician’ for registered
health professionals.

Results

We recruited 13 general practices across the study sites which were generally representative of England
in terms of indices of deprivation (Table 8).¢> We recruited 11 care homes via our participating GP
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TABLE 8 Characteristics of participating practices

Thirteen practices, 162,798 people registered

Participating practices

(n) England (%)

Gender

Male 50.0 50.0
Female 81,399 50.0 50.0
Age (years)

<20 36,354 223 23.0
20-59 84,592 52.0 52.6
60-79 33,443 20.5 19.3
>80 8409 52 5.0
Ethnicity?

White 145,387 89.3 81.7
Asian 11,645 7.2 -
Black 2430 1.5 -
Mixed 2162 1.3 -
Non-white ethnic group 619 04 -
Other 555 0.3

Deprivation®

Decile Practices Practice (%) People (%)
1 1 8 5

2 2 15 12
3 1 8 9
4 2 15 5

5 2 15 16
7 2 15 16
8 2 15 28
10 1 8 7

a Ethnicity as reported in practice level data, may not match census categories, and recording may be incomplete.
Therefore only the national percentage for white ethnic category (Census data 2021) is provided.

b Decile score for each practice, and number of people registered at practice in each decile band. Lower decile scores
more deprived.

Source: Data from https:/fingertips.phe.org.uk/profile/general-practice/data (accessed 29 July 2023).

practices of which 3 provided nursing care (see Figure 1). One care home was specifically for younger
adults. We recruited two care home staff via ENRICH.

Characteristics of patients with a ReSPECT form completion documented in the previous 12 months are
presented in Table 9. There was wide variation in proportion of patients with a ReSPECT form recorded
across practices. The reasons for this are multifactorial and include variation in patient populations,
systems for identifying patients for whom a ReSPECT plan may be indicated, and practice systems for
recording ReSPECT plan completion.

Copyright © 2024 Slowther et al. This work was produced by Slowther 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,
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TABLE 9 Patients with a ReSPECT form completed in last 12 months by practice

Practice A
Indicative list size®
12,000

Respect forms per practice

27

11,000

33

Respect forms/1000 patients

2.25
Gender
Male 15
Female 12
Age band (years)
20-59 1
60-79 5
> 80 year 21
Ethnicity
White 19
Mixed 5
Asian 1
Black 1

Unknown 1

3.00

14
19

11

20

12

11

9000

0.56

v O O O O

12,000

56

4.67

19
37

50

38
10

10,000

38

3.80

14
24

12,000

74

6.17

29

45

13
60

o O O O

14,000

45

3.21

16

29

12
33

o O O Ww

9000

19

211

12

15,000

14

0.93

11

o O O o

> 30,000

124

4.13

46

78

25

95

119

N O O W

5000

40

8.00

15
25

15,000

30

2.00

15
15

24

17

12

4000

21

5.25

18

> 160,000

526

3.29
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324

14
103
409
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We undertook 1-day fieldwork visits at 11 of the practices (2 were unable to accommodate a visit)
involving 124 clarifying conversations with clinical (n = 49) and administrative staff (n = 75) with varying
levels of knowledge, experience and involvement in the ReSPECT process. Conversations took place

in offices, staffrooms, patient waiting areas, consulting rooms, meeting rooms and/or main reception.
Across the practices, we spoke with GPs, nurses working in the GP practices, healthcare assistants,
paramedics working in the GP practices, a community pharmacist, a social prescriber, receptionists,
medical secretaries, clerks, administrators and managers.

We interviewed 21 GPs, 5 specialist nurses, 12 care home managers, 3 senior care home nurses and 16
senior carers/care co-ordinators. Following their request, 11 care home staff were interviewed in small
groups (1 of 6, 1 of 3 and a pair). All interviews were remote except for 1 GP and 18 care home staff
interviews. Interviews lasted between 13 and 100 minutes.

We conducted remote focus groups with seven home care workers (in two groups), three community
palliative care nurses, two paramedics, six community nurses (across two groups) and interviewed
remotely five emergency care doctors and one community nurse. Sessions lasted between 28 and

65 minutes.

The views and experiences of general practitioners and their staff of the ReSPECT
process

Conceptualisation of the ReSPECT process

There was broad consensus that ReSPECT plans were more comprehensive than older DNACPR forms
and could empower patients to vocalise their wishes and take some control over their care: ‘It allows
for a wider discussion than just a DNACPR discussion’ (GP 1, area 2). ‘We see it [ReSPECT] as a way of
giving the patients control back about their future care’ (GP 2, area 2).

Clinicians saw the ReSPECT process as something that should not be rushed or viewed as a tick-box
exercise but rather, used as a prompt to have nuanced and explorative discussions about patients’ varied
needs. This included tailoring the plan to the patient’s lived experience:

You can tailor-make the document depending on what the patient’s views are about a variety of aspects
of their future care ... It's important that it’s a holistic conversation rather than a just a tick-box exercise ...
[that] encompasses all of the aspects of a patient’s care, rather than just that one specific question.

GP 1, area 2

Sometimes clinicians seemed to conflate ReSPECT plans with ACPs, which encompass broader
preferences around end-of-life support.

Clinicians saw the ReSPECT process as a way of reassuring patients that they would be able to access
the appropriate treatment to protect their quality of life: ‘Because | think it's reassuring them we're not
abandoning them ... it's just giving them the best treatment in the best place for them’ (GP 3, area 2).

Although many healthcare professionals thought the ReSPECT process could promote patient
empowerment there was concern that it could ‘be more harmful [psychologically to the patient] to force
a ReSPECT ... than not’ (GP 4, area 1).

Clinicians viewed the ReSPECT process as primarily benefiting those who had capacity and could be
involved in the discussion. In a staff room, two GPs and a nurse discussed that the patient-centred
dimensions of the ReSPECT process could be lost in situations where the patient lacked capacity and
could not vocalise their wishes easily, if at all:
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it is important that ReSPECT forms are not completed during a crisis when everything is in disarray, the
patient has lost capacity and is unable to express their own preferences. The GP felt that this would defeat
the point of the form, which is there to document the wishes of patients.

Fieldnote practice A

Two GPs interviewed suggested the ReSPECT form would be improved by having a place for patients to
sign to indicate their shared ownership of its content:

The form lacks somewhere for them [patients] to sign ... And that often | give it to them to sign anyway
because it feels like it’s their form as well.
GP 4, area 1

Patient-shared ownership of the ReSPECT plan content was considered important if relatives have
different views. One GP during a visit to his practice was noted to say:

It is crucial for the patient to tell their family what they want before they lose capacity and equally
important for clinicians to talk to the family about the patient’s wishes so that everyone is ‘singing from
the same hymn sheet’. The GP said, if relatives disagree with the wishes of the patient, the clinician can
say that ‘I have on paper what the patient wants'’

Fieldnote practice B

A specialist nurse felt that the ReSPECT form provided patients with the opportunity to confirm in
writing their preferences for treatment so the relatives could communicate this in an emergency. The
relatives would be able to give ‘this piece of paper’ (specialist nurse 1, area 2) to the paramedics who
could read it and know immediately what the patient wanted.

Some clinicians referred to patients’ wishes and ReSPECT form recommendations as decisions to
emphasise the conclusive and fixed dimensions of acceptable care. They highlighted the need for these
to be respected and upheld in a crisis:

| said [to patient] it's a document, it tells what action needs to be done if you are not well. What are the
actions any healthcare professional needs to take and decide? So your decision is the future if you really
become unwell.

GP 5, area 3

Conceptualising it as a final clinical decision particularly applied to the section on DNACPR.

| tried reassuring [the patient that having a DNACPR in place did not mean that active treatment would
be withdrawn] but in the end | did have to remove it because she felt so strongly. | am aware it’s a clinical
form and it’s a clinical decision, especially do not attempt resuscitation.

GP 2, area 2

Other clinicians considered a ReSPECT form to be a guide to steering the clinician, relative and patient
through difficult situations. One GP said that the form was particularly useful for: ‘Agency staff [in care
homes] at a weekend who are unfamiliar with the patient [because] it acts as more of a guide for them
for what to do with that patient’ (GP 3, area 2).

Initiating the ReSPECT process: general practitioners and their staff

The ReSPECT process was initiated both systematically and opportunistically, with systematic initiation
by far the most common. Systematic initiation occurred when patients were added to the palliative care
register or admitted to a care home. Sometimes, a hospital discharge letter would suggest initiating the
ReSPECT process. At end-of-life care meetings, staff discussed the need to initiate the ReSPECT process
or review an existing ReSPECT form and how quickly this was needed.
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Clinicians said that most of their patients who had forms were elderly and frail, receiving palliative care
or in the advanced stages of their illness. The clinician would ask the administration team to make an
appointment for patients they thought would benefit from the ReSPECT process.

Clinicians reported that the COVID-19 pandemic prompted many care home staff to request that
practices complete ReSPECT forms for all residents upon their admission to the home. However,
clinicians noted that there were several negative media reports claiming that clinicians were completing
ReSPECT forms to ‘write off their relatives because they lived in a care home or they're elderly’
(specialist nurse 2, area 1). In some practices, training was provided for relevant clinical staff during the
pandemic to: ‘ensure that the ReSPECT forms were fairly done for those who needed them ... especially
with the care home patients’ (specialist nurse 3, area 1).

Clinicians felt that care homes' requests to ask GPs to complete ReSPECT forms for all new admissions
was sometimes to reassure care home staff particularly regarding resuscitation, rather than to benefit
the patient or their relatives:

The patient didn’t ask for a ReSPECT form; the family didn’t ask for a ReSPECT form. It’s their care home
that had flagged that they don’t have a ReSPECT form, and yes, it would be appropriate for them not to
be resuscitated, but often they, they are still for treatment, they are for admission ... it just felt like | was
doing that more for the care home than for the patients.

GP 2, area 2

General practitioners reported requests from patients for ReSPECT plans including older people who
were fit and well and patients who had advanced illness. However, these requests were uncommon.
Clinicians suggested the lack of public awareness around ReSPECT may have precluded more people
from asking for one. ‘| wish patients understood what ReSPECT was ... more information, more
awareness among the general public would be really helpful’ (GP 7, area 1). Our researcher noted there
was no information about ReSPECT in waiting areas.

Occasionally, a GP would initiate the ReSPECT process at the time of a treatment decision:

If the patient at the time needs an admission and they don’t want to go in, we say, ‘Okay, well, actually
they don’t have a ReSPECT form, this is an opportunity to take time to talk about it’
GP 8, area 3

Deciding when to initiate the ReSPECT process was a challenge for the clinicians - not too early and not
too late.

There have been a few situations where we’ve spoken to patients who have had bad news that their
cancer has progressed ... | have sort of tested the water and said, ‘It, it’s important that whilst you're still
relatively well that we have a discussion about future care ... and it's been quite clear they have not felt
ready, so you just leave it and revisit it.

GP 2, area 2

When the patients are very angry about diagnosis, then it’s not always appropriate to discuss [ReSPECT]
with them.

Specialist nurse 4, area 1

Some clinicians thought that building relationships and getting to know the person first would enable
them to gain insight into when ‘the right time to discuss’ ReSPECT would be (GP 6, area 2).

However, one clinician was concerned that waiting could lead to poor clinical outcomes for the patient if
they were taken to hospital against their wishes simply because a form hadn’t been completed in time:
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Sometimes it will be said in a meeting, ‘Oh, the, the patient’s not ready to have that discussion yet. | think
really that’s a bit of a code for, ‘I felt uncomfortable bringing this up as a clinician because the patient was
upset’, which is something slightly different ... because | think the worst-case scenario is a patient who
deteriorates quickly who doesn’t have any opportunity to discuss their wishes ... and therefore defaults to
full escalation in hospital. It might not be what they want, you know.

GP 1, area 2

Another clinician felt that sometimes the best course of action was not to initiate the ReSPECT
process. The example given was when likely length of life was uncertain, and the patient had
fluctuating capacity:

And if you are looking at a very elderly dementia patient ... they could pass away either tomorrow or they
could pass away in weeks and months ... to make a judgment on ... not for resuscitation and the patient
doesn't really understand it, who has fluctuating capacity, that’s a very difficult ... | have refused to do a
ReSPECT form in those situations.

GP 7,area 1

Some clinicians did not want to invest time starting a conversation that was unlikely to be successful
because the patient and/or family were unsure about it:

Occasionally you do think, I've not got the time to go into ... whys or wherefores when you’ve made it quite
clear already that this isn’t something you're going to even consider.
GP 9, area 3

However, clinicians said that they often took time to prepare patients and/or family before having the
formal ReSPECT conversation. One said that she would refer the patient to the palliative care nursing
team for emotional support before initiating a ReSPECT conversation, if she felt the patient was
distressed by the news of their terminal diagnosis: ‘The palliative care nurses ... probably have to go and
visit them [patient] a few times before they did it [ReSPECT] if they are really angry’ (specialist nurse 4,
area 1).

An advantage of delaying initiation of the ReSPECT process until late in a patient’s iliness trajectory was
that there was more certainty about the trajectory and so the views of the patient and their family were
more likely to align with those of the clinician. One GP described her experiences of starting a ReSPECT
conversation in a care home setting as ‘easy’ given that residents ‘haven’t got a great quality of life and
they've got lots of advanced health problems’ (GP 15, area 1). A similar view was also expressed for
patients with capacity who were coming towards the end of their life ‘and [were] really quite unwell ...
focused and knew what they want[ed] to do’ (GP 4, area 1). These patients felt ‘relieved’ that ‘somebody
[was] taking notice’ of their situation and listening to their concerns (specialist nurse 3, area 1).

Having the ReSPECT conversation and completing the form

Clinicians recognised the need to take time for most ReSPECT conversations unless a patient was very
clear what they wanted. Although many used a normal appointment slot, some scheduled ReSPECT
appointments as a last appointment of the session when the clinician might have more time or they
allocated ‘dedicated time’ (specialist nurse 3, area 1) to conduct the conversation with housebound
patients. Some combined it with the completion of other care plans to maximise time efficiency. Some
conversations were completed as a one off, but others were conducted over several consultations
according to patient need:

| guess it makes it nice and straight forward if you're able to have that one conversation ... [it] makes it
easier if the family are on board and they understand the whole process. So, it's whatever’s easier for the
patient and their family. If they need that extra time or they’re not ready, then that’s fine.

GP 3, area 2
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One clinician described how a care home resident became very agitated when she tried to talk about a
ReSPECT plan with them. They dealt with the situation by asking one of the care home staff to lead the
conversation with the clinician present as the patient trusted the care home staff member:

This lady had capacity and we had a discussion about end-of-life care and the ReSPECT form. But it is a
bit odd because the consultation was led by the carer rather than myself ... So the carer said, ‘Because you
got quite agitated at the doctor’s last time, She said, ‘Oh, it’s better if | talk about it"

GP 10, area 3

If a patient was rapidly nearing end-of-life clinicians said that they tended to discuss with the patient
broad issues of prognosis, future care and treatment. Where there was more uncertainty about end of
life and the focus was on resuscitation status and ceilings of care, they asked more in-depth questions
about patient wishes about treatment, hospital admission and CPR. Clinicians said that they explained to
patients/families the differences between treating reversible health problems and offering comfort care
to manage the symptoms associated with an illness:

After review of care plan, medication, and medical conditions, we discuss with the patient and if they’ve
got any dementia, then the family members who have got a power of attorney ... what is best way
forward if their condition deteriorates...whether they want admissions during acute illnesses, or they want
treatment at home. Do they treat illnesses if condition progresses, what are the options? Will the patient
or the family want CPR for the patient or not.

GP 5, area 3

Clinicians said the ReSPECT form gave them a structure for carefully exploring and listening to the
patient’s views and wishes:

| think that’s what the ReSPECT form does it helps you to know these patients well ... that’s really valuable
because other people speak over you [the patient] or talk around you [the patient] it’s nice for somebody
to listen to actually what you [the patient] would like.

Specialist nurse 2, area 1

Clinicians thought that the ReSPECT form questions worked well and: ‘allow[ed] a degree of tailor-made
... approach to the patient, rather than just a one-size-fits-all approach’ (GP 1, area 2). A few clinicians
found the personal preferences scale not always useful. For example, one GP mentioned: ‘A drawback
of the ReSPECT plan is the personal preferences scale and how to interpret it when patients want to
prioritise comfort care and life sustaining treatment’ (fieldnote, practice C). This GP suggested tick
boxes regarding whether the patient or family wished (or not) to have hospital treatment in the event

of different scenarios might be more helpful than text as paramedics could read it quickly (fieldnote,
practice C).

Families were viewed as important contributors to the ReSPECT conversation. They were relied upon to
give their perspectives when the patient had impaired mental capacity. For patients with capacity, it was
still considered important for families to be involved in the discussion, so they understood, valued and
supported the use of the completed ReSPECT form in an emergency. Clinicians had to manage differing
views and allow families time to process the information about their loved one’s situation:

Unless the immediate carers or family are on board then you run the risk of the ReSPECT form being a bit
useless because it’s not abided by ... the family needed a bit of time to take on board what was being said
and have that conversation between themselves, making sure that they were happy with everything. They
really needed time to absorb ... the diagnosis and prognosis.

GP 3, area 2
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Clinicians said that they had to carefully balance the wishes of patients and/or family with their own
clinical judgement to avoid conflict during the ReSPECT conversation. Most talked about the difficulty
of negotiating with patients and family who wanted resuscitation to prolong life when the clinician
believed this was unlikely to be successful:

It's more of a difficulty when you clearly see it’s futile, for example resuscitation, but the family members
say, ‘But | want that’, [you] try to give scenarios why perhaps it wouldn’t work out as they would expect.
Sometimes people have a slightly glorified view of resuscitation from TV and the reality is quite different,
certainly in the sort of patients that we're mostly dealing with.

GP 9, area 3

Sometimes a clinician would attempt to dissuade patients and families from agreeing to CPR by speaking
candidly about the potentially harmful consequences of undergoing the procedure. With some patients,
they repeated this annually:

If you've got a healthy heart ... you should go for it [CPR], but you’ve got a heart which is hardly
functioning ... CPR may help or you might survive an episode if you're lucky, if you're unlucky you might
have a heart rhythm which goes irregular, and it might go into stroke. Or you might have more physical
problems, so you've got to decide...we have a patient we feel they shouldn’t be for CPR, but they want to
be for CPR, so every year we tell them.

GP 5, area 3

To avoid patient distress, a clinician would leave the CPR recommendation box blank although in their
clinical judgement CPR was unlikely to be successful:

I'd been there three or four times to discuss it [CPR] over a period with them and didn’t seem to get
anywhere at all and | thought I'd feel like I'm just going to make them distressed if | pursue this any further.
Specialist nurse 2, area 1

Clinicians described the challenge of writing clinical recommendations in sufficient detail and clarity to
be useful in a future emergency scenario. The form did not provide enough space or prompts for them
to write about every eventuality that could befall the patient. One commented that even if there was
enough room on the form to write down everything that might happen to the patient, it would still be
impractical. Clinicians described how they attempted to provide recommendations that were broad
enough to cover a range of scenarios for paramedics and care home staff to follow and specific enough
to provide guidance on the patient’s unique situation:

| guess really what needs to happen is a much more consistent way [of writing clinical recommendations],
a little bit more guidance regarding phraseology ... rather than it being too vague, making it with a bit
of sensible vagueness rather than - don’t send into hospital unless they need to be sent into hospital ...
which doesn’t really say very much.

GP 12, area 2

One clinician completed the ReSPECT form by referring to the recommendations on the more detailed
care plan: ‘In a ReSPECT form | try to mention the important things. The rest ... | just write there, “Please
follow the care plan” (GP 5, area 3). Some clinicians filled in the ReSPECT form after the conversation
with the patient/family. Others completed it during the conversation for transparency: ‘1 will write the
ReSPECT form in front of them, so they can see what we're doing, why we're doing it, explain each
section of the ReSPECT form’ (GP 6, area 2).

Once the conversation had been completed, a few clinicians said that they checked that the patient or
family had understood what had been written on the form:
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I've done the ReSPECT Form and the care plan, have you had a chance to look at it and check it over ... if
there’s anything you want to discuss then just feel free to give our receptionist a call and book in to have a
chat with me and ... any questions you've got about it.

GP 10, area 3

Lack of time for ReSPECT conversations and ReSPECT training was commonly mentioned. Clinicians
would be: ‘rushing from one thing to another and ... could never [give] things quite the time that [they]
would ... want, because just sheer amount of numbers’ (GP 9, area 3). Clinicians were concerned that
lack of training continued to feed into a cycle of avoidance because clinicians felt too uncomfortable
with the emotional issues that ReSPECT raised and did not have the experience to know what
treatments were likely to be successful on a particular patient.

You want to have that empathetic conversation with the patient in the end-of-life ... How do you know ...
that point in life ... [when] this patient is not fit for further treatment? It's experience, it comes ... But if you
ask a junior doctor [to do this], you are talking about missed opportunities.

GP 7, area 1

Since the ReSPECT conversation required clinicians to draw on their expertise, experience, and empathy
rather than the interpretation of quantifiable medical data, it was described as ‘worse than breaking
news’ that relied on ‘a histology ... something that you could tell [and show] that to the patient’ (GP 7,
area 1).

Storing and sharing completed ReSPECT forms

Eight practices had policies on completed ReSPECT form storage and sharing. All practices said they
entered a code in the electronic medical record when a ReSPECT form was completed, but how
completed ReSPECT forms were stored and shared varied. In practices using paper forms, administrative
staff scanned signed forms onto the medical record and stored the original in reception until the
patient, family or care home collected it. Clinicians sometimes took completed ReSPECT forms to care
homes on their regular visits. In three practices, forms were left with the patients during home visits

and a note made in the clinical notes that the conversation had been completed or a photograph of the
completed form was uploaded. One practice stored the unsigned and signed copies of digital forms

on their electronic medical record so if the patient or family lost their ReSPECT form, the signed form
could be reprinted and given to them. Other practices using digital forms stored the unsigned copy in
the electronic medical record and then printed and signed in wet ink and/or stamped a hard copy for the
patient/relative.

Patients/families or care home staff were contacted to ask them to collect completed forms.
Occasionally forms were posted to patients. Forms that had not been collected within a certain time
frame would be followed up with a phone call. One receptionist thought that ReSPECT forms were
more likely to be left at the practice if patients had changed their minds about their wishes since having
a ReSPECT plan completed. However, how long ReSPECT forms remained uncollected varied and there
were no standardised procedures to manage this, which meant that administrative members of staff
often felt uncertain about what to do with them. There was also variation in how, if at all, reception or
administrative staff formally documented in the medical record when a completed ReSPECT form had
been collected and who had collected it. Some practices shared or sent completed ReSPECT forms to
community nurses, paramedic staff and out-of-hours GPs.

Hospital discharge summaries usually contained brief details about what had been recorded on the
ReSPECT form, often only the patient’s resuscitation status. One GP suggested it would be helpful for
the GP to have a copy of the hospital completed ReSPECT form:

| think it would be very useful if the information from the original discussion could be [reported in the
discharge summary] in more detail ... exactly what discussion took place [with] who ... an electronic
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copy to us, apart from just a patient copy, that would also be very useful ... that would clear a lot of
miscommunications ... sometimes they [ReSPECT forms] just get lost because they will go through so many
hands from the time they leave hospital to the time they come to their own house ... And, we struggle to
put in an emergency package in place if they [patient] lose any of that vital paperwork.

GP 13, area 3

When clinicians managed to obtain the hospital completed ReSPECT form, they often found it was
incompletely filled out with information that was incomprehensible ‘half things scribbled here and there’
(GP 5, area 3) or irrelevant to a community context: ‘ReSPECT forms completed in hospitals aren’t as
useful as those completed at the practice because details are often limited to “ward-based care”, which
becomes less meaningful when patients are returned home to the community’ (fieldnote, practice A).
Clinicians felt obliged to review the patient’s situation and complete the form again to ‘see if it was still
valid’ (GP 13, area 3).

Concern was expressed that ReSPECT forms held by the patient and practice might not be synchronised:
‘The actual paper copy might not get updated as much as the actual clinical system notes get updated’
(GP 3, area 2). This could potentially create confusion for paramedics and other clinicians. Paper-based
plans could get lost, which could slow up care planning or prevent it altogether if the patient rapidly
deteriorated. One GP reported that care home residents had been wrongly taken to hospital when their
care home had misplaced their form but storage of forms at the care home had now improved. Many
GPs and their staff said that practice-issued forms were printed in colour or stamped to verify their
originality for paramedics. One GP thought that ‘now anything is accepted [by ambulance crews]’ (GP 5,
area 3), including black and white forms.

Reviewing completed ReSPECT forms

None of the practices had a system for regularly reviewing all patients’ ReSPECT plans. One practice said
they reviewed annually the care plans and accompanying ReSPECT plans of patients with dementia. In
some practices, ReSPECT plans for patients nearing end of life were reviewed every 3 months or more.
Other practices only reviewed a plan if a concern was raised during a palliative care meeting, a clinician
thought to review it when a patient deteriorated, or a patient asked it to be updated:

Interviewer: Is there a formal process in place for reviewing the ReSPECT forms?
Respondent: They get reviewed at palliative care meetings ... they tend to be reviewed if people have got
concerns rather than there being an automatic process.

GP 4, area 1

Paramedics triggered a review opportunistically if they noticed that the patient’s plan was outdated
while treating them.

High workload volume was a reason cited why plans were not reviewed systematically:

When | asked the GP whether the practice reviews forms ... she said bluntly that the practice can’t do
this because they are already swamped and ‘I want a life. She works 15 hours a day and is under a lot of
pressure at work. She said that there is already too much bureaucracy to do. In an ‘ideal world’, she would
review forms, but this isn’t currently practical.

Fieldnote, general practice D

Use of completed ReSPECT plans in medical emergencies
A clinician reflected on whether they could have made a ReSPECT plan clearer after a patient had died
and the recommendations in their plan had not been followed:
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We could have got a palliative care team in there within two hours, but instead she [patient] was admitted
[to hospital] ... what could | have put on there [ReSPECT plan] that makes any difference? Ill tell you what
| put ... prioritise comfort, not for admission to hospital unless in the event of severe infection ... [Patient
Name] would not tolerate a hospital environment well. I'm now thinking, what else? Do | need to be more
explicit? and it’s difficult because the form doesn’t lend itself to giving you plenty of room to be able to ...
put that information in.

Specialist nurse 3, area 1

This participant felt upset that she had subjected the patient to numerous ReSPECT conversations when
it had no ‘bearing at all on her outcomes’. She recognised how little control she had over what happened
to the patient.

Most clinicians considered the ReSPECT clinical recommendations to be for guidance only:

| think it’s there to give the person who'’s making a decision in an emergency situation some guidance and,
and that’s how I view it ... | think a ReSPECT form is, this is what’s been discussed, this is what their wishes
are. But you can certainly override a ReSPECT form if you felt it was appropriate.

GP 2, area 2

Clinicians acknowledged that not all healthcare professionals would know the patient and therefore,
be as confident in making the clinical judgement to follow a ReSPECT plan recommendation to avoid
hospital admission, as the clinicians who did know them:

There’s always that risk of out of hours that, somebody with heart failure they deteriorate you know, we’ll
ship them off to hospital. It’s quite explicit on the ReSPECT form what the patient’s wishes are, but | know
that these aren’t always carried out ... within normal working hours and it was one of the GP’s who know
her then ... following the ReSPECT form is much more likely to occur ... out of hours is a slightly different
scenario ... | think that just comes down to not knowing patients and the risk profile slightly changes when
you're dealing with patients you don’t know.

GP 9, area 3

This same GP felt frustrated that out of hours services seemed to ignore what had been agreed in
the plan: ‘Out of hours are called and they ship them off to hospital and never bother looking at the
ReSPECT form’ (GP 9, area 3).

Many clinicians had little confidence in paramedics following the clinical guidance recorded on the form
because they were perceived to lack ReSPECT experience. One GP reported an account of a paramedic
misunderstanding the form:

The paramedics came, saw the ReSPECT form ... phoned the relative and said, ‘She’s end of life, but she
wasn'’t end of life, it was just because she had a ReSPECT form saying, ‘Not for admission for hospital
unless discussed with relatives. ... | don’t know if it was a junior paramedic.

GP 6, area 2

A minority of clinicians said it would be acceptable for non-GP healthcare professionals to reject
ReSPECT plan recommendations particularly if patients/family have changed their minds:

The ambulance and people like that, | think it [the completed ReSPECT plan] is taken into account, but
then people [patients and/or relatives] change their mind and so they [paramedics] go by the acute
situation, and | think that’s the right way to do it.

GP 4, area 1
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Patient safety was suggested by one clinician as a reason for overriding ReSPECT recommendations for
home-based care if support at home was unavailable:

We have frailty consultants sitting in A&E ... actually trying to very much follow what'’s on the ReSPECT
form ... One recently that I've had is a gentleman who's got quite severe postural hypotension. Didn’t have
any carers at home, so he wasn'’t safe to be discharged, but it’s, ‘Well, you know, you've got a ReSPECT
form. You shouldn’t be here’. ... | still believe that every clinician has got their own responsibility of what
they need to do in that circumstance, regardless of what’s written down on a piece of paper ... | wouldn’t
want them ... doing anything really invasive with him. But please keep him safe.

Specialist nurse 1, area 2

Reflecting on the ReSPECT process

Our interview data suggest that GPs and their staff informally reflected on how they initiated and
undertook ReSPECT conversations. In contrast, there were sparse data on formal types of reflexivity,
such as audits. GP 7, area 1, mentioned that their practice conducted death reviews every two years
which included whether ReSPECT wishes were met: ‘we do this death audit ... to see whether the
criteria for deaths at home, whether the patient's ReSPECT have been met, whether they died at home
or in hospital or at a care home' (GP 7, area 1).

The views and experiences of care home staff of the ReSPECT process

Conceptualisation of the ReSPECT process

Care home staff understood ReSPECT as part of providing person-centred care for residents. ‘| think
it's a tool to make their care more person-centred ... it allows us to do exactly what they want’ (care
home manager/deputy manager 1). ReSPECT was viewed as a means for residents to express and have
documented their personal preferences and wishes for care and treatment in a clinical emergency and
was therefore understood as empowering the resident: ‘The power is in their hands, rather than our
hands and the medical professionals’ hands’ (care home manager/deputy manager 3).

In the context of the care home, ReSPECT was seen as enabling the enactment of residents’ wishes to
die within the care home, rather than in hospital: ‘Certainly, in this setting, to be able to say if they would
prefer to stay here for treatment rather than go to hospital’ (care home manager/deputy manager 1).

Several care home staff contrasted ReSPECT plans positively to DNACPR forms in terms of promoting
more choice and ‘options’ (care home manager/deputy manager 3). ReSPECT plans were seen as
facilitating a more holistic and person-centred conversation for residents that went beyond resuscitation
whereas DNACPR was about what not to do for residents. For these staff, ReSPECT plans represented a
shift in values of how to engage with people who were approaching the end-of-life, and facilitated more
active and nuanced discussions with residents about their future:

I think the ReSPECT process has opened the door to have a freer conversation with people ... With the
ReSPECT now it can say, ‘Well actually, | don’t want to be resuscitated but if | did get an infection that,
that could be treated then | would want to be treated for that’. So, it, it’s, it’s broadened the horizons
and it’s given us the opportunity to have a more meaningful conversation with people really and say to
them, ‘Well, you know, you actually can tailor what you want to happen to you' ... Whereas before | think
peoples fear was that it was just, they were signing up to say, ‘l don’t want you to do anything to me’ You
know, which is quite a significant difference really isn't it?

Care home manager/deputy manager 1

However, two staff stressed that ReSPECT recommendations were ‘in practice’ (senior nurse/nursing
lead 1) about determining resuscitation decisions for residents and they referred to ReSPECT and
DNACPR interchangeably during interviews: ‘Ultimately, whether it's a DNAR, it's a ReSPECT, they all
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boil down to the same thing that this person doesn’t want to be resuscitated, or does, and then we have
to act on that accordingly’ (senior nurse/nursing lead 1).

While a ReSPECT plan was understood by care home staff to primarily inform, and be used by, medical
professionals, it provided important guidance for care home staff and reassurance they were acting in
alignment with residents’ and their family’s wishes, particularly in clinical emergencies. For some, the
plan was interpreted as a way to ensure resident wishes were upheld in situations where alternative
decisions might otherwise be made. They made sense of their role as advocating for and promoting
resident wishes:

Whereas before, our hands would be tied. We would always have to go with what the medical professional
advised. If somebody didn’t have the ReSPECT form and they said that they needed to go into hospital
even though that resident didn’t want to, the resident would still have to go into hospital. And we would
be pushing for that resident to go into hospital. Whereas with the ReSPECT form, we can respect their
wishes. And we’ve got that document to reassure us that we're doing the right thing.

Care home manager/deputy manager 3

Initiating the ReSPECT process

The ReSPECT plans were typically completed with residents who were anticipated to be permanent or
long term, at or nearing end of life, and/or who were seen as frail. ReSPECT plans were not typically
completed with residents who were anticipated to be short-term stays (e.g. for respite care), who had
moved into the care home to avoid social isolation or who were perceived as having a ‘good quality of
life' (care co-ordinator/senior carer 1).

Most residents who moved into the care home from hospital had hospital-completed ReSPECT plans.
Few residents arrived with a community-completed ReSPECT plan. For new residents without a
ReSPECT plan, where appropriate, ReSPECT conversations would be arranged as soon as possible after
their arrival, usually within 6 weeks:

Having the ReSPECT form now is a part of our admission ... rather than waiting until somebody’s unwell ...
if somebody’s moving in we wouldn’t scare them straight away and be like, ‘Right, we need, we now need
to talk about your, the end of life and your ReSPECT and what your wishes are’. But very quickly into their
stay here we will start that process and start talking about the ReSPECT form and what the nurses are
here to do and their choices.

Care home manager/deputy manager 3

For new residents arriving with a ReSPECT plan, a GP review of the plan was requested and promptly
carried out to ensure recommendations were ‘valid’ (care home manager/deputy manager 5). For
residents who did not have a ReSPECT plan completed on admission, they were completed in response
to changes in their health. The COVID-19 pandemic in 2020 had prompted the completion and/or
review of ReSPECT plans within most care homes. In many cases, staff reported this had been initiated
by local GP practices. However, a small number of care homes reported they liaised with GP practices
themselves so that they were clear about resident wishes during COVID-19.

Care home staff were often the first to raise the issue of a ReSPECT plan with residents/families. Care
staff would ‘mention’ (care home manager/deputy manager 7) ReSPECT plans with residents and/or
families before the formal conversation. This included providing general information about ReSPECT
and what it was about, prompting consideration of what resident wishes might be, and giving general
reassurances about the process. This preparatory work was considered important for encouraging
residents and/or their family to engage with the process, have conversations among themselves and to
minimise distress.
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Being able to explain to them how the ReSPECT process works has definitely helped to open the door for
that conversation ... So, | can sit down long before the doctor has that conversation and introduce ... the
ReSPECT process [so resident/relative can] digest it themselves ... that’s an important part of what we do,
to take away the stigma ... that then in turn makes the job a lot easier for the doctor.

Care home manager/deputy manager 1

However, care home staff asked clinicians to approach the family themselves if the family expressed
reluctance to engage or did not understand the ReSPECT process:

[Flamily didn’t want the ReSPECT form or didn’t understand what the ReSPECT form was. So, we asked
the GP to speak with the family member and just explain a little bit more in, the statistics of people being
resuscitated at over 65 and, and all the important facts to consider when signing the ReSPECT form.

Care home manager/deputy manager 3

Having the ReSPECT conversation and completing the plan

General practitioners completed ReSPECT plans for residents in seven of the study homes; in four
they were completed by specialist nurses. Care homes typically had weekly clinician visits or telephone
meetings, during which new residents or changes in residents’ health could be discussed. Care

staff would also telephone the GP practice to request ReSPECT plan completion or review if it was
considered urgent.

Residents with capacity were often seen face to face, with family members present if appropriate/
desired. Where residents lacked capacity families were consulted. If they were not local, conversations
between the clinician and family were generally held by telephone.

Staff emphasised the importance of involving families as in emergency situations the care home
staff would need to inform the family. Having common understanding about the ReSPECT plan with
the family enabled the staff to ‘get it right’ (care home manager/deputy manager 7) for a resident in
an emergency.

In four care homes, a care home staff member would sometimes ‘sit in’ (care home manager/deputy
manager 3) during ReSPECT conversations to ‘support’ (care co-ordinator/senior carer 1) residents,
‘backing up’ (care home manager/deputy manager 3) the GP during difficult questions, and so that staff
were aware of what had been discussed. One participant said that holding the conversation ‘together’
produced a ‘nicer outcome on the form’ (care home manager/deputy manager 2). Staff presence was
seen as particularly helpful for conversations with residents who had communication difficulties. Staff
presence was described as resident choice in the care home for younger adults.

Several care staff explained that they had trusting relationships with the residents which enabled them
to support and reassure the resident during what was a sensitive and stressful time:

It’s a very delicate matter ... when a resident’s here for quite a long while, you know, they gain trust ... |
think it is important, because they may want somebody with them just to sit with them for reassurance.
Care home manager/deputy manager 7

Care staff emphasised that responsibility for making clinical recommendations should lie firmly with the
clinician, in discussion with the resident/family. One senior nurse commented that being able to write

a plan themselves would be beneficial because they would include ‘more information’ (senior nurse/
nursing lead 2).

Care staff generally felt that conversations held by specialist nurses were particularly person centred, as
they knew the residents well and had more dedicated time to conduct conversations:
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[The specialist nurses have] great relationships with the residents and their families. And they know them,
which | think is really important ... It's not somebody who has no empathy with you as an individual. They
have the detail ... it’s a delicate conversation ... has to be approached with empathy. If you know those
residents ... it makes it a lot easier for [the residents].

Care home manager/deputy manager 6

When asked about residents’ views of ReSPECT, care staff reported that most residents (with capacity)
were generally ‘happy’ (care co-ordinator/senior carer 13) and receptive to conversations about
ReSPECT, provided they were handled with sensitivity. Some referred to ‘the odd case’ (care home
manager/deputy manager 3) where residents had surprised staff by expressing alternative wishes to GP
recommendations (typically that they wanted to be resuscitated and/or receive further interventions).
However, they felt that many residents did not think about their ReSPECT plan once it had been
completed. One participant explained that they would not refer to the plan as ReSPECT per se but
talked about it to residents in terms of ‘making choices’ about future care/treatment and end-of -life
(care home manager/deputy manager 4).

Storing and sharing completed ReSPECT forms

Once ReSPECT conversations had been held with residents/families, plans were typically finalised and
signed-off by the clinician at the GP practice who would then notify the care home when the completed
form was ready for collection. Alternatively, the clinician would bring completed forms to the home on
their weekly visit.

Most care homes also uploaded scanned copies of ReSPECT forms into an electronic system for
managing resident data. In some homes, this could be accessed on staff devices. Care homes flagged
ReSPECT resuscitation recommendations within these electronic systems. Three care homes stored only
hard copies of forms. Four care homes also used a ‘grab pack’ (care home manager/deputy manager 6)
or ‘grab sheet’ (care co-ordinator/senior carer 15) for ambulance call-outs that contained a residents’
relevant documentation (ReSPECT form, medication list; ACP).

ReSPECT form storage was planned for quick retrieval in an emergency. Original forms were either
stored in residents’ individual care file or in one folder/cabinet accessible to staff, with a prompt in
residents’ individual files/records to indicate ReSPECT form for retrieval. Some care homes also used a
purple wallet or purple file tab within resident files for quick identification of forms.

Visual symbols were used including a ‘red sticker’ (care home manager/deputy manager 8) or ‘butterfly
sticker’ (senior nurse/nursing lead 1) in the front and sometimes spine of resident files/folders to
signify do not resuscitate. Another care home used a ‘love heart’ (care co-ordinator/senior carer 10) on
residents’ rooms’ doors to signify for resuscitation.

A challenge faced by staff was the inability to share paper-based plans when reporting an emergency. In
one case, care home staff reported they had been asked to begin CPR for a resident by the emergency
call handler who had insisted staff had a duty of care to do this until the paramedics arrived, although
the resident’s ReSPECT form recorded not for CPR. They were then questioned by paramedic staff about
why they had attempted CPR.

Staff pointed out that paramedic staff had no formal way of checking whether a ReSPECT plan was up to
date. A strongly held view among the majority of staff was that as well as the paper copy (and scanned
upload to the care home system), it would be beneficial to have a centralised system which could be
accessed by all health and care professionals involved in treatment decisions for a resident, so that
everybody was following ‘the same information’ (care home manager/deputy manager 7).
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Several care staff reported paper forms could ‘get lost’ (care home manager/deputy manager 6) in transit
or do to not ‘come back’ (care home manager/deputy manager 6) from hospital with residents. Staff were
unclear how GPs stored completed ReSPECT forms and were unclear if paramedics had access to them.

Many of the homes used ACPs or integrated care plans for residents, which expand on ReSPECT
recommendations and address different types of clinical scenarios. These plans were completed by the
clinician and provided medical history for residents, details regarding conversations held with residents/
family and greater depth regarding agreed treatment in different situations. Care homes that used these
plans found they provided greater clarity and ‘detail’ (care home manager/deputy manager 8) to follow in
an emergency. These plans were shared with paramedic staff who used them alongside ReSPECT forms
to decide on treatment. Some participants suggested that where ACPs or integrated care plans were
available the ReSPECT form tended to be used just to guide them regarding resuscitation decisions.
ACPs would be kept for residents in their personal files/with their care plan.

Reviewing completed ReSPECT plans

Care home staff emphasised that a ReSPECT plan could be updated to reflect changes in resident wishes
or circumstances. However, only half described a clear or routinised process with GP practices for
reviewing completed plans. In the others, reviews were mostly ad hoc and arose ‘naturally’ (care home
manager/deputy manager 2) in response to changes in a resident’s health or condition:

We don’t touch them really once they’re in place ... the doctor reviews them when they first come in, if
there’s any clinical changes then she would review them again whenever we ask her to. Obviously if she’s
seen somebody that’s become end of life or something like that, she would review it, that’s the only input
we have with them, they’re not taken in and out of the file.

Senior nurse/nursing lead 1

In care homes that undertook regular review, these were part of overall care plan reviews for residents.
These occurred at different intervals - monthly, 6-monthly, annually. Staff at one home described using
a checklist during their care plan review which included question prompts to check the ReSPECT form
was still on file, up to date (in terms of personal details and resident’s health/condition) and reflected
the resident’s wishes. Where reviews occurred at regular intervals, they were typically carried out by
specialist nurses rather than GPs.

Most interviewees did not express strong views about a routinised review process. One senior care
home nurse suggested that it should involve more in-depth discussions with residents than was
experienced currently:

I think that it should be a discussion again because things might have changed within a year, and a
resident may have forgotten what they said a year ago. | think that rather than just, ‘Do you feel the
same?’ ‘Yes’. ‘Okay, we'll sign you off,, kind of thing, it should, should be a whole discussion again.

Care co-ordinator/senior carer 1

By contrast, one staff member considered that reviewing ReSPECT plans regularly was burdensome
for residents:

If they’ve got capacity at that time to make that decision, why is this then being questioned repeatedly,

again and again and again. Because asking somebody every six months if they want to be resuscitated

or not and talking about death and dying with them every six months, is quite harsh on somebody that’s

approaching that stage of their life and having memory problems. They don’t really know what'’s what.
Care co-ordinator/senior carer 11
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Use of completed ReSPECT plans in medical emergencies
Care home staff stressed the importance of making all staff aware of the presence of a ReSPECT form so
that a resident’s wishes could be upheld, and the right treatment given:

making sure all the staff are aware ... if somebody doesn’t want to be resuscitated or if somebody does
want to be resuscitated, if they don’t want to have hospital treatment, or if there’s specific scenarios
where they would want to go to hospital.

Care home manager/deputy manager 1

However, a common practice was that a senior staff member would be called upon to manage and
provide leadership in emergency situations and to liaise with healthcare professionals attending the
emergency. Several participants reflected that understanding regarding ReSPECT plans and their use
varied among staff, and in some cases was more limited among junior frontline staff. One participant
found it confusing that ReSPECT forms could state not for resuscitation alongside active treatment
recommendations: ‘| don't understand it ... they’re not for CPR, but they're for hospital. That's what is
not clear’ (senior nurse/nursing lead 3).

Another respondent recounted how resuscitation had been delayed for a resident as staff interpreted
the presence of a ReSPECT form for a resident as equivalent to a DNACPR recommendation, leading to
feelings of guilt and remorse among staff. A small number of staff therefore expressed a preference for
‘the old DNAPCR form’ (senior nurse/nursing lead 3) because it signified clearly and immediately that
someone was not for resuscitation:

| liked them because you knew they were just not for resus. You just knew ... with these new ReSPECT
forms, you've got two boxes, and I'm not sure if these carers, or seniors, actually know that you need to
see which one is ticked.

Senior nurse/nursing lead 3

A few other staff also reported frustration that staff needed to check which resuscitation
recommendation had been made.

Some staff were uncertain as to whether recommendations could be overridden and in
what circumstances:

Sometimes, if you feel that the resident needs to go to hospital, we sometimes talk to the family and then
ask them if we could ... because, in case, you never know, they might get better or not ... I'm not sure if we
can override their [the resident’s ReSPECT] decision ... without talking to them [relatives]

Care co-ordinator/senior carer 9

Some staff reported struggling to interpret recommendations. Recommendations such as ‘for ward-
based care’ or ‘not for admission’ were considered unhelpful and ‘vague’ (care home co-ordinator/
senior carer 8). ReSPECT forms that had been completed in hospital for residents were described as
especially ‘basic’ (senior nurse/nursing lead 2), ‘sketchy’ (care home manager/deputy manager 4) and
lacking personalised information. For example, one form was described to stipulate: ‘Very frail. Not for
resuscitation’, which was felt by care staff to be ‘not person-centred at all’ (care home manager/deputy
manager 7). Such recommendations lacked a plan for ‘treatment escalation’ (care home manager/deputy
manager 4) and active directives that staff could follow. Where ReSPECT recommendations were vague
or ambiguous, some staff used the ReSPECT form only for resuscitation decisions.

Staff suggested that ReSPECT recommendations did not always neatly reflect scenarios encountered
within the care home, leading to uncertainty for staff over the right course of action.

Interpreting ReSPECT recommendations in emergency situations was ‘difficult’ (care home manager/
deputy manager 7) for some care home staff as they were ‘not nurses ... not doctors’ (care co-ordinator/

senior carer 12) and struggled to assess the precise condition of residents:
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What are we to do if somebody’s unresponsive, and it's unusual for them? We're not just going say, ‘Oh,
well, they’ve got a DNR in place, it’s normal, because it's not normal ... | know they’re not for resuscitation,
but if somebody’s got palpitations or problems with their heart, and they’re not having a heart attack, they
still need looking at ...They still may need medication or treatment that can be sorted rather than leaving
it and having a full-blown heart attack when it's something that can be controlled.

Care co-ordinator/senior carer 12

Uncertainty among staff was particularly pronounced in incidents where ‘it's something that could be
treatable’ (care home manager/deputy manager 7) and/or where they had a resident that ‘clearly needs
some medical help’ (care home manager/deputy manager 8). Staff often felt compelled to seek further
medical assistance.

Some care home staff expressed difficulty with conveying to emergency services their need for
additional medical interpretation and/or enactment of ReSPECT recommendations. In some cases,
emergency call handlers and/or paramedic staff had questioned why they had been called when a
ReSPECT form was in place, particularly where ReSPECT recommendations were not for resuscitation, or
not for admission to hospital.

Once that ReSPECT form is in place, and we then need to call an ambulance for some reason, it’s like,
‘Well, why have you called them? They’ve got a ReSPECT form in place. It says not for hospital admission,
... but sometimes, there are reasons that we do need to call them.

Care co-ordinator/senior carer 12

One care home manager recounted how clinical recommendations such as ‘not for admission’ had, in
their view, prevented any treatment for a resident because they felt the paramedics had interpreted it as
meaning no treatment at all could be given:

Sometimes it will say, ‘Not for admission. Prioritise care and comfort’. ... they [paramedics] are interpreting
that [as] maybe they can’t give treatment because it says, ‘Not for admission’. You know, if it said,
‘Prescribe within the community;, ... [there] needs to be more in it.

Care home manager/deputy manager 5

Care home staff described tensions both with and between healthcare professionals about care and
treatment decisions. One resident was taken to hospital contrary to their ReSPECT recommendation, as
paramedic staff had called relatives who requested that the resident was taken. Staff reported feeling
frustrated that they later needed to explain the chain of events to the resident’s GP, who challenged
the decision to admit the resident to hospital. Another resident with a ‘not for hospital admission’
recommendation had been transported to hospital by paramedic staff. The ambulance staff had
explained that they ‘need to make the decision based on what | find here’ (care home manager/deputy
manager 5), and they were not happy for the resident to remain untreated within the care home. The
decision-making process was not clear to the care home manager, but she had felt unable to argue.
Later, when discussing the incident with the resident’s GP, the care home manager recalled that the
GP had expressed their frustration that ‘a different health care [professional] would make a different
decision’. The care home manager described such incidents as ‘confusing’ and ‘demoralising’ and had
resulted in a ‘lack of confidence in the ReSPECT system now’ (care home manager/deputy manager 5).

Reflecting on the ReSPECT process

Our interview data suggests that care home staff informally reflect on the ReSPECT process. Established
processes for reviewing care plans for residents were used in half the care homes to check on residents’
ReSPECT plans. Several homes reported they had reviewed their ReSPECT plans and were planning to
review them at least ‘annually’ (care co-ordinator/senior carer 8) prompted by this study.
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The views and experiences of the ReSPECT process among other health and care
professionals who engage with community-based ReSPECT process and resulting
completed forms

Conceptualisation of the ReSPECT process
Participants in all focus groups agreed ReSPECT should be a person-centred process. Nurses and an
emergency department clinician talked about the ReSPECT process as empowering for patients.

Sometimes when you do talk to your patients who are elderly with multiple long-term conditions, when
you explain it to them, and you have that time ... they're quite thankful. And [say things] like, ‘No, |
wouldn’t want to be, have CPR,, or ‘I wouldn’t want to be going to hospital,, or ‘I'm always worried that
somebody’s going take me from my home’. And maybe when you get to a certain age in life some, not all,
are, are okay at discussing their death and dying.

Nurse, focus group 3

[ think it’s a brilliant form ... gives the patient a voice ... out of habit with the NHS and the healthcare
system, | think we steal peoples’ voices quite a lot, and make decisions on their behalf, so | think it’s really
important from that point of view, because it gives them their voice back.

Emergency department clinician interview 1

Another focus group with nurses discussed ReSPECT as a conversation people do not want to have
when they are living well, so it must take place around a deterioration in health.

Home care workers emphasised that ReSPECT was an important mechanism for their clients to
document and record their wishes for emergency treatment: ‘It's getting your wishes ... across isn't it?’
(home care worker, focus group 2). ‘It's a good way to have something in writing, that the person has
a choice in what happens to them when they are in a state where they're not able to make decisions’
(home care worker, focus group 1).

Many nurse participants discussed how the ReSPECT plan is considered the same as DNACPR. One
nurse commented that if a healthcare professional asks if a patient has a ReSPECT plan, they might be
asking if the patient is for CPR.

People [healthcare professionals] say, ‘Oh, have you got a ReSPECT form?’ Well, that doesn’t mean they’re
not [for CPR] you need to know what it says on the ReSPECT form ... not just that they’ve got a ReSPECT
form ... are you asking have they got a DNACPR? Or are you asking if they’ve got a ReSPECT form?
Because it might not be the same.

Nurse interview 4

Some home care workers expressed a similar interpretation of ReSPECT plans as being predominantly
about resuscitation decisions. Some emergency department staff talked about a tendency in hospital to
treat the document as mainly about DNACPR.

One emergency department clinician had only seen two ReSPECT forms which said ‘for resuscitation’
and one nurse had only ever seen one example of this, which runs the risk of creating assumptions and
that ‘the purple plan’ becomes associated with the DNACPR concept.

Initiating the ReSPECT process

Nurses discussed initiating ReSPECT conversations as part of their normal duties when interacting with
very ill patients. Home care workers ask patients if they have a ReSPECT plan when they first assess
them: ‘We ... document what ... the information is, so that we know the wishes of that person ... how
their care needs to be’ (home care worker, focus group 2). However, a few home care workers said they
would make patients aware of ReSPECT plans if the patient didn’t not know about them.
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Sometimes you ask people have they got a ReSPECT form, and they look at you blank, so you completely
know that they have no idea what you're talking about ... that always leads me into a conversation about
what it is.

Home care worker, focus group 2

| think we may make people aware that they’re available to people if they ... want [to] consider them, but
we don’t ever give people options in terms of that.
Home care worker, focus group 1

Nurses agreed that timing for the conversation works best when it fits with the developing relationship
between the nurse and patient. They prefer not to complete a ReSPECT plan on a first visit when they
are still building a relationship with the patient; however, sometimes patients begin expressing these
wishes in a first visit and it can be a good opportunity to start completing a plan. It was agreed that the
conversation evolves as relationships build. ‘So, you want to have those conversations at a time that
feels right for the patient. You don’t want to lose that relationship by, by taking them there too soon’
(nurse, focus group 2).

Patients may initiate the conversation, often through a casual comment about their wishes, which can be
used to trigger plan completion. If someone was very unwell, imminently dying and the process had not
been completed, a nurse would start the ReSPECT process but, ideally, the conversation would happen
before a medical emergency arose.

If patients are not ready to talk or feel disempowered by a previous negative conversation, starting a
conversation about ReSPECT can be difficult. Nurses talked about the need to avoid damaging their
relationship with the patient through starting the conversation at the wrong time for the patient. They
felt it is better to wait until the patient expresses that they are ready.

One group of nurses talked about patients being reluctant to engage with the ReSPECT process if they
perceive it to be only DNACPR and that patients need to be made aware the process gives many choices
beyond DNACPR. One participant suggested that some patients and families are scared to discuss the
topic due to their fear of an implied ceiling of care.

Some people are quite open and they’re happy to talk about it and, they’re open with their wishes.
Some people have said ... straight away, ‘No, | don’t want to be resuscitated’. And others ... they're
quite reluctant to speak about death and whether they would want CPR if their heart was to stop.
Because sometimes they take it as, ‘They’re not gonna do anything for me, they're not going to treat
me anymore’.

Nurse, focus group 3

Home care workers explained that asking patients whether they had a plan in place during their initial
support assessment required sensitivity:

It’s not nice to think about. Whenever we ask at assessments ... we're like, we're, we're really sorry to ask
you these questions, but what are your funeral plans, and things like that. But they’ve got to be asked.
Home care worker, focus group 2

Undertaking the ReSPECT conversation and completing the plan

There was broad agreement that in the community, the ReSPECT conversation should be held by the
clinician with the closest relationship to the patient, who has time available and can meet the patient
and relatives in the patient’s home. This is usually the GP or palliative care nurse.

Copyright © 2024 Slowther et al. This work was produced by Slowther 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 adaptation 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.

55



HOW ReSPECT IS USED IN PRIMARY AND COMMUNITY CARE, EXPERIENCES OF HEALTH

It’s a big part of our [palliative care nurse] role is trying to plan for what somebody wants as they enter the
last months or weeks or days of life.
Nurses’ focus group 1

[The GP] is kind of the linchpin of all that ... medical lead for their care in the community.
Nurses’ focus group 1

Several focus groups discussed how high staff turnover and high rates of agency and junior staff

limited expertise within community nursing teams for undertaking ReSPECT conversations. The loss of
GP-patient familiarity was mentioned by several groups as patients see a range of GPs and have other
people involved in their care including pharmacists and other allied health professionals. Having a range
of healthcare professionals trained and able to undertake ReSPECT conversations and completing plans
would be helpful.

Palliative care nurses noted that other healthcare professionals might record having a ReSPECT
conversation with a patient but would leave it to them to complete the plan:

| see it documented a lot of the time: ‘had ReSPECT conversation, they [patient] will discuss with palliative
care nurse when they go’ or things like that. So, it might be that they’ve initiated a conversation but not
necessarily gone through with the whole conversation and the document and completing it. And a lot of it
is left for us.

Nurses’ focus group 1

In several focus groups of nurses, there was discussion of the need for communication training for
ReSPECT conversations with patients. Participants who had received this training talked about the
confidence it had given them.

There was broad agreement of the importance of involving families in ReSPECT conversations but that
this can be complex. ‘Some people don't want to have the discussions with the family members there
and some people clearly don’t want to have the discussion until their family members are there’ (nurses’
focus group 1).

Involving families was considered an opportunity to get them to talk about what might happen and what
was important to the patient:

It gives less responsibility ... to the family members because you've already made those choices for
yourself when you’re capable of doing so. People aren’t having ... guesswork and fight amongst themselves
because it’s already been discussed and written up.

Home care worker, focus group 2

As for the family, it can give them a little foresight ... they will know ahead of time that their relative has
already said ‘| don’t want to do this when it hits this point. The family can kind of prepare themselves that
this could be that point ... rather than us just having to tell them there and then in that minute, and then
them going through all the emotions in that second.

Emergency department clinician interview 5

However, participants also talked about families who have been upset when they have not
been involved:

| had a conversation the other day with somebody who really didn’t understand what the form was all
about. It was the daughter of a relative [who had been involved with ReSPECT conversation], and their
concern was that the DNACPR box was ticked, and they didn’t think that was fair.

Emergency department clinician interview 1
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Several participants commented that the level of literacy and health literacy of patients/families can
make involvement in ReSPECT conversations difficult.

Storing and sharing completed ReSPECT forms

Community nurses talked about patients who took a paper ReSPECT form into hospital with them but it
did not come home with them. Paramedics suggest that some patients can be reluctant to take the form
with them to the hospital for fear it will be lost. Emergency department staff are frustrated that more
long-term ill patients do not arrive with forms. In one focus group of nurses, there was uncertainty about
knowing you have the most recent copy of the form. Several focus groups with nurses discussed the
need for a shared electronic version of the form but expressed despondency about this coming about.

Home care workers explained that ReSPECT forms were stored in patients’ care files, within their home,
and were slightly oversized compared with other documentation so that they were visible and quickly
retrievable in an emergency. ReSPECT recommendations were also written and highlighted in red at the
front of care plans and were recorded electronically so that they could be accessed by all home care staff.

Participants talked about the content of ReSPECT forms they had read. They commented that when
doctors complete a ReSPECT form the resuscitation section is always completed but the patient
preference section might not be. They suggested that the plan is only useful to patients when their
wishes are accurately considered and recorded. ‘The forms are only as good as the information that’s on
there and the detail that's on them’ (nurses focus group 1).

Home care workers found handwritten forms difficult to read and they struggled to understand
clinical shorthand:

The only thing that | think is wrong with them is you can’t read the writing on them sometimes when
the doctor writes on them ... it can be hard ... you can’t quite understand what those conditions are that
they’ve noted on there.

Home care worker, focus group 2

Can’t understand it ... It’s like hieroglyphics.
Home care worker, focus group 2

It was generally agreed that there can be great variety in the content of the form depending on who has
undertaken the conversation with the patient.

Reviewing completed ReSPECT plans

Nurses working in the community acknowledged there was no formal system for reviewing ReSPECT
plans but that they should be reviewed. Some reviewed ReSPECT plans during routine annual reviews
with their patients. Others talked about initiating a review when the patient expressed wishes about
treatment during a conversation. The nurses agree that ensuring that the plan is up to date could help
improve the quality of the recommendations.

Use of completed ReSPECT plans in medical emergencies

Many participants thought a completed ReSPECT form was very helpful for clinicians: ‘Having a clear
documentation that a patient has had the opportunity to make their wishes known, makes everybody'’s
life easier’ (emergency department clinician interview 3).

There was agreement across the data that the absence of a ReSPECT form can be very distressing

for healthcare professionals attending an emergency, especially if the decision is whether to perform
CPR. Nurses, home care workers and paramedics talked about how paramedics now usually ask for the
ReSPECT form as soon as they arrive, and always in a care home. Paramedics report that ReSPECT forms
are sometimes not kept physically close to the patient which can cause delay and impact treatment. ‘If
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staff walk all the way to the office where the form is located it can take 10 minutes, but this may be too
late, and you have already started CPR’ (paramedics focus group). Paramedics found some patients have
multiple forms; in which case they use the most recent.

Nurses gave positive examples of where ReSPECT plans worked well in practice - many of these
examples referred to patients who did not wish to go to hospital. ‘Some patients, it is that plan in place,
you know, “I don’t want to be put in hospital”, or, you know, it's only for reversible things, infections or
broken bones’ (nurses focus group 3).

One participant of this group explained how this decision to not go to hospital can be empowering for
patients. Another talked about the benefits, not only for patients but also for carers including care home
staff who need to decide what action to take in a medical emergency. A ReSPECT form might give them
confidence to call the GP service rather than an ambulance. ‘May go right down the route of a GP as
opposed to a 999 call or 111 services’ (nurses focus group 3).

However, nurses and home care workers reported that patient wishes were not always recorded in the
plan in a way that is helpful to determine actions. Emergency incidents requiring home care workers to
use the form were described as rare, but home care workers stressed that they did not feel the form
provided sufficient information to guide them in an emergency:

| think it could be clearer whether we're supposed to take action or not take action on, on the wishes
that are on there. Naturally you want to help someone when they’re in that state ... and it would be good
maybe if there was an outline of what we’re expected to do.

Home care worker, focus group 1

In emergency situations, home care workers therefore always called an ambulance or phoned NHS 111
for medical assistance and emphasised their role in informing emergency health professionals of the
presence of a ReSPECT plan.

Emergency department staff and paramedics indicated that ReSPECT forms completed well give

them confidence to act in an emergency and feel that they are respecting the patient wishes. ‘We are
probably the most dependent on them from a perspective of urgency. And | think what is very difficult
to get across to anybody else is how vitally important they are at that time-critical moment’ (emergency
department clinician interview 3). However, they found that patient wishes are not always clearly
recorded in a way that is helpful to emergency decision-making. Paramedics said that sometimes there

is not enough information recorded on the ReSPECT form to defend a decision not to take a patient into
hospital even when you know it is what would be best for them. They mentioned that the paramedic
workforce is generally young and inexperienced, and it is hard to make challenging decisions on the spot,
so paramedics need clear and easy guidelines to follow that they can defend.

A nurse focus group and most of the emergency department participants discussed how disagreement
between the wishes of families and patients can complicate access to or use of ReSPECT forms in
emergency scenarios. One nurse gave an example of a couple where the husband had a form marked
‘not for resuscitation’, which his wife conveniently forgot to find each time he had to go into hospital

as she felt that the paramedics treated him differently and more slowly if they knew he had a ReSPECT
form. An emergency clinician had also encountered the situation where families do not want to bring the
form because of a perceived ceiling of care. ‘I get the impression that, sometimes, families won't bring

in a ReSPECT form for fear that we will discount their relative as being unsavable, in inverted commas’
(emergency department clinician interview 2).
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Reflecting on the ReSPECT process

There was no mention of any formal reviews of the ReSPECT process by any of our participants.
However, our data indicate that participants informally reflected on the ReSPECT process and how they
engaged with it. Some reflected on its impact within the NHS more generally.

Several participants remarked on the allocation of NHS resources to end-of-life care and suggested that
enabling patient choice could also have significant cost-saving benefits. Paramedics and emergency
department staff also suggested facilitating patient choice can improve the patient relationship with
the NHS. ‘I think people would feel more empowered and supported if, if, yeah, if they had more choice
about their treatment rather than just becoming part of the sausage factory’ (emergency department
clinician interview 1).

One emergency department doctor suggested as well as empowering patients to make choices about
their care there is a wider benefit for society in managing expectations.

I think that one of the things the NHS has done since its advent is assumed the responsibility for peoples’
life decisions and care decisions. People have become used to doing what the doctor tells them to do ...
But I think what it’s done, it’s distanced everybody from their own mortality, the end-of-life process and
from their own death. So, between that and media coverage and [tv] dramas, everybody expects that
every illness and disease is reversible. So, there is a huge disconnect between the reality of being a human
being and what people expect.

Emergency department clinician interview 1

The content of ReSPECT forms stored in general practice medical records

Methods

To evaluate the content of ReSPECT plans we reviewed ReSPECT plans stored in the medical records of
the general practices who participated in our qualitative study.

Evaluation framework for completed ReSPECT forms

We used a modified version of a tool developed during our previous study of ReSPECT in secondary
care.®® This was based on the ethical framework of accountability for reasonableness, which focuses
on fair decision-making processes rather than on specific ethical principles.®” The framework stipulates
that decision-making should be transparent, based on reasons agreed as justifiable by the relevant
stakeholders and open to review.®” The process should be consistently applied to justify the ethical
principle of equity. The evaluation tool is structured to answer the following questions:

1. Consistency: what is the variation in content in terms of the detail requested on the ReSPECT form
and associated guidelines?¢®

2. Transparency: how complete is the information about the patient’s preferences, diagnoses, reasons
for treatment recommendations and who participated in the ReSPECT discussion?

3. Ethical justifiability: do the reasons for treatment recommendations indicate that clinicians consid-
ered the patient’s preferences and clinical conditions, as well as the benefits and burdens of specific
treatments? How complete is the documentation of patient capacity and who provided input to
completion of the ReSPECT form?

The tool provides a structure for evaluating each ReSPECT form and providing counts of how many
ReSPECT forms in the survey meet quality criteria.
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Team members CJH, KE, CAH, AS and FG modified the existing tool and associated guidance to take
account of changes to the ReSPECT form since our previous study (introduction of version 3). We each
independently used the tool to evaluate three completed ReSPECT forms, using a total of eight forms,
so several team members evaluated each form. We met to discuss adaptations needed and repeated
the process again to ensure each version of our tool provided consistent evaluation of each domain
(see Report Supplementary Material 7). The relevant version of the tool was then used to assess each
completed ReSPECT form (version 2 or version 3).

Sampling and recruitment

The 13 GP practices identified adults registered with the practice recorded as having a ReSPECT form
completed within the previous 12 months. Following eligibility screening, patients or their next of kin if it
was known to the GP practice that they lacked capacity, were sent information about the study, that the
study involved accessing their medical records and what to do if they did not wish to participate.

Data collection

A study researcher or member of practice staff accessed the records of all eligible patients who did not
opt out of the study and identified whether they contained a ReSPECT form. Identified ReSPECT forms
were scanned (hard copies) or electronically copied. Data collection took place from February 2021 to
January 2023.

Data extraction and evaluation of each ReSPECT form

CJH extracted data and evaluated content of all forms. KE, CAH, AS and FG extracted data and
evaluated 25% of the total. To ensure consistency, the team met to compare findings, discuss and
resolve discrepancies after evaluating half of the forms and again after evaluating the remaining forms.

Ethics considerations

Data were collected with approval from the CAG (reference 21/CAG/0089). Personal identifiers were
redacted prior to transfer to the study team using NHS encrypted e-mail or an encrypted NHS platform.
Data were stored in password-protected files on a secure University of Warwick server.

Results

Practices identified 526 patients with a ReSPECT form completed in the past 12 months. Practices
excluded 200 patients prior to invitation (see Figure 1) and 17 patients opted out of the study. One
practice did not hold any completed ReSPECT forms in patient records. We were unable to retrieve
forms from one practice because, in error, 63 recruitment letters were sent without study identification
numbers, so it was not possible to accurately record opt-outs. Of the remaining 246 participants,

we retrieved 146 (60%) ReSPECT forms. Four forms were excluded because they were completed

over 12 months prior to data collection, and one was a duplicate. This left 141 forms for analysis

(see Figure 1). Of these forms, 55 (39%) were handwritten and 86 (61%) electronic; 102 (72%) were
version 2 and 39 (27%) version 3. Three (version 2) forms were incomplete, with the second page
missing. Completion rates for different sections of the form varied (see Appendix 5).

Consistency of recorded decision-making processes

Of the 141 forms, 64 (45%) had a mark on the scale for patient preference [Balance of priorities (version
2)/What matters to me (version 3)]. Over half (81/142, 57%) of the forms recorded free-text personal
preferences (54%, 37/68). For people with capacity, this increased to 69% (47/68).

Fifty-three forms (37%) had a clinician signature in one of the CPR recommendation boxes (42/55, 76%)

for handwritten forms and (11/86, 13%) for electronic forms). Of the electronic forms, 54/86 (63%) had
the CPR recommendation typed in place of a signature.
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Most forms recorded free-text recommendations for treatments other than CPR (87%, 122/141) but
the focus of the clinical recommendations (extending life/prioritising comfort) was less well recorded
(52/141, 35%).

Most forms recorded that the patient or (if the patient lacked capacity) someone close to them was
involved in discussing the ReSPECT form content (133/141, 94%).

Most forms (108/141, 77%) recorded the clinician’s role or registration number but less than half
(64/141, 45%) included a signature. The senior clinician signature was only present on 14/141 (10%)
forms. This may be because of confusion about where the clinician completing the form should sign if
they are also the senior responsible clinician (usually the GP).

Confirmation of validity of the form was completed in 11 forms (8%).

Transparency

Nearly all forms (129/1411 92%) recorded the person’s health conditions. Some provided a detailed
list of diagnoses; while others used terms, such as ‘frailty’ and ‘decreasing health’ without clarification,
or used abbreviations (e.g. ‘AF, CKD, IHD, OA). Only 27/141 (19.0%) forms documented reasons
underpinning the clinical recommendations.

Where free-text personal preferences were recorded, text was often brief and usually referred to a
preference for being kept comfortable or remaining at home. More detailed explanations were noted in
version 3 forms where the clinician is prompted to record what the person most values and what they
most fear/wish to avoid for example:

Values; ‘Being kept comfortable, familiar surroundings, husband and daughter present’. Fears; ‘Hospital
admission, uncertainty..

Most forms recorded free-text recommendations for treatments other than CPR (122/141, 87%).
Most (94/122, 76%) provided detailed recommendations on what treatment should be provided in a
range of situations, for example: ‘Not for resuscitation. Not for admission under any circumstances,
apart for suspected fracture or head injury that requires A&E assessment’, while 28 (23%) gave general
instructions, such as ‘Not for hospital admission’. The focus of the clinical recommendations (extending
life/prioritising comfort) was less well recorded (52/141, 35%).

Ethical justifiability of recorded decision-making processes

Of the 26 forms where reasons for clinical recommendations were provided, 22 (85%) included
a reference to the patient’s wishes. Of these, 6 (27%) did not complete any part of the personal
preference section.

Only five forms included a reference in the recommendations to the patient’s condition and ability to
benefit from future interventions. We found only one form which explicitly referred to the patient’s
preferences and considered the benefits and burdens of treatment.

In 131/141 forms (93%), the person’s capacity was recorded. Version 3 requires clinicians to say in what
way the person lacks capacity. Of the 23 relevant forms analysed, 17 (73%) provide a reason which
includes in some cases reference to capacity ‘unable to process or retain information’ or a more general
reference to the person’s cognitive status ‘dementia’ or ‘cognitive impairment’.

Among the people who lacked capacity, the involvement of someone close to them (relative or friend)
was recorded on 39/59 (66%) forms and this person’s name and role was recorded on 25/59 (42%).
Whether the person who lacked capacity had a legal proxy was recorded on 45/5 forms (76%).
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Summary

Our survey of GPs in England showed that ECTPs are a standard part of GP practice, with 98%
(828/841) of respondents using some form of ECTP. GPs overall are supportive of their use, agreeing
that they help to ensure that patients’ wishes are known and support patients’ families. However, just
over half of survey respondents reported using DNACPR forms rather than a more holistic ECTP that
includes other treatment recommendations and specifically acknowledges patient’s preferences and
values. Most respondents using a broader ECTP used ReSPECT.

The main trigger for initiating an ECTP conversation is a diagnosis of a life-limiting or life-threatening
condition, suggesting that they are considered primarily as anticipating end-of-life events.

While completion of an ECTP in primary care is currently carried out mainly by GPs, respondents
thought that a much broader range of health and social care professionals could complete these plans,
with a substantial minority of respondents including senior care home staff. GPs who used ReSPECT
were more likely to feel comfortable in having these conversations with patients and their relatives.

Only half of GPs reported that their practice had a regular system for reviewing ECTPs despite a similar
proportion agreeing that the plan could be out of date at the time it is needed.

Our qualitative exploration of health and social care professionals’ experiences of using ReSPECT
showed that ReSPECT is conceptualised as a patient-centred process, allowing patients to have a
nuanced discussion about future medical care and treatment decisions and take some control over
these decisions, particularly when nearing the end of life. However, it is also clear that a ReSPECT plan
is often seen as mainly about CPR, and sometimes interpreted as simply a DNACPR form. Clinicians see
ReSPECT recommendation as a guide to decision-making in an emergency, while care home staff see
them as a record of a residents wishes, enabling them to advocate on their behalf.

Generally, the ReSPECT process is initiated when a patient changes care context, such as moving to a
care home, starts to receive palliative care or a relevant health condition becomes worse. Care home
staff want early completion of ReSPECT forms after admission for almost all residents. Careful timing
and preparation for a ReSPECT conversation is important to minimise any distress for patients and their
families particularly as many see initiation of ReSPECT conversations as acknowledgement of a terminal
illness. Care home staff can have an important role in preparing residents and their families for the
ReSPECT conversation.

Completion of a ReSPECT plan needs time, sometimes involving several conversations, and should

be led by a clinician trusted by the patient. The involvement of families in the conversation, including
when the patient has capacity, is seen as important to ensure that families understand the patient’s
wishes and to reduce conflict during decision-making in an emergency. The level of uncertainty about a
patient’s illness trajectory and future treatment options can affect the type of conversation held and the
confidence with which clinicians are prepared to make recommendations.

Processes for storing and sharing completed ReSPECT plans vary across GP practices. There is concern
about lack of synchronisation between paper and electronic versions, and forms do not always follow
the patient between hospital and home. Paramedics sometimes encounter more than one version of a
plan when attending in an emergency.

Participants across the data sets describe challenges in interpreting ReSPECT recommendations in an
emergency. This can be because recommendations are poorly written, vague, or not applicable to the
situation. Even when recommendations are more detailed there may be differences in interpretation
with decisions not always appearing to fit with the recommendations. Clinicians need to make
judgements in relation to patient safety guided by, but not constrained by, the recommendations.
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The approach to reviewing completed ReSPECT plans varies from no systematic process to routine
review as part of an annual review or more frequent review for a few patients.

Our evaluation of completed ReSPECT forms found that most forms contained text about treatment
recommendations other than resuscitation, with text about patient preferences recorded on just over
half of the completed forms. CPR recommendations were recorded on around two-thirds of forms,
but this figure may have been higher if we had been able to see the patient held form. Clinicians rarely
recorded their reasons for treatment recommendations on the form. Where reasons were given, these
usually referred to the patient’s wishes about hospital admission.

Most completed ReSPECT forms recorded that the patient or someone close to them was involved

in the ReSPECT conversation. However, where a patient lacked capacity and so the involvement of a
relative/lasting power of attorney holder is expected, only two-thirds of these forms indicated they were
involved and fewer than half named the person.

Strengths and limitations

To our knowledge, this is the first survey of GPs’ use of ECTP. We obtained a high-quality data set

with no missing data. Although we did not achieve our original target of 1000 respondents, this is still
much larger than most GP surveys.®”7° We have sufficient data to produce a precise estimate for all our
outcomes of interest and a robust statistical model exploring factors influencing how comfortable GPs
are having emergency care and treatment planning discussions. Our respondents were representative
in terms of region, age, practice size, years since qualification and region. Nevertheless, using a market
research company working through a commercially funded, free to use website for data collection may
have introduced bias into the sample selection.

Our qualitative data provide us with evidence of how a wide range of clinicians and carers conceptualise
ReSPECT and an in-depth account of how the ReSPECT process is operationalised in general practice
and care homes. Recruiting clinicians and carers working in other community/care services and
emergency departments was challenging; recruiting more participants may have provided further and
different accounts of ReSPECT. We used NPT as a framework for our analysis but to gain traction on
the bulk of the data which related to the ‘cognitive participation’ and ‘collective action’, we used the
ReSPECT process itself as an analysis framework.

A strength of our evaluation of completed ReSPECT forms is that it evaluates the actual content of
ReSPECT forms. However, ReSPECT forms are designed to be held by the patient, we were limited to
copies of ReSPECT forms which GP practices had chosen to store in the patient’s clinical notes. Some
practices stored electronic copies that did not include signatures, so we do not know what signatures
were on the copy held by the patient.
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Chapter 5 How do patients and families
experience the ReSPECT process?

arts of this chapter are reproduced with permission from Eli et al.”* This is an Open Access article

distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) licence,
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/

Introduction

At the heart of the ReSPECT process is a conversation between a clinician and a patient, a patient

and relative(s) or a relative of a patient who lacks capacity. The conversation aims to facilitate shared
decision-making about planning for treatments wanted and unwanted in a future emergency.’? Yet,
despite the centrality of patients and relatives, little is known about how they experience ReSPECT.
Only one previous study has examined patient and relative experiences of ReSPECT conversations.® The
study, in hospitals in England, found that during an acute admission, patients and relatives often felt
unprepared for ReSPECT conversations, were confused about what the conversation meant, and were
unsure about how ReSPECT would influence their future care. No research has explored how patients
and relatives experience ReSPECT in community contexts.

In this chapter, we report on interviews with patients, the relatives of patients without capacity, and
patient and relative pairs to explore how they experienced the ReSPECT process, and what enablers and
obstacles to the implementation of ReSPECT in primary care were revealed in these experiences.

Methods

Participant recruitment

Patients who had a ReSPECT plan completed in the previous 12 months were identified by the 13 GP
practices who participated in the study (see Figure 1). Eligible patients and the next of kin of patients
without capacity were sent information letters. Interested patients and relatives sent expressions

of interest, which we followed up with an introductory phone call and a detailed information sheet
and consent form (by e-mail and/or post); patient participants were told they could invite a relative

to accompany them during the interview. Consent was taken before each interview, either written
(in-person interviews) or verbal (telephone interviews). For verbal consent, the researcher went
through the consent form with the participant, documenting their consent for each item. A copy of the
completed consent form signed by the researcher was sent to each participant following the interview.

Data collection

We developed semistructured interview topic guides (see Report Supplementary Material 5). The
questions were designed with reference to the NPT framework and focused on understandings of the
ReSPECT process and form (coherence), narratives of the process from first consideration to completion
and updating (collective action), views of the process (cognitive participation), experiences of the
ReSPECT conversation and expectations as to how ReSPECT might be used (reflexive monitoring).

Participants were interviewed either in person or by telephone, depending on their preference. The
interviews were conducted by one of three researchers (JH, CJH, KE) and were audio-recorded and
professionally transcribed.
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During the consent process, participants were asked if they could be contacted for a follow-up
interview. If participants agreed, we checked with their GP surgery, at least 6 months after the first
interview, if they could be approached. We then contacted eligible participants to ask if they would
agree to an interview. Follow-up interviews were semistructured and were conducted by JH, KE and
CJH by telephone. These interviews explored whether there had been changes in the patient’s health,
whether the ReSPECT form had been used or reviewed, and whether the participant’s views of ReSPECT
had changed.

Analysis

We initially intended to use framework analysis. The smaller than expected sample size meant inductive
thematic analysis was more appropriate. KE coded the first interview transcripts using a semantic and
latent approach to capture both direct and implied meanings.”® Providing intercoder reliability, JH and
CJH analysed between them eight interviews. After abstracting from initial to higher order codes, KE
drafted candidate themes and met with CJH and JH to discuss these. Following their discussion, the
themes were refined and critically reviewed and approved by the research team.

KE read through the follow-up interview transcripts, to ascertain whether participants reported any
changes and whether ReSPECT had been used, either of which prompted further analysis.

Findings
Descriptive findings

Study sample

We identified 461 people who had a ReSPECT plan completed in the past 12 months. After excluding
those no longer registered with the practice, for whom there were no relative contact details, or who
had died 366 were eligible (see Figure 1).

For the interviews, we included people who had a ReSPECT plan completed in the previous 6 months
(N = 164). Invitation letters were sent to 94 patients and 70 relatives of people lacking capacity. A total
of 15 responses were received (10 patients and 5 relatives), of which 13 led to an interview; 1 person
did not remember they had a ReSPECT form, and one could not be contacted (see Appendix 6 for
interviews by study area).

We included six patients, four relatives and three patient and relative pairs, where the patient had
capacity and chose to be accompanied by a relative who also participated; eight women and five men,
53-93 years (median = 83); nine resided at home and four in a care home.

Four patient participants said they had initiated the ReSPECT discussion with a healthcare professional;
in eight cases, a health or social care professional initiated the discussion with the patient or their
relative due to a change in health or care circumstances; in one case it was unclear who initiated. Nine
participants or participant pairs said they had a ReSPECT conversation with a healthcare professional
(five GPs, three nurses, one physiotherapist), whereas four said they did not. This included one
participant whose ReSPECT form was completed in hospital, one participant pair who recalled their
treatment preferences but not a discussion, and two relatives of patients without capacity who said they
had not been included in ReSPECT conversations held with these patients.

Follow-up interviews

Six follow-up interviews took place: four with patients and two with relatives. Seven participants did not
take part in a follow-up interview: four died (two had not consented for us to contact their next of kin,
one had died recently so we did not contact their relative, and we could not locate contact information
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for the fourth participant’s next of kin); one did not consent to a follow-up interview; one declined; and
one participant’s GP advised against contacting them.

In the six follow-up interviews, four participants said they did not experience a major change in health
and their ReSPECT form had not been used in the intervening months. One patient participant said he
had been attended by ambulance staff; he recalled they asked about his ReSPECT form and thought they
took photographs of it but was unsure whether his ReSPECT form had travelled to hospital with him

or been used (patient 11). One relative participant said that ambulance staff had attended her mother
several times, in which they either asked about ReSPECT or she mentioned her mother had a ReSPECT
form; she said the ambulance staff looked at the form only once, because she described the recorded
recommendations to them in all other instances (relative 9). One patient participant said she would

like to change her ReSPECT form to indicate her preference for dying in a hospice rather than at home
(patient 4). No participant reported changes in their views of ReSPECT.

Feedback on improving the ReSPECT process

In both the first and the follow-up interviews, participants were asked how the ReSPECT process could
be improved. Their recommendations included making patients/relatives aware of ReSPECT earlier in the
disease process; timing the ReSPECT conversation sensitively; ensuring that the ReSPECT conversation
has nuance and that decisions are not presented as binary; reviewing the form regularly and making sure
people understand the use and limitations of ReSPECT.

Thematic findings

Patients and their relatives perceive ReSPECT as an end-of-life or do not attempt
cardiopulmonary resuscitation form

While most participants knew that ReSPECT included information about treatment options beyond
CPR, such as future hospital admission, they spoke of ReSPECT as a DNACPR or end-of-life form. This
reflected the timing of ReSPECT conversations for these participants: some initiated the conversation
to record their wishes for palliative care or not to have CPR, while others had the ReSPECT conversation
initiated by healthcare professionals upon receiving a life-limiting diagnosis or moving to a care home.

This perception of ReSPECT could be both an enabler and an obstacle. Some participants felt positively
about this framing, saying they found it reassuring to have their preferences for DNACPR or end-of-life
care recorded. One patient characterised ReSPECT as an ‘upgraded DNR’, and spoke about proactively
seeking to record their preferences on the ReSPECT form: ‘| don’t want my body to be resuscitated and |
believe that if my heart stops that’s the Lord’s time, he knows the number of my days and | don’t want to
be brought back to life’ (patient 8).

Another completed the ReSPECT form with their palliative care nurse, with a focus on comfort care:

[M]y view was that | didn’t want any intervention at end of life. So, when end of life arrived ... that process
would broadly be allowed to happen without any attempt to slow it down at all. All focus being on comfort
rather than on, on time to slow that process down. And that was my desire at the start of the form and
remained my desire at the end of the form.

Patient 3

Most patient participants spoke of ReSPECT as allowing them to maintain their quality of life and die
naturally. However, for one patient framing the ReSPECT form as an end-of-life document meant
coming to terms with their prognosis. They described being approached by healthcare professionals
multiple times before agreeing to have a ReSPECT conversation:
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At first, you know, when she [the GP] was saying about filling it in, | said, ‘Oh, | don't feel I've got to that
stage yet’. And she said, ‘Well, the thing is, if you fill it in before you get to that stage, it takes some of the
pain out of it, as it were, the emotional pain.

Patient 12

Some patients and relatives know how to use the ReSPECT form, while others do not

Although the ReSPECT form is patient held, not all participants knew how it would be used in

an emergency - a key obstacle to ReSPECT implementation. Some participants kept the form at

home but were not aware they had to store it in an easily available location; this dovetailed with
misunderstandings of how ReSPECT would be used. The interview with one patient and relative began
with the patient participant rummaging through a drawer to find the form. Later in the interview, when
asked how ReSPECT would be used, the patient participant said, ‘He didn’t tell me anything. | mean I, |
don’t know whether the, the hospital knows or what, | don't, | don’t know’ (patient 11). Another patient
and relative interview began with the patient participant looking for the form and mistaking other forms
for ReSPECT. Later in the interview, it transpired that both the patient participant and his wife did not
know how ReSPECT would be used; indeed, they turned the question back to the researcher, asking her,
‘What would happen with the form?’ (relative 13). When the researcher asked them ‘did they [healthcare
professionals] explain that to you?’, the patient participant said, ‘No, they didn’t, no.

Other participants kept the form in an easily accessible place, having been told to do so by healthcare
professionals, as one patient explained: ‘they [healthcare professionals] said if, if anyone was called
to the house, 999 or something, to keep this form in a place where we could show it to them’
(patient 4). Another participant provided a detailed description of how she stored the form to
maximise accessibility:

I've got one copy in my purse that | take with me everywhere | go and I've got this other copy in the fridge
in the Lions emergency green ... are you familiar with those green boxes and that you put in the fridge?
And there’s a sticker on the front door of the flat so if the paramedics come they, they recognise that and
they go look in the fridge.

Patient 8

Patients trust and value the ReSPECT process and recognise that it implicates

their family’s well-being

The patient participants expressed trust that the ReSPECT form recommendations would be followed.
For example, when one patient was asked if she thought healthcare professionals would follow the
recommendations in her daughter’s absence, she said: ‘Well, they’ve got the form to read, haven’t they?
(Researcher: yeah.) And | think ... they would carry out what it says’ (patient 5). Participants also valued
the opportunity to express their wishes and have these recorded. ‘I'm happy about it because ... it was
my, my decision and | thought about it, in fact, I'd been thinking about for, oh, quite a while’ (patient

5). However, participants described a ReSPECT plan as helpful not only to patients but also to families.
Some said it allowed them to relieve their relatives’ future decision-making burden. For patient 12
ReSPECT was about having things ‘in writing [so] that people know my wishes’ but also about ‘[t]aking a
bit of the responsibility away from my daughters’. Patient participants also said that ReSPECT provided
clarity and would help their relatives advocate for them in an emergency: ‘she [daughter] knows exactly
what has been wrong with me and what my wishes are if anything happens to me. And | think it puts her
mind at rest’ (patient 5).

Other patient participants said that having their treatment preferences recorded on a ReSPECT

form would reduce their family’s future caring responsibilities: ‘if my heart stops | don’t want to be
resuscitated and | don’t want to be a burden on my family and surrounding family members’ (patient 5).
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While patients considered their relatives’ emotional well-being, they did not backtrack if their relatives
disagreed with their preferences. In some cases, participants negotiated with relatives while asserting
their own decision-making agency. For example, when the relatives of one patient opposed her
preference, she held several conversations with them: ‘as we've talked about it two or three times, they,
| think, have understood why I've, | did it, why | did have a ReSPECT and put “DNR”". So we're not in
conflict’ (patient 4).

The ReSPECT conversation shapes patients’ and relatives’ experiences

The quality of the ReSPECT conversation was pivotal to participants’ experiences and understandings of
the ReSPECT plan and thereby to enabling its implementation. The participants who described positive
experiences had an open discussion with a healthcare professional, where the ReSPECT plan was clearly
explained, and where they felt listened to and able to express their wishes. For example, patient 5
characterised her ReSPECT discussion as ‘a proper two-way conversation’.

Participants who described negative experiences of the ReSPECT process said that they either felt
unprepared for the conversation or did not have a conversation. One participant, whose ReSPECT form
was completed in hospital while they were acutely unwell, recalled the doctors speaking about her, but
not to her, and positioned ReSPECT within a wider story of being treated in hospital as if she did not
have capacity: ‘they were having conversations with the, there was a student there, and a nurse and they
were talking to themselves, they weren't talking to me’ (patient 7).

In two other examples, relatives of patients who did not have capacity said that ReSPECT conversations
were held with the patients at their new care homes without involving them. Both said they were
surprised to discover a ReSPECT form had been completed. One described ReSPECT as, ‘something | felt
| had to, sort of, piece together for myself’ (relative 10), saying that the care home staff did not explain
ReSPECT to her formally until the later stages of her mother’s iliness. The other felt that, ‘| should have
been there, and | should have been told about it before’ (relative 6). This permeated their perceptions
and experiences of ReSPECT. Although both agreed with the recorded recommendations, they felt
negatively about the process and equated having a ReSPECT form to the patient being labelled ‘end of
life’ or no longer wishing to live.

Participants who had a positive conversation experience expressed a good understanding of the
ReSPECT review process. For example, patient 4 described being ‘very impressed’ by healthcare
professionals’ responsiveness to her expressed wish for palliation. She also said that her healthcare team
clarified the form could be changed - an option she was actively considering at the time of interview,
noting that ‘they’ve put a phone number on it, which she could call to communicate a change in her
preferences. By contrast, relative 1, who described feeling ‘thrown’ by the ReSPECT conversation, said
she was unaware the form could be changed and first learnt about the possibility of review during

the interview.

Summary

Patients’ and relatives’ experiences of the ReSPECT process were shaped by the ReSPECT conversations
they had with healthcare professionals. Participants who had an open discussion with a healthcare
professional, where they felt listened to and received clear explanations, spoke about ReSPECT
positively. This influenced participants’ understandings of ReSPECT, which in turn either enabled

or constrained implementation: those who had positive conversation experiences showed a good
understanding of ReSPECT and of how the form may be stored, used and reviewed, while those who did
not tended to have a poorer understanding of the process.

Across the sample, patients and relatives associated ReSPECT conversations with DNACPR and end-
of-life planning, but this did not necessarily present an obstacle to implementation. The participants
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expressed trust that, in an emergency, healthcare professionals would follow the recommendations
recorded on the ReSPECT form, a key enabler of ReSPECT implementation.

Although participants valued patients’ decision-making autonomy, they conceptualised ReSPECT as
affecting family members’ well-being, with patients trying to reduce their relatives’ decision-making
burden, help relatives advocate for the patient and decrease future caregiving responsibilities.

This underscored the importance of family considerations in enabling ReSPECT implementation in
primary care.

Strengths and limitations

A strength of this study is that it includes the voices of patients and their relatives who have had a
ReSPECT plan completed in the recent past mitigating problems with recall. The patient voice adds
richness to the overall qualitative analysis of how ReSPECT is used and experienced in primary care.

However, the small number of participants recruited means that their views and experiences may not be

a reflection of the wider patient population with a ReSPECT plan in place.
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Chapter 6 Ethical values and dilemmas in the
ReSPECT process

Introduction

In this chapter, we consider the ethical values that inform how ReSPECT is conceptualised and enacted,
and the ethical issues and questions that arise from its use. The ReSPECT process is designed to
facilitate meaningful discussions between healthcare professionals, patients and their families about
preferences for treatment in future emergencies, promote shared understandings and treatment
recommendations, prevent patient harm and facilitate beneficial treatment provision.*¢ Built into the
ReSPECT process are healthcare values of patient autonomy, person-centred care and acting in the
patient’s best interests. Drawing on interviews with GPs and nurses, patients and relatives, and care
home managers and staff, we explore to what extent ReSPECT as used in primary care upholds these
values, and what other values may also be at stake.

Methods

Participant recruitment and data collection
Interviews were conducted with GPs and nurses, care home managers and staff, and patients and
relatives (refer to Chapters 2 and 4 for participant recruitment and data collection procedures).

Analysis

Interview data were analysed using a modified framework approach and the empirical ethics model of
grounded moral analysis.>*”# Six co-authors (AS, CB, CJH, FG, JH, KE) coded 12 interview transcripts
(4 GP, 3 care home and 5 patient/relative interviews), with 11 transcripts intercoded. This initial coding
identified semantic (explicit) and latent (implicit) references to ethics.”® Using these initial codes and
the group discussions that followed, AS developed a draft coding framework, including inductive

and deductive codes. Topic guides for future interviews were refined to explore the ethical issues and
concepts identified.

Interviews were summarised in individual pen portraits by KE (GPs and nurses, care home managers
and staff, and patients and relatives) and CJH (GPs).”> We created 37 pen portraits, capturing all patient
and relative interviews (n = 13) and half of the GP/nurse (n = 13) and care home (n = 11) interviews. GP/
nurse and care home interviews were purposively sampled to include data from all sites and different
types of staff. These sample sizes allowed us to reach code saturation.®* KE coded each pen portrait
using the draft coding framework. AS intercoded 16 pen portraits (7 GP, 5 care home and 4 patient

and relative interviews); comparisons showed a high level of consistency. During coding, KE and AS
added new codes to the draft framework. To ensure meaning saturation, AS reviewed the interviews
not summarised in pen portraits (13 GP and nurse and 11 care home interviews) to check for new codes
(none identified) and extract illustrative quotes.

Using the pen portraits, KE outlined the ReSPECT process timeline as described by the participants,
from preconversation to the enactment of recommendations, identifying ethical dilemmas at each stage
and abstracting candidate themes from the codes to capture the salient ethical values for each dilemma.
These themes were further refined and finalised in discussion with AS.
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Findings

Participants described the ReSPECT conversation and plan as empowering patients, respecting their
wishes and engaging them in decision-making. As such, ReSPECT was seen as honouring patient
autonomy and aligned with the professional obligation to provide person-centred care. Participants
also emphasised the duty to protect patients from harm and act in their best interests. Additionally,
two other ethical values - the moral importance of the family, and the interests of health and

social care professionals - were frequently mentioned. Threading through was the importance of
trust and relationships between patients, relatives, and health and social care professionals. Ethical
tensions between and within these values manifested at different stages in the ReSPECT process, as
described below.

When is the right time to have the ReSPECT conversation? Respecting autonomy and

protecting from harm

When deciding when to initiate the conversation, GPs and nurses weighed the risk of physical or moral
harm, wherein a patient may be subjected to invasive and distressing interventions without their wishes
being considered, alongside the risk of emotional harm caused by having the conversation before the
patient and/or their relatives were ready. These competing risks posed a dilemma:

Sometimes if you go in too early with the [conversation], and not approach it in the right way ... they can
sometimes step back ... but we don’t want them so unwell that they’re not able to be involved as part of
that decision-making and really don’t want them to be going into hospital and just having them made.

GP 18, area 2

In working through this dilemma, unless the patient was imminently approaching death, GPs and nurses
tended to favour preventing emotional harm. This was linked to GPs’ and nurses’ perceived need to
maintain trust and rapport. GP and nurse participants spoke of postponing conversations if they felt the
patient was not emotionally ready or had more pressing needs, and of introducing ReSPECT gently and
gradually before discussing the ReSPECT form in detail. One nurse explained this approach led to better
patient experiences and higher quality outcomes:

[1]t just feels like it’s a bolt out of the blue, you know, all of a sudden somebody’s talking to you about end
of life, it might not be the right time for them and actually if you can invest a bit of time, you get the better
quality ReSPECT Form or care plan than if you, you try and force something on to somebody.

Specialist nurse 5, area 3

Trusting and having good rapport with the healthcare professional who facilitated the ReSPECT
conversation was important to patients and relatives. As explained by relative 9, although ReSPECT ‘was
totally new’ to them,

Because | know the doctors well, | think the process was good. I, | trusted the doctor and we, we know, |
know that she knows Mum well, | know her quite well, so we were able to do it on the phone. | think if, if it
had been a doctor | didn’t know very well then it would have been much more difficult.

Relative 9

While deferring, waiting with, or gently introducing ReSPECT conversations was a preferred approach
among the GP and nurse participants, care home staff favoured early completion to prevent physical/
moral harm to residents in an emergency. Not having a ReSPECT form during an emergency could
substantially harm patients. A harrowing example was narrated by a carer who, in her previous
assignment as a home care worker, witnessed CPR being performed on the frail, elderly woman for
whom she had cared - an event which both harmed the patient and traumatised the participant: ‘She
was really, really fragile. Really fragile. And because she didn’t have the ReSPECT form, they had to
resuscitate her. And | can hear the “crack” sounds’ (care co-ordinator/senior carer 14).
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As several participants explained, not having a clinical background or decision-making authority,
but still being held responsible by residents’ relatives, carers depended on the ReSPECT form for
critical guidance:

Whenever we have a new admission ... straight away [Name] will put them on a GP round next day ... |
can’t imagine how difficult it would be to look after someone if this was not in place ... being a care home
there’s only so much care and treatment you can provide.

Care home manager/deputy manager 11

Thus, folded into carers’ concern with preventing harm to residents was a concern with protecting care
home staff, whose timing may not match that of the resident or their GP/nurse.

The conversation: balancing patients’ wishes, families’ wishes and what is clinically

possible

ReSPECT is not a direct record of a person’s wishes, but rather of a shared decision-making conversation.
However, when asked what ReSPECT meant to them, most patient participants said it was about their
wishes; as patient 12 explained, ReSPECT ensured her wishes were recorded ‘in black and white’. Patient
participants also described recording their wishes to reduce their family’s future caregiving and decision-
making responsibilities (see Chapter 5).

General practitioners, while emphasising that ReSPECT focused on the patient, viewed family
involvement in the ReSPECT process as crucial. When patients lacked capacity, families were essential
in representing their wishes. But even when patients had capacity, GPs involved families in ReSPECT
conversations to ensure that patients’ wishes, reflected in the recommendations, would be followed. For
example, one GP explained that a patient’s ReSPECT form.

needed to be redone so that the family were on board with it really and so that they understood the
process and so that they were happy to follow through with the ReSPECT form and not call an ambulance
if she deteriorated.

GP 3, area 2

Despite the weight given to relatives’ views, patient participants were clear that their wishes should
prevail over those of their family. For example, one patient described negotiating with his children, who
disagreed with his treatment preferences: ‘I did explain to them that | didn’t want to be brought back if |
was going to be like a cabbage ... and they sort of thought about it and then they agreed’ (patient 11).

In most cases described by the GP and nurse participants, patients’ and relatives’ wishes matched what
was clinically possible; for example, terminally ill patients asked not to be admitted to hospital or receive
CPR. However, when patients’ expressed wishes opposed clinical judgement, this presented an ethical
dilemma. If patients requested treatment likely to be unavailable, not beneficial or even harmful, GPs
and nurses had to consider what counted as an ethically justifiable constraint on patient autonomy.
Faced with this dilemma, some GPs and nurses explained to patients that their wishes may have limited
impact on future decisions:

[S]lome people are still very much, like, ‘No, | want all treatment to be offered, and | say, ‘Well, it’s kind of
up to the clinician at the time and | can make your views clear in the form, but | also have a responsibility
to make the clinical judgment of what your other comorbidities are and what your baseline is in order for
that decision to be made.

GP 9, area 3

Other GPs and nurses preferred to defer or avoid recording specific patient wishes, often suggesting
they revisit the conversation. One GP describing this approach explained they tried to respect patient
autonomy while being honest about what was possible:
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If a person were telling me that they wanted to be resuscitated and | knew it wasn’t physically possible or
it [would be] detrimental, | might, although | might not make the DNAR decision, | might make it clear that
it's something that we might have to come back to or it might be a decision that’s made medically if they
were to be unwell.

Specialist nurse 5, area 3

Another GP described recording a ‘for CPR’ recommendation to establish trust and open possibilities for
a future conversation and reversal of decision:

But again, sometimes it’s helpful to do the form, put the [for] resuscitation, get their trust, get them to
know that you're not trying to force that on them, and then as, once you have got that trust and as you
have further conversations and you can slip that in, they will then listen to those things.

GP 19, area 2

Some participants, however, described deferring to the patient even if their wishes opposed clinical
recommendations, citing patient autonomy. For example, one GP did not record a ‘not for CPR’
recommendation for a patient who had terminal cancer because the patient had capacity: ‘It felt like
it was a bad decision, but he was, had the capacity to make that bad decision at the moment’ (GP 11,
area 2).

In another example, a GP described deferring to the wishes of the family of a patient lacking capacity,
despite their own clinical judgement:

[I]t seems crazy to do lots of tests and investigations and charging around for this sort of very elderly
patient who's really who is really like quite frail and demented, who wouldn'’t really probably want this
and there wouldn’t be any benefit anyway. But the, the relative wants that and so therefore it just has
to be put down. | mean | guess the patient, the, the patient or the relative can, you know, they have their
own autonomy.

GP 12, area 2

In an emergency: how should recommendations be interpreted? The challenge of

acting in the patient’s best interests

In an emergency, if a person lacks capacity to contribute to a decision, healthcare professionals have an
ethical and legal obligation to make a decision in the person’s best interests; ReSPECT recommendations
inform this best-interests decision. Our data show that ReSPECT recommendations can help determine
what is best for the patient and ensure a decision is person centred. However, uncertainties inherent

in anticipatory recommendations, ambiguities in how recommendations are articulated and conflicting
views over interpretation can lead to patient harm.

Among the patient and relative participants, there was near consensus that ReSPECT form
recommendations would be followed in an emergency. For example, one patient said that while his
preference for comfort care may not be followed immediately, it will be followed eventually: ‘there might
be a delay agreeing what | want ... which would then change as the message leads the acute medical
team knowing this person has a ReSPECT form in place’ (patient 3). In practice, however, care home
managers and GP and nurse participants said that recommendations recorded on ReSPECT forms were
not always followed. GP and nurse participants explained that ReSPECT recommendations left space
for clinical decision-making in the patient’s best interests on a case-by-case basis. They conceptualised
ReSPECT recommendations as guidance and acknowledged that, as the recommendations could

not encompass every clinical scenario, there needed to be some flexibility in interpreting these
recommendations, either implicitly or explicitly: ‘I've put that care plan into place with the proviso of
that’s, if in the event of a fall or a head injury if the clinician at the time can assess if he does need to be
admitted’ (GP 8, area 3).
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General practitioner and nurse participants said that, at times, interpretive flexibility was stretched
too far, with recommendations not being followed and thereby causing harm to patients, through
either not respecting their wishes or providing inappropriate treatment. One nurse described feeling
disempowered after a patient died in hospital, having been admitted contrary to carefully worded,
detailed recommendations: ‘She didn't actually receive anything in hospital that we couldn’t have done
at home ... So it’s left me sort of like thinking, “Well, what could | have put on there that makes any
difference?” (specialist nurse 3, area 1).

Many care home staff participants perceived ReSPECT recommendations as prescriptive, feeling that
deviations could potentially harm patients. This could lead to conflict with the healthcare professionals
who had decision-making authority in emergency situations. As one care home manager described: ‘We
do tend to speak up and try and fight for the residents and say, “No, this is what it states, this is what
should be happening” (care home manager/deputy manager 10).

When ambulance staff did not follow ReSPECT recommendations, some carers felt this compromised
person-centred care:

[O]ften we find that if the ReSPECT form says ‘not for admission to hospital, that the healthcare
professional will make their own decision based on their assessment at that time. And then the, that
person could end up going to hospital ... And | find that confusing and a bit demoralising at times.

Care home manager/deputy manager 5

Care home staff also felt that healthcare professionals’ insistence on following ReSPECT
recommendations despite their apparent inappropriateness could cause patient harm:

And we have had a bit of resistance from paramedics saying no, their form says not for hospital admission.
But if that person needs to go into hospital to be hydrated because they're dehydrated, or to have
intravenous antibiotics, that’s where we get a little bit of resistance.

Care home manager/deputy manager 2

[TThe amount of times we've had paramedics come in and refuse to take someone in for sepsis because
their [form] says, ‘Not for treatment, is ridiculous ... We, we waste hours and hours of management
time trying to get another ambulance out ... they don’t understand, because documentation is not clear
enough, and the guidelines are not clear enough.

Care home manager/deputy manager 9

When conflict arose in emergency situations, carers sometimes called on family members to influence
the decision. One staff member described how they would ‘ring the families then, and then the families
are, like, “Yes, but they can go for this”, so then they’re going’ (care home manager/deputy manager 11) -
an example that captures the family’s central role in enacting ReSPECT recommendations.

At its extreme, underinterpretation (or misinterpretation) of the ReSPECT form could lead to patient
harm through equating the form with DNACPR. This worried several GP and nurse participants:

My biggest worry is that when somebody says, ‘Have they got a ReSPECT Form?’ they’re meaning, ‘Have
they got a DNAR decision?’ ... And to be fair, | tend to not fill in a ReSPECT Form if I'm not doing a DNAR
decision as well for that reason.

Specialist nurse 5, area 3

Another type of conflict was described by a GP whose palliative patients asked to die in hospital: ‘they
are scared of dying and their family are scared of dying and they don’t want to see that’ (GP 19, area
2). Despite recording a ‘for admission’ recommendation, hospital clinicians refused to comply, raising
questions about how the person’s best interests were understood: ‘I definitely had experience with
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patients who have wanted to die in hospital, and you ring and try and admit them and they’re like,
“What? They, they're palliative. What, what are we going to do for them?" ' (GP 19, area 2).

Summary

The ReSPECT process encapsulates a range of ethical principles and values, aiming to provide optimum
person-centred in an emergency. Enacting the ReSPECT process in community settings can shape
how these values are understood, interpreted and weighed. While the ReSPECT conversation takes
place between a clinician and a patient or relative, the ReSPECT process is networked within wider
relationships, which can include the patient’s family and professional care staff. Families, clinicians
and carers may have differing perspectives on how to respect the patient’s wishes and best interests.
Uncertainty about illness trajectory, potential clinical scenarios and treatment options can add to the
challenge of balancing respect for patients’ wishes and protecting patients from harm. Conflicting
perspectives emerge at the multiple interfaces of health and social care services and may influence
how ReSPECT recommendations are followed. The ethical challenges of interpreting ReSPECT
recommendations reflect wider challenges inherent in best interests decision-making.
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Chapter 7 What do people with a learning
disability and their carers want from ReSPECT?

Parts of this chapter are reproduced with permission from Russell et al.”¢ This is an Open Access
article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0)
licence, 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/

Introduction

People living with a learning disability in the UK are underserved in access to health care.”” They die

on average 15-20 years earlier than the general population, have higher rates of long-term health
conditions and are more likely to be admitted to hospital as an emergency.”® During COVID-19, the rate
of excess deaths for people with a learning disability was more than two times higher than the general
population.”®7?

More people with a learning disability are developing age-related illnesses, such as dementia and cancer,
with a corresponding increase in the need for palliative and end-of-life care.?® This, together with higher
rates of emergency hospital admissions, exemplifies why emergency care treatment planning for people
with a learning disability is important.

Many adults with a learning disability rely on care from a family carer, often an older parent. Both the
person with a learning disability and the parent-carer may make ACPs, including ECTPs, in the context
of their caring relationship. While studies have highlighted concerns over proxy decision-making by
families, evidence suggests family members can be called upon to make tough decisions if ACPs are not
in place.??:8081

At an early stage of the project, it became clear that we were unlikely to capture the specific experiences
or views of people with a learning disability and their families, from our general study population. We
secured additional funding to explore views of people with a learning disability and their families about
emergency care treatment planning, and to work with people with a learning disability to co-produce
resources to support them in engaging with the ReSPECT process.

We partnered with CHANGE a human rights charity based in Leeds and part of the Advonet Group.
Advonet is an independent advocacy charity in Leeds within which multiple services run, including
CHANGE. CHANGE operates a co-working model, employing people with learning disabilities to co-run
projects, co-deliver training and co-create accessible information.®? Two CHANGE members worked with
the study team to develop the WP design and participant facing documentation. A clinical specialist lead
for learning disabilities joined the independent study steering committee. A member of CHANGE staff
with lived experience of a learning disability was part of the interview panel for recruiting the research
fellow for this WP.

Aim
To understand how health and social care professionals can optimally engage people with a learning
disability in the ReSPECT process and to co-produce relevant support materials.
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Research questions

1. What are the views of people with a learning disability about ECTPs in general and the ReSPECT
process in particular?

2.  What are the views of carers of people with a learning disability about emergency care treatment
plans in general and the ReSPECT process in particular? What might be the challenges for people
with a learning disability and those working with them to access and engage with emergency care
treatment planning?

3.  What kind of information, processes and support around emergency care treatment planning and
ReSPECT would be useful for people with a learning disability and those caring for or supporting
them?

Methods

1. Aseries of workshops with people with a learning disability to explore their views on ReSPECT
and emergency care treatment planning and to work with them to coproduce resources to support
health and social care professionals to engage with people with a learning disability in the ReSPECT
process. We convened a reference group of people with a learning disability to co-design the work-
shops, contribute to analysis of the workshop findings and review the co-produced resources.

2. Focus groups with family carers of people with a learning disability to explore their experiences of
and views on emergency care treatment planning in general and ReSPECT in particular.

Workshops for people with a learning disability

CHANGE allocated two members of staff, one of whom had lived experience of a learning disability, to
recruit to the project, support the reference group and facilitate the workshops.

Sampling and recruitment

Reference group

An e-mail describing the study and including contact details for the CHANGE project lead was circulated
to learning disability organisations and networks for dissemination. Anyone expressing an interest
contacted CHANGE. The CHANGE project lead responded to explain more about the study, check that
the person was 18 years or over, had capacity to participate in the reference group, and that they were
able to attend meetings at CHANGE.

If the person was still interested in taking part, an easy-read participant information sheet with attached
consent form (see Report Supplementary Material 8) was provided via e-mail or post (according to the
person’s preference) and a second contact arranged to confirm if the person was willing to participate
as a reference group member, and to record their consent. Verbal consent was taken with the CHANGE
project lead going through the consent form with the person and recording their response on a copy of
the consent form which the CHANGE project lead then signed.

Five adults with a learning disability consented to take part. Four of the five people recruited were
unable to attend any of the first three meetings. Thus, the initial preparatory meetings for workshop one
were held with the remaining participant and the facilitators from CHANGE, including one with lived
experience of learning disability.

Three additional reference group members were then recruited by CHANGE. The four reference group
members attended all remaining reference group meetings.
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Workshops

Workshops were held online to enable as wide a representation as possible within England. CHANGE
disseminated relevant study information to national networks of learning disability carer and self-advocacy
organisations. Individuals interested in participating or learning more about the study contacted the
project lead at CHANGE by telephone or e-mail. The CHANGE project lead responded to check eligibility
(aged 18 years or over, capacity to consent to participate in co-production workshops, resident in England,
internet access and able to use online platforms either themselves or with a supporter).

If eligible, the CHANGE project lead explained more about the project and answered any questions.
Further written information was provided (see Report Supplementary Material 8) and a second contact
arranged to seek consent to participate in the co-production workshop series. Prior to obtaining consent
the CHANGE project lead checked that the person had read the information sheet, that any questions
had been answered, and the person understood what was involved in workshop participation. Verbal
consent was then obtained and documented. The CHANGE project lead had experience of taking
informed consent and assessing capacity to participate in research. At the start of each workshop, the
CHANGE project lead rechecked consent to participate and to record the meeting with all participants.
Workshop participants received a shopping voucher for their time after they attended each workshop.

Workshop development

The reference group met before the workshops began to familiarise themselves with the research and
to plan the first workshop, then met in between workshops to receive feedback from the previous
workshop(s) and plan the next (see Report Supplementary Material 9 for flowchart of meeting activity).

The researcher (JL), who was embedded in both the reference group and workshop process, linked
issues raised from the workshops and drew on findings from other areas of the wider study to sustain
critical reflection with reference group members. Worksheets and materials co-produced by reference
group members and the CHANGE team were also included in the iterative development of the
workshops content (see Report Supplementary Material 10). With consent, meetings were audio-recorded
to supplement fieldnotes made by the researcher.

Outline of reference group meetings

Meeting 1

Meeting 1 involved the facilitators, researcher and group member getting to know each other;
introducing the concept of research, setting ground rules for meetings and explaining the project and
specific goals of this WP. The two people with lived experience of learning disability (participant and
facilitator) shared their experience of accessing primary care. This set the context and informed the
co-development of a roleplay activity to be used in the first workshop.

Meeting 2

The group discussed the ReSPECT process, what it is, its aims and planned outcomes. The ReSPECT
form was reviewed and comments on the accessibility or otherwise of the form noted for use as prompts
in the workshops. The roleplay for use in workshop 1 was presented and comments/suggestions

noted. The group also trialled a story sheet to be used to explore what would support or hinder an
imagined character (animal, mineral or vegetable) in completing their ReSPECT planning process. This
co-developed story-sheet was used in workshop 1.

Meeting 3

Extracts from data analysis in other areas of the wider study (interviews with patients, relatives, GPs,
care home staff and focus groups with the public) were presented and discussed. These extracts were
used to develop a ‘jam board’ game designed to elicit perceptions of the different roles and perspectives
of patients and professionals in primary care (see Report Supplementary Material 10). The group tested
the jam board game as a proposed activity for workshop 2.
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Meeting 4

Additional members were welcomed to the group and the introductory elements of meeting 1
revisited. The group then received feedback from workshop 2 from the researcher and CHANGE team.
Members then discussed the ReSPECT process more widely including planning ReSPECT conversations.
Worksheets to support someone with a learning disability to think through what they would need to
support them before, during and after a planned ReSPECT conversation were co-developed and refined
for use in workshop 3 (see Report Supplementary Material 10).

Meeting 5

Members received feedback from workshop 3 and examples of completed worksheets. They then
considered additional suggested questions from the research team who had also reviewed the
summaries of the first three workshops. These questions were included in the planning for workshop 4.
The group also contributed to initial planning of a presentation for the main study stakeholder meeting
(see Chapter 8).

Meeting 6

Members discussed feedback from workshop 4. The group then contributed to the development of a
body mapping activity for workshop 5. The body-mapping activity was co-developed following feedback
from workshop participants, that the full depth and breadth of their activities in daily life were not always
recognised by services in any planning process involving them. The body-mapping process enabled
participants to illustrate themselves holistically and represent their past, present and ‘hoped for’ future.®

Meeting 7

Meeting 7 focused on preparation for the stakeholder meeting. Members agreed what they wanted to
say about the co-production process and the activities and resources that were co-developed. They also
discussed how to present this work, who would be involved in the presentation and the support needs
that they anticipated during the planned stakeholder meeting.

Meeting 8

Members reviewed the existing resources available for people with a learning disability on the RCUK
ReSPECT web pages and considered how any resources co-developed in this project could complement
or add to these resources. The group also celebrated the successful completion of their work and
reflected on the stakeholder meeting.

Workshops

Five workshops were held with each of two groups, each with six participants. We began working with
group one for the first three workshops. Following reference group review of workshop three, we began
the workshop series with group two. Any additional insights or suggestions from group two workshops
were included in feedback to subsequent reference group meetings.

Workshop 1 involved the facilitators, researcher and group members getting to know each other,
introducing the workshop format and ground rules, the concept of research and co-production, and
explaining the specific goals of the workshops. Emergency care treatment planning was introduced and
discussed using ReSPECT as an example. The group went through each section of the ReSPECT form

to check for accessibility from the perspective of someone with a learning disability. The CHANGE

team and the researcher performed a roleplay to demonstrate both negative and positive experiences
of accessing primary care from the perspective of people with a learning disability. The story sheets
developed in the reference group were introduced and completed by participants who then shared them
with each other, describing their chosen story character and their journey through the ReSPECT process.

Workshop 2 began by exploring the ReSPECT process, who can initiate a conversation, when is it usually
done, and what might be the benefits or concerns for people with a learning disability. The group then
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played the jam board game. The results were shared to understand how easy or difficult it was for
people with a learning disability to see the viewpoints of other people involved in the ReSPECT planning
process. This led to a discussion of what was important for people with a learning disability in preparing
and planning for a ReSPECT planning conversation.

In workshop 3, the group reprised what they knew about the ReSPECT process and then used the
worksheets developed and tested by the reference group to document (through words and/or pictures)
their anticipated needs before, during and after a ReSPECT planning process. The information and
suggestions from the completed worksheets were used to inform the co-development of resources for
health and social care staff working with people with a learning disability to support them in thinking
about and completing a ReSPECT plan.

In workshop 4, a series of additional suggested questions from the research team, who had reviewed
the summaries of the first three workshops, were asked of participants. These questions focused on the
timing and content of ReSPECT plans and when they should be used; and how do people with a learning
disability think about and understand the concept of future planning.

In workshop 5, participants repeated the story sheet exercise to seek suggestions for improvement in
developing it as a resource given their increased knowledge of ReSPECT and emergency care treatment
planning. The researcher also explained about the wider research project stakeholder meeting and
sought their permission to show examples of their work at the meeting. The group celebrated successful
workshop completion and their involvement in the co-production process.

With consent, the workshops were video-recorded to supplement researcher fieldnotes. A summary of
the meeting was drafted by the researcher based on the recording and their reflections of the meeting.
These were used to provide feedback to the reference group meetings which in turn informed their
reflections and suggestions for the next workshops.

Co-production of workshop outputs

Researchers (JL and AR) reviewed all workshop summaries to identify key messages and suggestions
around information, process, and support for engaging with the ReSPECT process. The researcher
(JL) then presented these to the reference group, with a simplified summary of the report and
recommendations from the stakeholder meeting. Two reference group members, one workshop
participant who had experience of work on ACP, together with JL and the CHANGE team, used this
information to establish the content and format of the recommended outputs. These were drafted by
JL, reviewed by AR and AS, and then submitted to CHANGE to convert into easy-read format. The
full reference group reviewed the draft versions and recommended minor modifications. Additional
comments were sought from a further two workshop group members with a specific interest in
supporting end of life decision-making for people with a learning disability.

Reflecting on the process: collaborative autoethnography

Following completion of the workshops, a separate meeting was held in which reference group members
evaluated their experiences of working on the project. This was facilitated by JL using a series of
questions to aid reflection on the reference group process from the personal perspectives of the people
with a learning disability who took part.

The researcher (JL) began by asking the question; ‘What do we think and feel about what we did?’ with
the following prompts:

¢ What meant the most to you?

e Why did this mean the most to you?

e Has listening to other people’s stories affected you?
e |n what way?
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The reflective process drew on the model of collaborative autoethnography. Collaborative
autoethnography extends the idea of autoethnography by involving multiple participants in the process,
encouraging the collaboration of multiple voices and perspectives to create a multifaceted account

that reflects the complexity and diversity of the shared experiences.* The researcher (JL) who led the
reference group participated in the collaborative autoethnography.

Analysis

Workshops

Workshop summaries were analysed using thematic analysis.”® JL developed summaries based on the
workshop recordings and her reflections and notes from each workshop. JL and AR read a sample of
summaries and identified codes: (1) related to information, process, and support for engaging with
the ReSPECT process (which fed into development of resources) and (2) reflecting the meaning of
emergency care treatment planning for people with a learning disability. JL coded all summaries and
drafted candidate themes which were then discussed and refined with AR.

Collaborative autoethnography

With consent the reflective discussion was recorded. The recording was transcribed by JL and coded by
AR. JL reviewed the coding and any disagreements were discussed and resolved. AR then re-read the
coded transcript and identified key themes following Braun and Clark.%>

Findings

Workshops
Analysis of the workshop summaries identified three themes: autonomy, trust and process.

Autonomy

Workshop participants in general thought that having a ReSPECT plan was a good idea and could
envisage future emergency situations where it would be helpful. ‘If there was an emergency like |
said | thought this was a serious emergency, like | was in a car accident or something It's good to do a
ReSPECT form’ (workshop group 1).

Participants felt strongly that ReSPECT plans should reflect their wishes and what was important to
them. They were not put off by the emotionally difficult nature of thinking about future iliness and life
sustaining treatment. ‘I'm in my right mind to make sure what | want is in place. | have a disability but
know what | want yeah'’ (workshop group 1). ‘Il wanna, | wanna put down what | want to happen, how |
want people to treat me or speak to me’ (workshop group 2).

Lack of trust in healthcare professionals

Workshop participants expressed doubt about the form itself being found and followed. Many described
feeling that they were not seen as a whole person in healthcare appointments and their learning
disability overshadowed a clinician’s view of their preferences. They thought this might also be the case
with ReSPECT plans with their wishes being disregarded either in completing the plan or in using it in

an emergency. ‘| wouldn’t, | won't be sure if they're really listening to me or be able to carry out all my
preferences’ (workshop group 1). ‘If the ReSPECT form was with you, would they [clinical staff] actually
know that you had one. How would they know that you had one?’ (workshop group 1).

Participants also expressed concerns about the capacity assessment documentation on the ReSPECT
form and wanted reassurance as to how the capacity assessment was carried out and the justification
for a decision of lack of capacity. This mistrust of the process was informed by their experience of

healthcare professionals making assumptions about their (lack of) capacity in other clinical situations.
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Process

To fully engage someone in the process of completing a ReSPECT plan, and to enable them to make

an autonomous decision, they need to understand the process and the content of the plan that is

being discussed. Ensuring that the process and form was understandable was a key theme across the
workshops. Suggestions to improve this included better information and preparation before a ReSPECT
planning conversation occurred, and an opportunity to go over the plan with a trusted supporter after
it had been completed. ‘I think things what would help would be having the answers in advance, so you
know what you're going to be asked before you go to the appointment’ (workshop group 2). ‘After the
appointment, I'd like to go over everything [with a supporter] and make sure I've got it all straight and
asked everything | wanted to’ (workshop group 1).

Many of the discussions in the workshops focused on improving the accessibility of the ReSPECT
process for people with a learning disability including the need for more time for appointments for a
ReSPECT conversation and the presence of a trusted person to support them during the conversation.
‘I would like a friend to come if | could have one for the appointment’ (workshop group 1); ‘and | did

a picture of a hand but you've gotta have the right support, like people or person to support you. So
basically, it's like you've gotta have the right hand’ (workshop group 2).

Group members felt that the language of the form needed to be more accessible, with explanation
of terminology on the form itself and not in a separate guidance document. ‘When you're seeing the
DNACPR, someone says, what does that mean?’ (workshop group 1).

Once a ReSPECT plan has been made, it needs to be accessible to the person whose plan it is. Workshop
participants noted that a written paper copy was not necessarily accessible for many people with a
learning disability. An electronic version may be helpful. Some participants suggested that a recording of
the conversation, or of the plan itself, would ensure that the person could have access to it in a format
that was useful to them.

Development of resources to support health and social care professionals to engage

with people with a learning disability about the ReSPECT process

The development of materials was a staged process to evaluate the explanation of what ReSPECT was, the
setting, the preferred format of any resources, key information to be included and suitable terminology to
use when explaining ReSPECT and health emergencies. In the workshops, multiple methods were used

to support the participants to evidence their thoughts and feelings about the ReSPECT process and to
highlight what they felt should be the key elements of any discussion of ReSPECT.

We found that the six-part story method was a popular way to think about the ReSPECT conversation
and enabled workshop members to articulate their needs and concerns before, during and after a
ReSPECT conversation.®¢ This format was then used in the final materials. The concerns and needs

of people with a learning disability expressed in the workshops fed into the development of a set of
questions or prompts for professionals to discuss with a person with a learning disability to ensure all
reasonable adjustments needs are considered and all concerns would be addressed during the process
of the ReSPECT conversation.

Reference group reflections on the co-production process (autoethnography)
Analysis of the recording of the reference group reflections identified four themes.

Markers of value

Markers of value spoke to the ways in which the reference group members inferred the perceived value
of their contribution to the research. Reference group members articulated a tension inherent in the
status of the group as more than PPl members but less than employed research team members. While
they felt they were an integral part of their WP a lack of social integration with the wider project team
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left them feeling less valued: ‘it’'s important for us to be represented and to be sort of letting other
people know that, that there is a space for us within these spaces’ (reference group member 2).

The spaces used to host the reference group were selected to be community spaces hosted by CHANGE
but were sometimes read by the reference group as substandard spaces, inferring a sense of second-
class status to the group. However, the arts-based methods used to engage with the group were valued
as inclusive activities that took into account what worked for them: ‘that little bit of effort was made to
speak to the people that it was both like “that worked”. Yeah, in a way that works with them’ (reference
group member 2).

Self and others

The reference group valued their ability to make their own contribution but also hearing the
contributions of others. They derived reward from being introduced to alternative perspectives during
the stakeholder meeting. ‘I liked listening to the people who were coming, and talking about their
experiences | liked listening to them’ (reference group member 3).

The process of participation also created changes in the way the reference group viewed themselves.

[Y]ou give up on yourself and you accept that things are just crap and that you're not gonna be listened
to you. But when you're in a space, it’s like oh actually they’ve been listened to maybe I'll be listened to
as well.
Reference group member 2

Co-production is not an emotionally neutral process especially when the topic of discussion can
resonate with participants’ own experiences and feelings of grief. The immediate effects of this
emotional labour are handled by the researcher but we often, wrongly, assume that family or friends
will also support the person to debrief: ‘I felt like upset like, sometimes like, like | said to my (family
members) ... this is how | feel; they don’t even listen’ (reference group member 4).

Tangible rewards

While other studies have reported that PPI participants fear the effect of payments on their benefits,
our reference group valued payment as a clear form of recognition of their contribution.®” Non-financial
rewards were also valued. Group members expressed feeling positive reinforcement when they
understood that their contribution caused changes in others; that their voice was heard: ‘Makes me
feel happy, that | can speak now where we speak that thing, and that some people need to listen to it’
(reference group member 4).

Mirror and bridge: the role of the researcher

The researcher played an important facilitative role for the reference group, supporting the group

to see the changes they were creating, reflecting back to the group the value of their contribution

and what they have achieved. This was evident in the group’s comments on their experience of the
stakeholder meeting. ‘We put all the work that people did around the, the, the room in the conference’
(researcher); ‘yes we did’ (reference group member 3); ‘Yeah that was pretty cool’ (reference group
member 2).

The researcher also acted as a bridge for feedback to the research team. The researcher’s ability to
explain or ‘come clean’ about the limitations of the project as well as giving confidence to the group
that their feedback was valued by the team, appeared to create a bond between the group and

the researcher.

The reflections of the group and the researcher illuminated the emotional labour of the researcher in
this process, which was freely given, to bond with, and relate to, the reference group members. ‘Now

| know (participant) needs this [reassurance] and then (participant) will be alright ... | have learned you;
you have taught me well’ (researcher).
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Focus groups and interviews with carers of people with a learning disability

Methods

In these focus groups, we aimed to capture the experiences of carers of people with a learning disability,
some of whom may care for people who would not be able to participate in the study directly. If
someone expressed an interest in participating but could not join one of the focus groups, we arranged
an individual interview with that person.

Recruitment

We sought expressions of interest for focus group participation from carers of people with a learning
disability through CHANGE's national networks of learning disability and learning disability carers’ support
organisations, and through online carers support forums and carers groups identified through social media
platforms. We provided an invitation e-mail describing the study for circulation through these groups.
Potential participants contacted the study team directly and were provided with further information and
offered a range of dates for planned focus groups. If they were unable to join a planned focus group, they
were offered an individual interview. Participants were given a unique link to a Zoom meeting for the
relevant focus group or interview. Prior to the focus group or interview, participants were sent a copy of
the ReSPECT form (see Report Supplementary Material 1) and consent form. Initially, consent was taken at
the start of each focus group with each participant in turn. However, this process proved challenging and
time consuming online so for focus group 3 onwards a separate online/telephone discussion was arranged
between the researcher and participant to obtain consent. Consent for individual interviews was taken prior
to the interview. Demographic questionnaires were either returned by focus group participants by e-mail to
the study team, completed on the telephone or were completed during individual interviews. Participants
received a shopping voucher as a thank you for participation.

Data collection

Focus groups were facilitated by up to three researchers (JL, AR, JH). All individual interviews were
carried out by JL. At the beginning of the focus group/interview the researcher briefly described the
purpose and format for the discussion and the ReSPECT process. A topic guide was developed by AR
and JH and refined by a family carer and chief executive officer of a charity supporting people with
learning disabilities: Special Needs Outreach Project (SNOOP).88 The topic guide was used to structure
and facilitate the discussion (see Report Supplementary Material 5). The topic guide prompted participants
to consider potential benefits and disadvantages of emergency care treatment planning for people

with learning disability and their carers; how an emergency care treatment planning process could be
implemented with people with learning disability, the role of carers in the process; and potential benefits
for the wider health service.

Focus groups lasted between 38 and 76 minutes and interviews between 45 and 62 minutes. All focus
group and interviews were recorded and transcribed.

Problems with online connections and participant engagement meant that no reliable data was obtained
from one of the focus groups (four participants) so this was excluded from analysis.

Analysis

Jacqui Lovell and Amy Russell coded focus group transcripts and the joint interview transcript using

the topic guide areas as a framework and then met to compare and refine codes. Following agreement
of codes, JL developed a coding framework and coded all remaining interview transcripts against this
framework. Reading across the coded data, themes were identified which were discussed and refined by
JL, AR and AS.
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Findings

Twelve participants were included (five from two focus groups, one joint interview with both parents
of a person with learning disability, and five individual interviews). Most participants were aged over

60 years (8 participants) and female (10 participants). All identified themselves as carers for someone
with a profound learning disability.

Three themes were identified: process, lack of trust in the system and carers as advocates.

Process: (the process should acknowledge the complexity of care and caring for

someone with a learning disability)

In general, carers were supportive of ReSPECT planning as a way of providing clear guidance to clinicians
in an emergency when the carer may not be there to support the person with a learning disability.

They also saw it as a means of helping healthcare professionals in an emergency when they don’t know
the patient.

So yes, in that regard erm it could say all the things that you, you want it to say and you could put your
numbers down, your involvement down, you could put a second number down if you weren’t available and
all that.

Parent-carer interview 4

And also with [person with a learning disability’s name] you can’t learn anything straightaway because
he might start gabbling and you think, ‘Oh, he’s just ... is he ... you don’t expect him to be, have the, the
disabilities that he does have, you know, so ... yeah, it's got to be a help. It's got to be a help, having some
more information.

Parent-carer interview 6

Carers’ views on the process of ReSPECT planning reflected their role in understanding and advocating
for the person with a learning disability and the complexity of care needs to be considered. Carers were
clear that they should lead the ReSPECT process including deciding which clinicians should be involved.

Our loved ones are known to a multidisciplinary team and | think we knowing our young people as we do
should be the ones to decide who we elect to be that clinician who knows them best rather than one-size-
fits-all GP.

Parent-carer interview 4

They emphasised that the ReSPECT conversations needed to be collaborative, possibly involving several
family members, and that they required sufficient time to do this properly citing the need for a number
of ReSPECT meetings before the completed form is signed. One participant suggested that ReSPECT
conversations should follow the format of a best-interest meeting for a person who lacked capacity.

It would actually be it would have to be, it’s got to be over a certain amount of time. It’s not something
that can be just, just done in one appointment ... and | want to rip it apart so that | know I'm
understanding absolutely everything that’s on there so that there’s no regrets.

Parent-carer focus group 2

Different people have different views on what is a meaningful life, and they make decisions based on
that ... and therefore the best interest meeting, who attended, what was discussed and what were the
conclusions is essential in order to make sure that there is no cause for concern.

Sibling-carer focus group 1

All carers felt that it was important to do this process early and review regularly.
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Lack of trust in the system

While carers were generally supportive of the ReSPECT process, they expressed doubt about how the
process would work in practice. Their past experiences of direct discrimination toward themselves

as carers who were not trusted to know and understand the needs of the person in their care, and a
general disregard of the quality of life that people with a learning disability may have, influenced carers’
lack of trust in the system. A recurring concern for carers was whether ReSPECT recommendations
would be acted on in an emergency. They lacked confidence in the efficiency with which ReSPECT plans
would be available when needed.

but sometimes you go to A&E and they or you go to, you know, and they can’t even access a doctor’s
letter, can’t you bring your records up. So, God only knows if they’reable to, to, to find this ReSPECT form.
Parent-carer interview 3

Would they ask? Would they ask whether there’s one in existence or not? Would they ask that question?
Parent-carer interview 2

Even if the plan was available, carers expressed fear that recommendations may not be followed unless
they were present to reinforce them: ‘I'm, I'm not so sure it would be followed. | would like to feel it
would be followed but what, what proof have | got that it's ever going to be followed’ (parent-carer
interview 5). Indeed, one person expressed surprise that the ReSPECT plan was not legally binding.

I think it’s appalling that it’s not a legally binding contract. It needs to be because that security needs to be
given in a really difficult time to them families ... that you know, yes, we will do what you've asked for.
Parent-carer, focus group 2

However, some carers felt that if they had good a relationship with their doctor, they would be confident
in trusting that the plan would be followed.

I, I think if my doctor was proving to me that he was being a very good GP and this was going for a couple
of years, I'd have no reason to mistrust him. | would then assume that if he’s involved with this plan that
he was going to stick by his word and do what he needed to do.

Parent-carer interview 4

Carers as advocates

Carers saw value in the ReSPECT process, but primarily as a secondary enforcement of their own
advocacy role and to counter clinician stigma around learning disability. They felt it could be used to
indicate their support network and care needs, so the person was not hospitalized without an advocate
who knew them: ‘I do have an inherent fear of [son’s name] just being admitted to A&E, somebody
forgetting to tell me and then doing whatever they want to him’ (parent-carer interview 4).

For some carers, their role as advocate negated the need for a ReSPECT plan.

So | don’t see the need for one for my family ... in the sense that if, if there is an emergency then you know
I'm going to be there, I'm going to be talking to them ... you know you will have to deal with the emergency
incident on its merits at the time and that piece of paper that ReSPECT is almost historical.

Parent-carer interview 3

This carer’s strong sense of advocacy for the person in their care also influenced how they perceived
completing a ReSPECT plan for themselves.

I think | would not want anything that is going to make my family’s life more difficult. And for me, [son’s
name] is the priority. Therefore, | don’t want anything for me that’s going to make her [daughter] feel, ‘oh

Copyright © 2024 Slowther et al. This work was produced by Slowther 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 adaptation 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.

87



88

WHAT DO PEOPLE WITH A LEARNING DISABILITY AND THEIR CARERS WANT FROM RESPECT?

Lord, now I've got to look after mum too’, so I'm not entirely sure | would want something that’s enabled
me to survive but disabled me entirely.
Parent-carer interview 3

Summary

Workshop attendees expressed a desire to engage in the ReSPECT process and to be supported in
that process. They made multiple suggestions to enhance the planning of ReSPECT conversations and
emphasised the need for preparation before the conversation.

Overall, carers were cautiously supportive of ReSPECT plans but saw them in the context of their lived
experience of advocating for a person with learning disability in the healthcare system. Where ReSPECT
plans supported this advocacy role, it was welcomed but they did not trust that it would be followed
without their input. Developing a ReSPECT plan for a person with a learning disability requires time and
understanding of their complex needs.

Overall, the reference group'’s experience of the process was positive, particularly when they were
able to experience the contribution they were making. Both financial and non-financial benefits of the
experience were identified

Strengths and limitations

This WP has embedded the voices of people with a learning disability and their carers in an evaluation
of the use ReSPECT in primary and community care, ensuring that their perspectives and experiences
inform future developments. Collaboration with CHANGE strengthened the project, providing expertise
in working with people with learning disability and production of easy-read resources and information.

The reference group initially struggled to retain members due to their own personal circumstances and
had to enter a second round of recruitment. This meant the group had less time to work together and
bond which may have impacted on their effectiveness and their experience of participation. Recruitment
to carer focus groups was challenging and technical issues meant that online engagement was
intermittent for some participants.
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Chapter 8 Synthesis of findings and
stakeholder meeting

Synthesis of findings

For this synthesis, we started with the analysis framework used for the qualitative data in Chapter 4 and
added to it findings from the other chapters. We then identified the consistent messages from across
our results and grouped them into themes.

The consistent messages from across our results

The public survey indicates overwhelming support in Great Britain for people being able to have

an ECTP.>®> Our qualitative results indicate similar support from all participant groups.®’ There was
consistency in the results related to key issues from across our participant groups. All agreed that
ReSPECT provides a valued opportunity for patients to express their wishes to the clinicians making
treatment decisions, with parent/carers of people with a learning disability seeing it as a means of
reinforcing their voice as an advocate for the person they care for. The qualitative data indicate ReSPECT
is commonly understood as primarily about resuscitation, including among patients and their relatives.
Its role for providing other clinical guidance particularly for patients nearing end of life is also recognised.
Across all data, there was agreement about when to initiate an ECTP such as ReSPECT: when there was
worsening health especially if the person had a life threatening or life limiting condition. Family members
are willing to be involved in completing ECTPs such as ReSPECT and their involvement is considered
important to prepare them for potential medical emergencies, recognising that not everyone wants to
involve their family in healthcare decisions. For people with a learning disability the involvement of a
family member or carer was seen as essential to advocate for or to support the person in the planning
process. The range of health and social care professionals who could lead ReSPECT conversations could
be broader than at present, if skilled in communication and trained in the ReSPECT process.

There was concern among the public and all those working in health and social care in the community
that ECTPs such as ReSPECT could be out of date. On the use of ECTPs such as ReSPECT in an
emergency, the consistent message from the qualitative results was that it was problematic. The
public and GP survey both asked about the possibility that having an ECTP might result in someone
not receiving lifesaving treatment and substantial minorities agreed. Our qualitative results from GPs
and their staff and other participant groups working in community health and social care indicate that
completed ReSPECT plans are not always perceived as an important influence on treatment decisions
in a medical emergency in the community. This perception has potential to undermine the ReSPECT
process in the community.

The role of the ReSPECT form in a medical emergency

The ReSPECT form is designed to assist with decision-making across the whole range of potential
medical emergencies that can occur in the community. We first consider the role of ReSPECT in the
community when a patient appears to have collapsed.

Our home-based care workers and care home staff provide insight into the experience of staff who

are not clinically trained when a person they care for appears to be unresponsive. They know the first
decision is whether to start CPR and, here, the recommendation recorded in the ReSPECT form is useful.
However, they also need help from a clinician as they do not know the cause of the unresponsiveness
and whether it can be treated. A call to the emergency services may elicit the request to start CPR,
which creates for them a dilemma if the ReSPECT recommendation is not for CPR. If the patient has
become severely ill, care staff need help from a clinician to work out what the problem is before the
clinical recommendations on the ReSPECT form become useful. Care home staff experiences of a lack of
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understanding of their dilemma from GPs and paramedics caused them distress. There was no mention
on any of the ReSPECT plans we examined of information about which service care staff, or family,
should call in a medical emergency.

Paramedics and emergency department doctors attending patients who have apparently collapsed

or become severely ill make their assessment and treat following established clinical pathways taking
account of patient safety. ReSPECT plan content rarely provided sufficient justification for deviating
from these pathways. Although there was recognition among clinicians and care staff that it is the
attending clinician’s responsibility to make the clinical decisions, the perception that the attending
clinicians ignored ReSPECT recommendations was a source of frustration for care home staff. However,
those who completed ReSPECT plans struggled with what to write in the plan that might help the
decision-making of the clinicians attending their patient in an emergency. For the attending clinicians
knowing patient preferences was valued.

For the ReSPECT process to continue with support from the public, patients, families, clinicians and care
staff, we need to find out if it is possible to ensure the content of a completed ReSPECT plan is useful in
medical emergencies in the community, and if so, how.

Control of the sharing of ReSPECT forms

The ReSPECT form was designed to be patient held. Our survey results suggest widespread
understanding of the role of the ReSPECT plan in ensuring clinicians know the patient wishes. For this
to happen, the patient must share the ReSPECT plan with the relevant clinician. There are patients and
families who understand this, perceive the plan as having considerable power to influence treatment
decisions and actively control access to their patient-held ReSPECT plan, making it accessible or
inaccessible to other people. Patients and families active in managing their ReSPECT plan are likely to
ensure that it is up to date. Our results indicate that some patients do ask for the plan to be updated.
Some patients and families appear not to be active in controlling the sharing of the ReSPECT plans.
There is some evidence that they forget about them. Clinicians and care home staff expressed concern
that repeated reference to emergency care treatment planning through regular review could cause
distress for patients and families who prefer not to think about their plan.

Based on their experience of lost, out of date or inaccessible forms clinicians and care staff felt

an electronic form available to all relevant health and care staff would solve the problem of form
accessibility and validity. However, this would affect patient control of the form. Our qualitative results
include concern that people can change their mind as their circumstances, including their health status,
changes. Both surveys identified the risk of the form being out of date.

The tension between patients/families maintaining control of their completed ReSPECT plans and
the need for clinicians and care staff to access the plan when needed is a challenge for the current
ReSPECT process.

Patient preferences recorded on ReSPECT form

There was agreement on the value of patient preferences recorded in the ReSPECT plan and the
importance of clinicians knowing the patient’s wishes when making treatment decisions. People with a
learning disability emphasised not only patient wishes but also clinicians knowing what was important to
and about the person to minimise clinician bias when making emergency treatment decisions. However,
among completed ReSPECT forms we evaluated, we found completion rates of the patient preference
scale were under half, and completion of free text preferences only just over half. When text was
recorded it usually referred to being kept comfortable and place of death. Our qualitative results suggest
the preference scale was not always useful. The public focus groups drew out the tension between

the need for text to be brief to be read in an emergency, and the need to communicate details about
preferences. Care home staff and GPs talked about ACPs or other care plans holding more detailed
information about patient preferences.
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Together, these results suggest that, apart from patients on a relatively clear trajectory towards death
when options are limited, expressing preferences about medical treatment is not straightforward, which
may in part be because the options are not clear. This is a challenge for the ReSPECT process in the
community. However, version 3 of the ReSPECT form, which prompts clinicians to record what the
patient most values and what they most fear/wish to avoid may have gone some way to meeting this
challenge as clinicians had recorded more detail on these forms than on version 2. However, our sample
included few version 3 forms and our other data did not distinguish versions of the form.

Clinical recommendations and reasoning recorded on the ReSPECT form

Most of the ReSPECT forms we evaluated contained some detail in the clinical recommendations text
box and recorded whether the patient was recommended for CPR. However, clinicians who wrote
clinical recommendations talked about their struggle with this, in part because of the wide range of
possible medical emergencies that could arise in the community.

The prospect of writing clinical recommendation text influenced the timing of some ReSPECT
conversations, as over time as a patient’s health deteriorated, treatment options reduced, and patients
and families came to terms with the patient’s condition. However, not having a ReSPECT plan risks
patients having difficult treatment experiences including CPR.

Very few ReSPECT forms we reviewed included explicit reasons for the treatment recommendations
made with reference to the patient’s condition and ability to benefit from future interventions. Only one
included patient preference in their reasoning about benefits and burdens of treatment. Our qualitative
data suggest that the ReSPECT process is challenging, and clinicians need training to do it well. In the
public survey, one-quarter of respondents wanted a clinician who did not know them but was trained in
making ECTPs to complete the plan with them. This minority view suggests a dilemma about whether

a clinician who knows the patient well, or one that is highly trained in ReSPECT, is best placed to
undertake the ReSPECT process.

In the community, the completion of medical recommendations in ReSPECT plans is challenging because
of the level of medical uncertainty around future clinical events and treatment options. This uncertainty
reduces as someone’s disease trajectory progresses or they near the end of their life, but waiting to
complete a ReSPECT plan until this medical uncertainty is reduced risks increased treatment burdens
for patients. A further challenge is to bring together medical uncertainty and patient preferences for
weighing of benefits and burdens to make clinical recommendations.

Patient trust and ReSPECT

Across our data there was agreement that the person holding a ReSPECT conversation with a patient
needed good communication skills and to establish a trusting relationship. Although half of the members
of the public surveyed indicated they would want their GP to complete an ECTP with them, other results
suggest a wide range of types of professionals who could hold ReSPECT conversations. What was
important was a trusting relationship between the professional and the patient.

Qualitative results from our patients/relatives’ interview data indicate they trust that the
recommendations on the ReSPECT form would be followed which other results suggests is not
necessarily the case. Parent-carers of people with learning disabilities were less trusting that preferences
would be followed based on their past experiences of clinical decision-making in an emergency. The
public focus group results remind us that patients have little choice but to trust the clinician in a medical
emergency and the health service to provide the most appropriate care.

The ReSPECT process requires trust between patients, their families and clinicians but also trust
between different healthcare professionals. Engendering patient trust in the ReSPECT process depends
on patients and public trusting the health system more generally.
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Stakeholder meeting

In March 2023, we held a stakeholder meeting to present key issues arising from our preliminary analysis
and seek input from a wider group of stakeholders on how ReSPECT should be used in primary care and
the community.?®

Methods

We invited to the meeting representatives of patient and carer support organisations, community and
faith groups, relevant professional organisations, clinical leads for end-of-life care, commissioners and
policy-makers, practitioners implementing ReSPECT in the community and members of the national
ReSPECT working group. There were 47 attendees, including 29 external delegates, 12 members of the
study team, 3 members of our lay advisory group and 3 members of our learning disability reference
group (see Appendix 7)

Prior to the meeting, the research team reviewed initial study findings, identified key issues to present
at the workshop and wrote formal presentations. We identified audio data excerpts from interviews/
focus groups that were emotionally significant and edited them together into an audio file to play during
the meeting.

Meeting participants were sent introductory material about the project (see Report Supplementary
Material 11) and questions that we planned to pose during small group sessions to be held in the
meeting (see Report Supplementary Material 12). Members of the research team acted as facilitators and
scribes during the small group sessions. We held a training session to ensure all team members were
familiar with small group processes including facilitating contributions from all attendees.

The meeting began with formal presentations of the key issues from the study data analysis. We then
held a mix of plenary and small group discussions (see Report Supplementary Material 13). Small groups
were preplanned to ensure a mix of backgrounds of group members, gender balance and at least two
PPI contributors in any one group. The small groups were asked to tackle the questions posed for the
meeting in a preplanned order to ensure that there was time for in depth discussion of all questions
across the groups. Groups were able to view examples of anonymised text from actual ReSPECT
forms to inform their discussion. Small groups reported back to the plenary session focusing on: (1)
key points arising from discussion of the questions posed and (2) suggested recommendations for the
ReSPECT process.

Scribes took notes of the discussions and the key points and recommendations agreed by the group
were recorded on flip charts to present in the plenary sessions. Following the meeting the scribes’

notes and the flip chart content were collated and analysed to identify key messages. A summary of the
meeting’s findings was drafted and sent to all attendees who were able to provide comments after which
the report was finalised.

Outcomes of meeting

We present here a brief synopsis of key messages; the full report is available in Appendix 8.

Stakeholders reflected on the broad question of whose interests are being served during the ReSPECT
process. The consensus across all groups was that the ReSPECT process should serve the interests of the

person whose plan it is first and foremost. However, they acknowledged a tension between a process
that is person centred and a set of recommendations that are intended to guide or direct clinicians. They
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also noted that the process could be in the interests of the person’s family, reducing the burden for them
at the time of decision-making.

Initiating the conversation

Stakeholders thought it was important that ReSPECT planning should not only be considered in

the context of end of life or palliative care. They suggested other potential triggers for initiating a
ReSPECT conversation, for example, when a person has specific risk factors for severe acute illness, or
during regular reviews of someone with a chronic disease. They distinguished between conversations
to prepare someone for discussion of a plan and the planning conversation itself, suggesting that
preparation conversations can be initiated by a wide range of people, with appropriate training

and support.

Having and recording the conversation

Stakeholders identified several challenges that could occur in the process of the ReSPECT conversation,
including lack of time to have what is a difficult and complex conversation. A strong message from

the meeting was that ReSPECT conversations needed to be open and honest, and that the healthcare
professional should take time to understand what was important to the person and what their
preferences were. For good conversations to occur, communication challenges needed to be considered,
such as language barriers, and alternative formats for the form. There was a consensus that a digital
version of the form was the preferred option to ensure accessibility.

Articulating and interpreting recommendations

Stakeholders agreed it was important that recommendations, including the reasons for them, were
understandable to the person and their family and to the health and social care professionals who
interpret them in the emergency situation. As it is not possible to cover all potential scenarios, emphasis
was placed on the need to carefully document the person’s values and preferences and for healthcare
professionals to take account of these when interpreting recommendations. Stakeholders noted the
difference between hospital completed recommendations, which were specific to hospital-based
scenarios, and primary care-based recommendations, highlighting the need for review as a person
moves between healthcare settings.

Training and raising awareness of ReSPECT

Stakeholders agreed that there is a need for training around the whole ReSPECT process from
preparatory discussions through to use of the form in an emergency, with training content and format
being tailored to the needs of the different groups of health and social care professionals who may be
involved in the ReSPECT process. They highlighted the importance of training in interpreting ReSPECT
recommendations in an emergency. Examples of training content and format were provided. There
was consensus in the meeting of the need to raise awareness of ECTPs including ReSPECT within the
general population.
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Chapter 9 Discussion

ome parts of this chapter reflect discussion in Slowther et al.®® This is an Open Access article

distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) licence,
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/

Benefits of completing a ReSPECT plan in primary care

There are several reasons why it may be desirable for ReSPECT plans to be completed in a primary or
community setting rather than in hospital. When arriving at hospital, people may be too unwell and their
family too distressed to engage in a potentially complex conversation about future deterioration and
treatment options. Providing sufficient time and a supporting environment for such a conversation may

be difficult.2 Thus, many clinicians suggest that these conversations would be better initiated by a primary
care clinician, who may also have an established relationship with the patient. Our participants reflected
this view. GPs, nurses and care home staff emphasised the benefit of completing a plan when the person
was still able to engage in the discussion and express their wishes. Care home staff also noted the benefit
to carers of having a clear plan for the person in their care. Some GPs had incorporated ReSPECT plan
completion into wider care planning particularly for patients who were residents in care homes. Care home
staff also talked about the benefit of having focussed ReSPECT plans for emergencies but emphasised the
need for a more comprehensive care planning document where personal preferences and values could be
expanded on. However, GPs also reported lack of time to have these conversations and some patients and
families described conversations that were rushed with little preparation.

Providing clear recommendations for use in the event of a clinical emergency or
acute deterioration

A major challenge for completion of ReSPECT plans in primary care is the level of uncertainty inherent in
anticipating for an individual person their iliness trajectory, potential acute clinical scenarios and the range
of treatments or interventions that need to be considered. Clinical uncertainty influences secondary care
clinicians’ decision to initiate or complete a ReSPECT plan with a patient in their care.’® However, the scope
of uncertainty in the acute care setting is less than in primary care where the range of potential future clinical
events and relevant interventions is not constrained by the nature of an admitting event. Drawing on the
taxonomy of uncertainty in medicine suggested by Han et al.,”* we can interpret the uncertainty reported

by the clinicians in this study as clinical (uncertainty of prognosis or potential future acute events), practical
(uncertainty of what might be possible for delivery of care in the future) and personal/ethical (uncertainty
over what will be in the person’s best interests at a future date, or how the person’s views and wishes

may change over time). As the level of uncertainty increases for each or any of these elements, the level

of confidence in the recommendations made in the ReSPECT plan will diminish. In practice, GPs" implicit
response to this uncertainty challenge is to initiate ReSPECT conversations in situations where there may be
less uncertainty about illness trajectory, for example, when patients are nearing the end of their life.

This is a challenge for both clinicians completing the plan and for health and social care professionals
interpreting the recommendations in different situations. Recommendations may not be relevant to
the emergency situation, may not be achievable, or may no longer be consistent with the patient’s
wishes. This can result in recommendations being misinterpreted or not followed. This risk was
recognised by respondents in both our public and GP surveys and clearly articulated in the experiences
of care home staff, who sometimes struggled to translate recommendations into guidance about

what they should do in an emergency. They also expressed frustration when ambulance staff acted

in a way that they perceived as inconsistent with either the recommendations or patient’s current
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best interests. The difficulty of translating ReSPECT recommendations during an emergency in a care
home setting has been reported elsewhere.®® There is limited literature on how ECTPs are used by
healthcare professionals in an emergency. Evidence is predominantly from the United States where
physician orders for life-sustaining treatment (POLST) are extensively used across healthcare settings.
A systematic review of 20 observational studies of the influence of POLST on treatment intensity
among patients with serious illness and/or frailty concluded that while there was some evidence that
treatment limitation recommendations on POLST may reduce treatment intensity among seriously ill
patients, there were concerns that a substantial number of patients received POLST discordant care.”?
Two studies investigating understanding of POLST recommendations in the prehospital and emergency
department setting found significant confusion in interpretation of the recommendations.?3-%>

Considering ACP more widely, there is mixed evidence on their influence on treatment and

care decisions. A meta-analysis of 21 studies (N = 33,541) of ACP in cancer care found that the
communication element of ACP was more important in influencing outcomes than the documents
themselves.”® Physicians value ACPs as part of their decision-making process but other factors also
influence the decision including, prognosis, reversibility of condition and family views.”” There is a major
question for the use of ECTPs, including ReSPECT, as to whether recommendations facilitate, impede
or make no difference to provision of care in medical emergencies that is concordant with the patient’s
values and wishes.

Person-centred care

In UK law, someone making a decision for a person who lacks capacity must make a decision based on
an assessment of that person’s best interests (in Scotland it is the benefit to the person).?®?° The General
Medical Council in its guidance for doctors, refers to overall benefit.?° Legal and professional guidance
for healthcare professionals makes it clear that an assessment of best interests should focus on the
patient’s needs, preferences, and values so that any decision is person centred. The decision-maker in
the emergency situation must take account of the current clinical needs of the patient, including the
risks and benefits of treatment options available at that time. Recommendations on a ReSPECT plan may
not anticipate the current clinical situation.

However, the ReSPECT plan is also a record of the patient’s values and preferences, what is important
to them and what would be their goals of care in future emergency situations. As such, the ReSPECT
plan has the potential to make a strong positive contribution to the assessment of what will be of overall
benefit to this patient. It is this element of ReSPECT that is seen as paramount by all our participants
and by participants at the stakeholder meeting; ensuring that the patient’s values and preferences are
foregrounded in any decision-making if they cannot participate themselves. However, in our review of
completed ReSPECT forms, just over half had a completed patient preferences section, although in some
the recommendations were framed as patient preferences. Whatever the quality of the conversation, if
patient preferences and values are not recorded in the plan, the role of the plan in the decision-making
process is diminished.

Whether ECTPs result in, or are associated, with treatment congruent with patients’ preferences and
values has been the subject of investigation elsewhere. Studies have found that POLST orders can often
be inaccurate, undisclosed, and discordant with patient wishes for medical care.'® Reasons identified
for discordance between POLST and patient preferences include lack of discussion or support during
completion of POLST; incomplete documentation; influence of family on preferences or decisions; and
changes in patient preferences over time.0!

In over half the ReSPECT forms evaluated, the patient lacked capacity at the time of completion of

the plan. Thus, to understand and accurately record the patient’s preferences and values, the GP or
nurse completing the plan needs to have the ReSPECT conversation with someone close to the patient
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who knows them well, usually a member of their family. The requirement to consult with someone
close to the patient when making a best interest decision is specified in the relevant mental capacity
legislation. There was substantial concern during the COVID-19 pandemic that anticipatory decisions
about CPR and other emergency treatments were being documented in DNACPR orders or ReSPECT
plans without involving the patient or someone close to them, leading to a review by the Care Quality
Commission.®®> Their report emphasised the need for healthcare providers to ensure that people and/or
their representatives are included in these conversations, in a way that meets their needs and protects
their human rights. We found that, for people who lacked capacity, the name of the person close to
them with whom the ReSPECT conversation had taken place was not recorded in 43% of the forms we
reviewed. This is similar to the findings in our previous study of ReSPECT in secondary care. This does
not necessarily mean that conversations did not take place, but the lack of documentation both reduces
transparency of decision-making and makes it more difficult to involve the relevant person in decision-
making at the time of an emergency.

Placing more emphasis on the importance of accurate recording of the patient’s preferences and values,
and the identity of the person who should be involved in decisions if the patient lacks capacity, would
enhance the impact of ReSPECT plans and contribute to treatment decisions likely to be congruent with
the patient’s goals of care.

Relationships and trust

A consistent message from the study participants across all WPs was the importance of a trusting
relationship between the patient, or the family member if the patient lacked capacity, and the person
completing the plan. For many this person was likely to be the patient’s GP, but the important criterion
was that they understood the patient’s clinical condition and what was important to them. GPs and
specialist nurses were often able to establish a relevant trusting relationship in a short period of time but
might require several visits and conversations to do so. For patients or carers of people with complex
health conditions, a longer-lasting relationship with an expert in the clinical conditions is important, as
described by carers of people with a learning disability. Many people with long-term health conditions

or with increased vulnerability to risk of acute illness may have trusted relationships with staff other
than doctors and specialist nurses. These may include care home staff, home care workers and support
workers for people with a learning disability. Involving these people in conversations about ReSPECT
may increase trust in the process for the patient and potentially facilitate a richer discussion of what is
important to them. In our interviews with care home staff, some described either having preparatory
conversations with a resident or being present during the planning conversation to support and reassure
the resident. A willingness by care home staff to take on this facilitative role in ReSPECT conversations
has been reported elsewhere.*® Further exploration is needed of the potential for expanding the range of
health and social care professionals who can be involved in ReSPECT conversations, the ways in which
they can be involved and the skills training required.

Making ReSPECT work within the complexity of health and social care

The concept of ReSPECT is that it is a single, patient-held plan enabling information about patient
preferences and treatment recommendations to be transferred across healthcare settings to facilitate
seamless and consistent decision-making for an individual patient. As described by May et al.,” clinicians
see ReSPECT as a means of making possible two desirable goals:

1. the translation of individual patient preferences to mitigate clinical decision-making in an emergency
2. the transportation of agreed actions (recommendations) around organisations and across organisa-
tional boundaries to mitigate risks resulting from informational and relational fragmentation.
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We found that there are substantial challenges to realising these aims when considering the use of
ReSPECT in a community setting. As described above, the interpretation of recommendations in an
emergency can be problematic, if they are not clearly articulated and relevant to the situation at hand.
From our data, we found that different clinicians may interpret recommendations differently, and that
non-clinicians such as care home or home care workers face considerable uncertainty in knowing how to
interpret a ReSPECT plan when responding to the collapse or sudden deterioration of a person in their
care. The challenge is greatest for plans completed in hospital and not reviewed on discharge where the
recommendations relevant for an acute inpatient admission do not translate into a community setting.
The difficulties experienced by social care staff are likely to be even greater for family members who
may be asked to communicate details of ReSPECT recommendations to a healthcare professional or
ambulance responder over the telephone. Problems in sharing decisions and preferences within and
between healthcare organisations has also been identified as a barrier to successful implementation of
ACP more generally.1%2

A more practical challenge in achieving the desired transportation of recommendations across health
organisation boundaries is the potential for loss or misplacement of the form documenting the plan, and
uncertainty about its validity as the most recent version. Ideally, the plan should remain with the patient
but, as we found, patients or their relatives do not necessarily know where their plan is or understand
that they are its custodians. Copies are not consistently held in general practice record systems and not
all practices have policies or processes to ensure that the most recent version is identifiable. Care homes
are more likely to have access to the ReSPECT plans of their residents, but care home staff describe
ReSPECT plans being lost when residents attend hospital. All health and social care professionals in our
qualitative study and delegates at our stakeholder meeting agreed that an electronic version that was
accessible to all people who had a need and authority to access it was the preferred solution for the
issue of access and version control.

Shared electronic healthcare records as a means of sharing information to improve patient care is widely
supported and many healthcare organisations are investing in these systems. However, studies have
identified a need for caution particularly in the context of ACP and emergency treatment. Data, whether
electronic or hard copy, need to be accurate, comprehensive and easily retrieved. Studies in the United
States have found that ACP documentation in electronic healthcare records may be incorrect and
identified challenges in the interoperability of systems between primary and secondary care.03104

There are several examples of electronic palliative care co-ordinating systems in the UK.1%5-197 While

the potential benefit of these systems is recognised, health and social care professionals also express
concerns including impact on GP workload, quality of completion of records, and data protection
issues.'%® Making decisions about treatment in an emergency brings additional problems for paramedics
because of practical issues, such as connectivity and time, as well as ongoing concerns about the quality
of the information recorded.'®?

Current evidence suggests the use of a shared electronic healthcare record system as a vehicle for
delivering information about ECTPs has potential but still requires good documentation of relevant
information and issues of accessibility, including accessibility for patients and their families, and data
protection must be addressed. These issues were all identified by attendees at our stakeholder meeting.

Implications for decision-makers

The findings of this study have important implications for practitioners, healthcare systems and policy-
makers who are involved in providing person-centred emergency care and treatment. A ReSPECT plan,
or similar ECTP, has the potential to support clinical decision-making in an emergency that is grounded
in the preferences, values, and prior knowledge of that person. However, there are several challenges
that need to be considered for ECTPs to achieve their aims.
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Our findings reveal a gap between the expectation that ReSPECT will translate patients’ values and
preferences into recommendations and action in a clinical emergency in the community setting

and what happens in practice. Understanding a patient’s values and preferences to inform a best
interest decision is often more important to decision-makers than specific clinical recommendations,
with the exception of the recommendation on CPR. Care home staff want clearer guidance on

how to translate recommendations into their own decision-making for a resident who has become
acutely unwell. These findings suggest that:

* Healthcare professionals should place more emphasis on the importance of accurate recording
of the patient’s preferences and values and integration of these into their justification for clinical
recommendations in existing plans.

* There is a need for education and training around the interpretation and implementation of
ReSPECT recommendations in an emergency context. Specific consideration should be given to
the needs of care home and home care staff in this context.

Our findings suggest that ReSPECT planning requires time and preparation and works best when
there is a trusting relationship between the patient and the healthcare professional participating in
the conversation. However, increasing pressure on GPs’ time and the changing nature of the patient
doctor relationship in primary care, can create challenges for achieving high quality ReSPECT
planning conversations. Our findings suggest that there is support for:

* widening the pool of healthcare professionals who undertake ReSPECT planning conversations.

* involving social care staff and patient support workers who may have a more established
relationship with a patient in facilitating initial discussions to raise awareness of emergency care
treatment planning. Appropriate training would be required to support this development.

People with a learning disability want to be able to have their wishes and preferences about care
and treatment in future emergencies recorded, and to be part of a ReSPECT conversation. Family
carers of people with a learning disability emphasise their role as advocate for the person with

a learning disability. A key message from our findings was the importance of careful preparation
and appropriate support to enable people with a learning disability to take part in ReSPECT
conversations. This includes:

* identifying the right person or people to support the person with a learning disability.
* time and resources to explain what ReSPECT is and support the person to think about and
communicate their preferences.

As part of this study, we have developed resources to support people with a learning disability and their
families to prepare for a ReSPECT conversation (https:/warwick.ac.uk/fac/sci/med/research/hscience/
sssh/research/respect/resources/).

4.

We identified significant challenges in accessibility and sharing of ReSPECT plans across health

and social care systems in this study. As electronic healthcare records become more common,
policy-makers and commissioners will need to consider how ECTPs such as ReSPECT are integrated
effectively into these systems.

Strengths and limitations of the study

This study provides an overview of the use, experience and perception of emergency care treatment
planning in a primary and community care setting. A major strength is its mixed-methods approach and
the range of different lenses through which the issue is explored. Our public and GP surveys provide
insight into how emergency care treatment planning is conceptualised. Interviews with patients,
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families, clinicians and care home staff provide a rich understanding of its reality and to what extent
the concept and aims of emergency care treatment planning is realised in practice. Including a specific
WP that engages with people with a learning disability and their carers provides an important but often
missed perspective.

For both our public and GP surveys, we obtained high-quality data sets with sufficiently large samples to
produce precise estimates for all our outcomes of interest. Our samples were nationally representative.
However, recruitment methods for the public survey may have excluded people for whom ECTPs may
be particularly relevant, for example the frail elderly. Using a market research company working through
a commercially funded, free to use, website for data collection may have introduced bias into the sample
selection for the GP survey. Recruitment to focus groups across the study was challenging and we had
particular difficulty in recruiting faith leaders for both interview and stakeholder meeting attendance.
Recruiting more participants may have provided further and different accounts of emergency care
treatment planning.

Recruitment of GP practices and associated care homes across three CCG areas allowed us to explore a
wide range of experiences of the ReSPECT process in different primary care contexts. The conversations
with practice administrative and support staff provided additional important insights into how ReSPECT
is embedded or not in GP practices. Participating practices and individual interview participants may
have a particular interest or strong views about ReSPECT which may not be reflective of health and
social care professionals’ views more broadly. However, our qualitative findings were supported by
attendees at the stakeholder meeting. A key limitation is the small number of patient and families who
agreed to be interviewed about their experience of ReSPECT. This may be reflective of the focus of the
study. ReSPECT plans are predominantly completed with people who are frail, nearing the end of their
life or in a care home. Completion of a ReSPECT plan is not a live issue and many people with a plan may
not recall the conversation or feel it is not currently relevant to them. Those who chose to participate
may have been more comfortable with discussing ReSPECT and as such, their experiences and views
might not be representative. In both the public survey and qualitative data collection with patients,
families and the public, there is under-representation of minority ethnic groups.

Patient and public involvement

We have embedded PPI throughout this project (see Chapter 2). Our lay advisory group contributed

to all stages from informing our initial funding application, commenting on patient and public facing
materials, advising on recruitment strategies and reviewing initial analyses of data. Members also
attended the stakeholder meeting and commented on the overall findings. Feedback from the group at
the end of the study was positive, with members expressing that they felt that their contribution had
made a difference. Meetings were mainly held online to facilitate access and attendance with an option
for two face-to-face/hybrid meetings. Some members felt that further face-to-face meetings would
have enabled more social interaction and may have been preferable. A combination of online and face-
to-face meetings is probably ideal.

The WP focusing on the experience of people with a learning disability in relation to ECTPs included

a reference group who were actively involved in planning study workshops and presenting to the
stakeholder meeting. They also had a major contribution to the development of resources that informed
the output of this WP. Their involvement, including their combined reflections on their experience of
involvement in the study is reported in Chapter 8. Overall, they enjoyed their participation in the project
and valued the feedback on how their input shaped the project but felt more could have been done to
integrate them into the wider project team.
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Equality, diversity and inclusion

Emergency care treatment plans can be relevant for anyone, although previous evidence, confirmed

in this study, shows that they are used more often with someone who is nearing the end of their life,
resident in a care home, and the frail elderly. In this study, we aimed to capture the views of the whole
population using a public survey, as well as exploring the experiences of people who had been involved
in the ReSPECT process. We anticipated that cultural values and faith may influence people’s views

on ReSPECT and therefore sought to recruit from community faith groups for our focus groups and to
interview faith leaders. Where a GP practice had a high population of non-English speakers, we provided
invitation letters and information sheets to patients and their families in both English and the relevant
language. To capture the needs and perspectives of people with a learning disability we worked with an
advocacy organisation and participants with a learning disability in a series of co-production workshops.
Easy-read versions of all participant documentation and materials were used in the workshops for
people with a learning disability.

The sample for the public survey was generally representative, although minority ethnic groups were
slightly underrepresented against age standardised values.

Recruitment of participants from minority ethnic groups and faith leaders was challenging. While the aim
of this study was to capture as broad a perspective as possible with multiple methods and data sources,
further research is needed that is specifically designed to work with and capture the perspectives of
minority ethnic and faith-based populations on the concept and use of ECTPs.
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Chapter 10 Conclusion and recommendations
for future research

Conclusion

The concept and aims of ECTPs in general, and the ReSPECT process in particular, are widely supported
by health and social care professionals, patients and the public. For patients, their families and care
home staff, the primary benefit was seen as enabling the patient’s wishes, preferences and values to be
recorded to inform future decision-making. Eliciting, understanding and documenting what is important
to the patient can take time and multiple conversations, and works best when the patient has a trusted
relationship with the healthcare professional. Preparatory conversations, before a plan is introduced,
are seen as useful and care home staff sometimes take on this role. Preparation for a ReSPECT planning
conversation is seen as particularly important for people with a learning disability. However, despite the
consensus that ReSPECT plans should be a means of communicating a patient’s preferences and values,
there is wide variation in whether and to what extent the patient preferences section of a ReSPECT plan
is completed in practice, and it is not always clear who has been involved in the conversation when a
patient lacks capacity.

There is a lack of consensus on the purpose and authority of the recommendations recorded in a
ReSPECT plan, with patients, families, care home staff, and some clinicians seeing them as determinative
while most clinicians consider them to be guidance. This lack of consensus is compounded in practice by
a lack of clarity or detail in many recorded recommendations. The level of uncertainty around potential
future clinical events and treatment options for a patient in a community setting cannot be easily
translated into specific recommendations, and recommendations recorded in a hospital setting are seen
as unhelpful in the community. This can create confusion and conflict in an emergency and consequent
risk of harm to patients.

There are major challenges to ensuring timely access to ECTPs by the health and social care
professionals who are making treatment decisions. We found significant variation in whether ReSPECT
plans were held electronically or in hard copy, confusion by patients about who holds the plan, and
unreliable methods of transfer of plans between secondary and primary care.

Recommendations for future research

We have identified four areas where the study findings have implications for practice. Linked to these
areas, we have identified three questions for future research. In addition, we have identified a need
for further research to specifically engage with and explore the views and experiences of groups with
diverse cultural or faith perspectives. In view of the challenge in recruiting paramedics to this study,
and given the important role they play in implementing ReSPECT recommendations in practice, further
research is needed on the experiences and views of paramedics relating to ECTPs. We have therefore
identified the following priority research questions.

1. What are the experiences and perspectives of people from minority ethnic and faith-based commu-
nities on the concept and use of ECTPs including ReSPECT?

2. What are the experiences and perspectives of paramedics on the use of ECTPs in general and Re-
SPECT in particular?
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3.  How can we improve the integration of ReSPECT recommendations and patient preferences into
treatment decision-making in an emergency in a way that is consistent, transparent and ethically
justifiable?

4. What interventions are effective for increasing awareness of and preparation for emergency care
treatment planning in the general population and in specific at-risk groups?

5. What are the benefits and challenges of a shared electronic record system for storing and accessing
ECTPs?
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Appendix 1 Ethical considerations arising from
the study and approaches to addressing them

Recruitment and conduct of Interviews with patients and family members

Recommended summary plan for emergency care and treatment discussions are inherently sensitive
and emotive conversations. People who have a ReSPECT form completed may often be coming towards
the end of their life and any ReSPECT conversation will be precipitated by an acknowledgement that

an acute deterioration in health from which recovery may be unlikely is anticipated. We identified
processes to avoid approaching a patient who is in the last stages of life and to identify if a relative is
bereaved prior to a follow up interview. When a patient lacked capacity to consent to access to their
ReSPECT form and medical records, we sought personal consultee agreement from their next of kin.

Responding to distress of participants during interviews and focus groups

Researchers conducting the interviews and focus groups all had experience of conducting sensitive
interviews with patients and families. We provided contact details for local support services following
the interviews with patients and families and the public focus groups. Warwick Medical School standard
operating procedure for researcher response to a concern about risk of serious harm to a patient were
in place.

Concerns about unprofessional practice or safeguarding arising in the interview

A study-specific process was developed for researcher response to a concern about unethical or unsafe
clinical practice. If any disclosures of data were to be made during this process, the participant involved
in the relevant interview would be informed. The need for a researcher to disclose any evidence of
serious professional misconduct or safeguarding concern was made clear in the relevant participant
information sheets.

Verbal consent for informal conversations with practice staff (work package 1)

When the researcher initiated informal conversations with practice staff members, they obtained verbal
consent from the participating staff members to write up these conversations as field notes, to be

used in data analysis. To ensure that participants could easily contact the researcher to withdraw their
consent, the researcher gave their University of Warwick business card with contact information to each
staff member who participated.

Accessing medical records and ReSPECT forms (work packages 1 and 3)

The study required the research team to access relevant information from the patients’ GP records
and copies of ReSPECT forms. Our approach sought to balance: (1) respect for the patient’s right

to information in their medical record being treated confidentially; (2) the risk to the validity and
public interest in the research being harmed by a biased sample; and (3) consideration of practicable
alternatives to obtaining consent.
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This part of the data collection was the subject of our CAG approvals. CAG approvals allowed us to
collect pseudoanonymised data on all eligible patients in participating GP practices without the patient’s
consent. We provided study information leaflets that detailed how patients or the relative of someone
who lacked capacity could inform study staff that they did not want their data collected. The rationale
for CAG approvals is outlined in Report Supplementary Material 4.

Involvement of people with learning disability in co-production workshops

In recruiting and working with people with a learning disability as part of the study, we aimed to balance
being as inclusive as possible while ensuring that potential participants were making a free and informed
choice to participate. For this WP, we worked closely with CHANGE, a leading learning disability rights
charity, who were responsible for recruiting all participants for this WP. CHANGE also worked with

the study team to produce easy-read participant information leaflets and consent documentation to
facilitate participation. The study team followed CHANGE's protocols for safeguarding and supporting
people who may become distressed during the workshops.
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Appendix 2 Feasibility study report

Background

During data collection for WP3 of the main study (review and analysis of ReSPECT forms and GP clinical
records) it became clear that we would not achieve the sample size required to measure congruence
between ReSPECT recommendations and clinical decisions. We describe the reasons for this in

Chapter 2 of the main report. At the request of the funder, alternative approaches to obtaining sufficient
data for a congruence analysis were considered by the project management team. They concluded that
the most feasible approach would be to conduct a prospective study of the congruence of care and
treatment decision-making with ReSPECT recommendations using care home records. This approach
would require a different study design with primary recruitment of care homes. To inform a potential
future study recruiting care homes we conducted a feasibility study within the current project.

Aim

To assess the feasibility of conducting a national study of care home records to analyse congruence of
ReSPECT recommendations and subsequent treatment and care decisions for residents.

Objectives

e To estimate the percentage of care home residents with a completed ReSPECT form.

e To identify the frequency of acute medical events or clinical deterioration recorded within 6 months
of a ReSPECT form completion.

e To assess the quality-of-care home records description of treatment and care decisions made for
acute medical events or deterioration.

e To identify the process of retaining and accessing records of residents who have died for
retrospective review of treatment decisions.

Methods

Recruitment

We worked with the ENRICH team in West Midlands to recruit three care homes not involved in the
main study. Initial information about the feasibility study was provided through ENRICH to research
active care homes in the area. Care homes expressing an interest were put in touch with the study team
by ENRICH. The study team provided a detailed information sheet and arranged an online meeting
between a senior member of the study team and the manager of the care home to discuss the study and
answer questions. We received approval from the HRA Confidentiality Advisory Group for an extension
of our existing permission under section 261 of the Health and Social Care Act 2012*° to access records
without consent. For care homes who agreed to participate, a check was made by the care home to
identify if any residents had registered under the national data opt out to ensure their records were

not accessed during the study. The study team provided participating care homes with information
letters about the study for all residents, and for the designated next of kin of those residents who lacked
capacity. Letters were either given to residents or posted to their designated next of kin. The information
described the purpose of the study, that the researcher would have access to their care record, and the
ways in which the person could let the study team know that they do not want their care home records
to be used in the study. No data collection occurred until 4 weeks had elapsed to allow a resident or
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their next of kin on their behalf to opt out of the study. Opt-outs were recorded in the study screening
log kept by the care home and no identifiable data was accessible to the study team.

Data collection

Four weeks after delivery of the information, letters two senior study researchers (FG and AS) with a
clinical background in general practice each visited one of the care homes and identified the records
of all residents who had not opted out of the study. For each resident, the researcher checked the care
home record and noted in a field spreadsheet the following:

e Presence of a completed ReSPECT form.

e Any record of acute medical event or significant deterioration in clinical condition within 6 months of
ReSPECT form completion (or within the last 6 months if no ReSPECT form or ReSPECT completed
more than 12 months previously and number of events if > 1).

e If the record of decisions for each event sufficiently detailed to enable an analysis of congruence with
a ReSPECT recommendation; that is, does the decision specify any treatment given or reasons for
decision not to escalate treatment.

We did not review recommendations in ReSPECT forms as part of the feasibility study as a review of
ReSPECT forms had been undertaken as part of the main study.

No personal identifying information or specific information about treatment decisions was recorded.

The researcher also identified with the care home manager the process for archiving and retrieval of care
home records of deceased residents.

Following the data collection visits, the two researchers compared their findings and discussed the level
of detail provided in the clinical records to agree if this was sufficient to perform a congruence analysis
against a completed ReSPECT recommendation.

Findings

Recruitment challenges

Despite circulation of information from the ENRICH team, including personal approaches to research
active homes, we received very few expressions of interest. Six sites expressed interest, of which

two chose not to proceed after receiving further information and one withdrew because of manager
turnover. To comply with the CAG requirements, all three recruited sites needed to obtain confirmation
of compliance with NHS Digital Data Security and Protection (DSPT) Toolkit.!** Navigating this

process with NHS Digital proved challenging and one home withdrew at this stage. The remaining two
participating homes were then required to check eligible residents against the national data opt-out
records. This process involved several stages and was highly technical. The two recruited homes were
part of a larger organisation with a dedicated data protection officer and information technology
support, but even with this specialist support the process was time consuming and complicated. Overall,
the time from initial recruitment to confirmation of data opt out compliance was 3 months. No opt-outs
were recorded on the national data opt-out system for residents in the participating homes and no opt
outs were received in response to the information letters.

Examination of records

Total number of residents in the participating homes was 75. Of these residents, 45 (60%) had a
completed ReSPECT form in their care record. For those residents with a ReSPECT form, 17 (38%) had
at least one acute event recorded in a 6-month period. For these events the detail provided in the care
home record was assessed as sufficient to enable an evaluation of congruence with a relevant ReSPECT
form recommendation.
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Systems for archiving and retrieval of records of residents who have died

The research team confirmed with each care home manager that the home had a policy and system for
archiving the records of residents who have died, and a system for retrieving the record if required for
future review. Length of archive period varied but was at least 6 years. Therefore, it would be possible
to access these records to compare clinical decisions around end of life with ReSPECT recommendations
for residents who had died for a congruence analysis study.

Implications for a future study of congruence between ReSPECT recommendations
and clinical decisions using care home records

Recruitment of care homes

Recruitment of care homes for this study, and the main study was challenging. In both studies, we found
staff turnover to be a major obstacle to establishing a relationship between the home, ENRICH and

the study team. Care homes are under immense workload pressure at present and any additional work
may be too much for them to consider, particularly for small independent homes. Studies that involve
accessing records without consent under a Section 251 of the NHS Act 2006 approval from HRA CAG
add an additional onerous layer of work for care homes to obtain confirmation of DSPT compliance by
NHS Digital and to navigate the complex technical system for identifying membership of the national
data opt-out for eligible residents. For a future study, it may be advisable to recruit care homes within
large national care organisations where there is likely to be central data protection and information
technology support. Study teams should allow a long set-up period to ensure all homes can demonstrate
compliance with the relevant data protection and data opt out requirements. However, exclusion of
smaller independently run homes may bias study findings. Sufficient resources for dedicated and specific
research support for care homes may lead to increased recruitment and retention of study sites.

Sample size requirements for a large congruence analysis study

In our feasibility study, homes 17/75 (22.7%) residents had a completed ReSPECT form and an
identifiable acute event in the preceding 6 months. In our original sample size calculation for
congruence, assuming congruence of around 75%, we needed data on 289 people with an acute event.
On a simple calculation, this would mean that we needed to work with homes to recruit 1275 residents.
However, the two study homes may not be representative of homes overall. To allow for this uncertainty
in our calculations, we have used the lower limit of the 60% Cl for events (i.e. 18.6%). This means that
we would need to examine the records of at least 1554 residents to ensure that we identified 289 acute
events. The mean capacity (number of beds) of all care homes involved in the ReSPECT study (main

and feasibility studies) was 49.7, meaning we would need to work with 32 homes. Allowing for some
uncertainty about the actual congruence rate level we anticipated that we needed to work with around
40-50 homes to complete this study.

Clarity of ReSPECT recommendations to enable congruence to be assessed (findings

from main study)

To enable an accurate assessment of congruence between clinical decision-making and ReSPECT
recommendations, there needs to be a clear record of the clinical decision-making in the patient
record, and also clear and specific recommendations on the ReSPECT form. Our findings from review
of completed ReSPECT forms and qualitative data from interviews with clinicians and care home staff
in the main study suggest that recommendations are often not sufficiently specific to inform action

in an emergency. The challenge of interpreting recommendations in the context of an emergency

or acute clinical episode may also be encountered in evaluating the congruence of decisions with
recommendations. Studies of congruence between anticipatory treatment recommendations in the
POLST and clinical decisions have been carried out.''2 However, POLST recommendation forms are
more structured and do not use free text recommendations which may facilitate the assessment of
congruence. A review of methods to evaluate the impact of ACP on concordance between patient
preferences for end-of-life care and the care they received identified several challenges. These included
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a lack of clarity over what is being measured, the use of medical documentation to assess patient
preference, and failure to adequately deal with the complexity of the constructs being measured.!'3
Based on our main study findings, we anticipate similar challenges in any congruence analysis to assess
the impact of ReSPECT plans on patient treatment and care.

In summary, our feasibility study has demonstrated that the substantial logistical challenges in recruiting
care homes to a study of this nature, and the large sample size that would be needed, mitigate against
embarking on a large-scale study. Additionally, the conceptual challenges identified by Johnson et al.**®
in similar studies of ACP interventions suggest further research is needed to inform the development of
an appropriate assessment tool.
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Appendix 3 Public survey additional tables

Il data used in these analyses have come from the National Centre for Social Research British Social
Attitudes Survey 2023 © National Centre for Social Research September 2023.

TABLE 10 Public survey, participant characteristics

Responders N = 1135

(n) (%) National data® (%)

Gender

Male 497 44 49
Female 638 56 51
Age (years)

18-24 66 6 11
25-34 173 15 17
35-44 172 15 16
45-54 205 18 17
55-59 99 9 9
60-64 107 9 7
65-69 107 9 6
70 or over 205 18 17
Missing 1

Location

South East 166 15 14
South West 126 11 9
North West 114 10 11
East of England 107 9 10
Yorkshire and Humber 107 9 8
London 106 9 14
Scotland 105 9 9
West Midlands 100 9 9
East Midlands 96 8 8
North East 59 5 4
Wales 49 4 5
Ethnicity

White origin 1005 89 87
Asian origin 55 5 7
Mixed origin 44 4 1
Black origin 14 1 3
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TABLE 10 Public survey, participant characteristics (continued)

Responders N = 1135

(n) (VA National data? (%)
Don't know 7 1 Other + missing 2
Missing 10 1
Highest educational level Study® (%) National (%)
No qualifications 61 5 3 6
Below A level® 183 16 13 14
A-levels/SCE Highers? 158 14 13 19
Other Higher Education¢ 170 15 12 6
Degree 528 47 40 30
Other 21 2 1 6
Missing 14 1 1 3
> 70 years® - - 18 16

a National data supplied by BSA.

b For example GCSE/O level.

¢ Including vocational level 3 or equivalent, and above.

d Including Diplomas in Higher Education, Higher National Certificate (HNC) and Higher National Certificate (HND) or
equivalent and above.

e National data on educational level not available for people over 70 years.

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the

Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,

transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is

given, and indication of whether changes were made. See: https://creativecommons.org/licenses/by/4.0/.

TABLE 11 Public survey, age of completion of ECTP

When did you have your emergency care and treatment plan completed? (N = 17)

Yes, n (%) No, n (%) Refused, n (%)
When | reached a certain age 3(18) 13 (76) 1(6)
After | was diagnosed with a life-threatening condition 7 (41) 9 (53) 1(6)
After | was told | had a long-term condition 6 (35) 10 (59) 1(6)
After | became severely disabled 4 (24) 12 (71) 1(6)
Other 1(6) 15(88) 1(6)

Reproduced with permission from Underwood et al.>> is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https://creativecommons.org/licenses/by/4.0/.
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TABLE 12 Public survey, preference for person to complete an ECTP with

Who made your If you were to have an emergency care and
ECTP with you? treatment plan completed tomorrow, who would
(N =17) (%) you prefer to discuss it with?2 (N = 618) (%)

My GP 6 (35) 316 (51)

Another doctor who knows me well 4 (24) 59 (10)

A nurse at my GP surgery 2(12) 46 (7)

A doctor or nurse who does not 2(12) 161 (26)

know me but is trained in making
emergency care and treatment plans

Family member - 18 (3)
Other 3(18) 5(1)
Don't know/ prefer not to answer - 6(1)

a Denominator is 618 people who would definitely, or probably, want an ECTP.

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https://creativecommons.org/licenses/by/4.0/.

TABLE 13 Public survey, views on anyone being able to have an ECTP

Are you in favour or against anyone being able to have an emergency care and treatment plan if they wish?

(N = 1135), n (%)

Strongly in favour 513 (45)
Somewhat in favour 395 (35)
Neither in favour nor against 189 (17)
Somewhat against 20(2)
Strongly against 11 (1)
Don't know/refused 7 (1)

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https://creativecommons.org/licenses/by/4.0/.

TABLE 14 Public survey, comfort with making an ECTP for oneself

How comfortable or uncomfortable do you feel about making an emergency care and treatment plan yourself with a

doctor or nurse? (N = 1112),2 n (%)

Very comfortable 260 (23)
Fairly comfortable 438 (39)
Neither comfortable nor uncomfortable 233 (21)
Fairly uncomfortable 123 (11)
Very uncomfortable 49 (4)
Don't know/refused 9(1)

a Denominatoris 1112 respondents who answered ‘no’ when asked if they had an ECTP.

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https:/creativecommons.org/licenses/by/4.0/.
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TABLE 15 Public survey, willingness to have an ECTP completed for oneself or a family member

Attitudes to emergency care and treatment plan completion

Would you or would you not Would you or would you not like to be involved
like to have an emergency care in having an emergency care and treatment plan
and treatment plan for yourself completed for a close family member, if they were
at present? (N = 1112),2 n (%) not able to do so themselves? (N = 1135), n (%)

Definitely would 128 (12) 302 (27)

Probably would 490 (44) 628 (55)

Probably would not 369 (33) 138 (12)

Definitely would not 102 (9) 41 (4)

Don't know/refused 23(2) 26 (2)

a Denominator is 1112 respondents who answered ‘no’ when asked if they had an ECTP.

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https:/creativecommons.org/licenses/by/4.0/.

TABLE 16 Public survey, preferred timing of an ECTP

When, if ever, do you think you would like to have an emergency care and treatment plan in place for yourself? (N = 1112)

Yes, n (%) Don’t know/refused, n (%)
Now 152 (14) 940 (85) 20(2)
Never 36 (3) 1056 (95) 20(2)
When | am older 441 (40) 651 (59) 20(2)
If | get diagnosed with a life-threatening condition 634 (57) 458 (41) 20 (2)
If I had a chronic long-term condition 481 (43) 611 (55) 20 (2)
If | were to become severely disabled 467 (42) 625 (56) 20 (2)
Other 12(1) 1080 (97) 20(2)

a Denominator is 1112 respondents who answered ‘no’ when asked if they had an ECTP.

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https:/creativecommons.org/licenses/by/4.0/.

TABLE 17 Public survey, preferred age for completion of an ECTP

You said you would like to have an emergency care and treatment (plan) when you are older. At what age? (N = 441)

Age (years) Cumulative (%)
18-30 4(10) 1
31-40 17 (4) 5
41-50 39(9) 14
51-60 65 (15) 28
61-70 145 (33) 61
71-80 119 (27) 88
81-90 40 (9) 97
Over 90 0 (0) 97
Don’t know/refused 12 (3) 100

a Denominator is 441 respondents who indicated they would want an emergency care and treatment plan when they got older.
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TABLE 18 Public survey, views on anyone having an ECTP (non-adjusted model)

Are you in favour or against anyone being able to have an emergency care and treatment plan if they wish? Non-
adjusted model (N = 1135)

Characteristic Respondents (n/N) (VA p-value OR(95% Cl)
Gender

Male 380/493 77 1

Female 510/619 82 0.02 1.39 (1.04 to 1.87)
Other 7/8 88 0.495 2.08 (0.2to 17.1)
Age (years

18-24 51/66 77 - 1

25-34 137/173 79 0.746 1.12(0.57 to 2.22)
35-44 138/172 80 0.613 1.19 (0.6 to 2.37)
45-54 160/205 78 0.895 1.05(0.54 to 2.03)
55-59 85/99 86 0.159 1.79 (0.8 to 4.00)
60-64 86/107 80 0.626 1.2 (0.57 to 2.54)
65-69 82/107 77 0.923 0.96 (0.47 to 2)
70 + 168/205 82 0.402 1.34 (0.68 to 2.63)
Ethnicity

White 820/1005 82 - 1

Black 10/14 71 0.338 0.56 (0.17 to 1.82)
Mixed 30/44 68 0.029 0.48 (0.25 to 0.93)
Asian 37/55 67 0.01 0.46 (0.26 to 0.83)
Qualifications

No qualifications 43/61 70 - 1

Qualifications less than A level 138/183 75 0.448 1.28 (0.67 to 2.45)
A-levels/SCE Highers 127/158 80 0.118 1.71(0.87 to 3.37)
Other Higher Education 129/170 76 0.408 1.32 (0.69 to 2.53)
Degree or equivalent 446/528 84 0.007 2.28 (1.25to 4.14)

Do you have any physical or mental conditions or illnesses lasting or expected to last 12 months or more?

No 624/777 80 - 1
Yes, but does not reduce activity 82/99 83 0.551 1.18 (0.68 to 2.05)
Yes, and reduces activity 198/254 78 0.418 0.87 (0.61 to 1.22)

Is there anyone who you look after or give special help to, for example, someone who is sick, has a long-term physical or
mental disability or is elderly?

No 670/829 81 1

Yes 195/246 79 0.089 0.6 (0.33 to 1.08)
Yes, but only in a professional capacity as part 43/60 72 0.276 1.2 (0.86 to 1.68)
of my job

continued
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TABLE 18 Public survey, views on anyone having an ECTP (non-adjusted model) (continued)

Are you in favour or against anyone being able to have an emergency care and treatment plan if they wish? Non-
adjusted model (N = 1135)

Characteristic Respondents (n/N) (%) p-value OR(95% Cl)

Do you or does someone close to you have a condition or illness that you think is likely to shorten life?

No 647/817 79 1

Yes 261/318 82 0.276 1.2(0.86 to 1.68)

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https://creativecommons.org/licenses/by/4.0/.

TABLE 19 Public survey, willingness to have an ECTP, non-adjusted model

Would you or would you not like to have an Emergency Care and Treatment Plan for yourself at present? Non-
adjusted model N = 11122

p-value OR (95% CI)
Gender
Male 260/482 54
Female 349/609 57 0.266 1.15(0.90 to 1.46)
Other 2/7 29 0.202 0.34 (0.07 to 1.78)
Age
18-24 39/62 63 - 1
25-34 109/168 65 0.781 1.09 (0.60 to 1.99)
35-44 90/168 54 0.207 0.68 (0.37 to 1.24)
45-54 106/204 52 0.131 0.64 (0.36 to 1.14)
55-59 56/98 57 0.47 0.79 (0.41 to 1.51)
60-64 61/107 57 0.453 0.78 (0.41 to 1.49)
65-69 49/104 47 0.05 0.53 (0.28 to 1.00)
70 + 108/200 54 0.218 0.69 (0.39 to 1.24)
Ethnicity
White 544/987 55 - 1
Black 10/13 77 0.131 2.71(0.74 t0 9.92)
Mixed 23/43 53 0.834 0.94 (0.51 to 1.73)
Asian 33/54 61 0.389 1.28 (0.73 to 2.24)
Educational level
No qualifications 33/59 56 - 1
Qualification less than A level 95/179 53 0.702 0.89 (0.49 to 1.61)
A-levels/SCE Highers 74/153 48 0.324 0.74 (0.4 to 1.35)
Other Higher Education 93/166 56 0.99 1.00 (0.55 to 1.83)
Degree or equivalent 310/521 60 0.597 1.16 (0.67 to 1.99)
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TABLE 19 Public survey, willingness to have an ECTP, non-adjusted model (continued)

Would you or would you not like to have an Emergency Care and Treatment Plan for yourself at present? Non-
adjusted model N = 1112

p-value OR (95% Cl)

Do you have any physical or mental conditions or illnesses lasting or expected to last 12 months or more?

No 400/765 52 - 1
Yes, but does not reduce activity 56/97 58 0.312 1.25(0.81 to 1.91)
Yes, and reduces activity 158/245 64 0.001 1.66 (1.23 to 2.23)

Is there anyone who you look after or give special help to, for example, someone who is sick, has a long-term physical or
mental disability or is elderly?

No 461/816 56
Yes 130/238 55 0.608 0.93(0.69 to 1.24)
Yes, but only in a professional capacity as part of my job 27/58 47 0.143 0.67 (0.39 to 1.14)

Do you or does someone close to you have a condition or illness that you think is likely to shorten life?
No 437/805 54
Yes 181/307 59 0.161 1.21(0.93 to 1.58)

a Denominatoris 1112 people without an ECTP, outcome is sum of definitely would and probably would.

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https:/creativecommons.org/licenses/by/4.0/.

TABLE 20 Public survey, comfort with making an ECTP, non-adjusted model

How comfortable or uncomfortable do you feel about making an Emergency Care and Treatment Plan yourself with a
doctor or nurse?* Non-adjusted model N = 1112

p-value OR (95% Cl)
Gender
Male 309/482 54
Female 380/609 57 0.561 0.93(0.72t0 1.19)
Other 2/7 29 0.076 0.22 (0.04 to 1.17)
Age
18-24 40/62 65 - 1
25-34 116/168 69 0.514 1.23(0.66 to 2.27)
35-44 100/168 60 0.492 0.81 (0.44 to 1.48)
45-54 117/204 57 0.316 0.74 (0.41 to 1.33)
55-59 66/98 67 0.712 1.13(0.58 to 2.22)
60-64 73/107 68 0.622 1.18(0.61 to 2.29)
65-69 65/104 63 0.794 0.92(0.48 to 1.76)
70 + 121/200 61 0.57 0.84 (0.47 to 1.52)
Ethnicity
White 633/987 64 - 1
Black 6/13 46 0.189 0.48 (0.16 to 1.44)
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TABLE 20 Public survey, comfort with making an ECTP, non-adjusted model (continued)

How comfortable or uncomfortable do you feel about making an Emergency Care and Treatment Plan yourself with a
doctor or nurse?? Non-adjusted model N = 11122

OR (95% Cl)
Mixed 22/43 51 0.087 0.59 (0.32 to 1.08)
Asian 32/54 59 0.468 0.81(0.47 to 1.42)
Educational level
No qualifications 29/59 49 - 1
Qualification less than A level 91/179 51 0.822 1.07 (0.59 to 1.93)
A-levels/SCE Highers 94/153 61 0.106 1.65 (0.90, 3.02)
Other Higher Education 100/166 60 0.14 1.57 (0.86 to 2.85)
Degree or equivalent 365/521 70 0.001 242(1.41t04.17)

Do you have any physical or mental conditions or illnesses lasting or expected to last 12 months or more?

No 479/765 63 - 1
Yes, but does not reduce activity 74/97 59 0.009 1.92 (1.18 to 3.14)
Yes, and reduces activity 144/245 59 0.282 0.85 (0.63 to 1.14)

Is there anyone who you look after or give special help to, for example, someone who is sick, has a long-term physical or
mental disability or is elderly?

No 512/816 63
Yes 154/238 65 0.581 1.09 (0.81 to 1.47)
Yes, but only in a professional capacity as part of my job 32/58 58 0.252 0.73 (0.43 to 1.25)

Do you or does someone close to you have a condition or illness that you think is likely to shorten life?
No 494/805 61
Yes 204/307 66 0.117 1.25(0.95 to 1.64)

a Denominator is 1112 people without an ECTP, outcome is sum of definitely would and probably would.

Reproduced with permission from Underwood et al.>> This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https:/creativecommons.org/licenses/by/4.0/.
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Appendix 4 General practitioner survey
additional tables

TABLE 21 General practitioner survey, respondent characteristics, totals and percentages

Health and Social Care Delivery Research 2024 Vol. 12 No. 42

Total (N = 841) % National data, %
Age
35 or under 39 5 112
36-45 319 38 36
46-55 318 38 30
56 or over 165 20 22
Gender
Male 446 53 42>
Female 385 46 57
Other 1 0 1
Prefer not to say 9 1 -
Current role
GP partner/principal 419 50 42¢
Salaried GP 255 30 27
Locum GP 156 19 -
GP registrar 11 1 -
English NHS region
London 114 14 16¢
South West 85 10 11
South East 142 17 15
West Midlands 92 11 19
East Midlands 62 7
East of England 93 11 11
Yorkshire and Humber 94 11 15
North East 44 5
North West 115 14 13
Type of area
Major conurbation 157 19 39¢
Large town/city 124 15
Medium town/city 207 25 52
Small town/city 254 30
Hamlet 94 11 8
Other 5 1 -

continued
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APPENDIX 4

TABLE 21 General practitioner survey, respondent characteristics, totals and percentages (continued)

Total (N = 841) % National data, %

Practice size

Up to 5000 89 11 8f
5001-7500 129 15 14
7501-10,000 181 22 18
10,001-12,500 147 17 17
12,501 or more 295 35 44
Time since completing GP training

0-5 years ago 51 6 -8
6-10 years ago 140 17 -
11-15 years ago 225 27 -
16-20 years ago 160 19 -
Over 20 years ago 265 32 -

a Data from https:/digital.nhs.uk/data-and-information/publications/statistical/general-and-personal-medical-services,
age bands not exact matches, 1% unknown, excludes trainees.

b Data from https:/digital.nhs.uk/data-and-information/publications/statistical/general-and-personal-medical-services,
other includes unknown, excludes trainees and locums.

¢ Data from https://digital.nhs.uk/data-and-information/publications/statistical/general-and-personal-medical-services,
denominator all GPs, Locum and trainees not reported because of differences in definitions.

d Population distribution as proxy for GP practice location from https:/assets.publishing.service.gov.uk/government/
uploads/system/uploads/attachment_data/file/1028819/Rural_population__Oct_2021.pdf

e Data from https:/digital.nhs.uk/data-and-information/publications/statistical/patients-registered-at-a-gp-practice/
february-2023

f Data from https:/digital.nhs.uk/data-and-information/publications/statistical/general-and-personal-medical-services,
other includes unknown, excludes trainees and locums.

g No suitable data source identified.

Reproduced with permission from Underwood et al.>” This is an Open Access article distributed in accordance with the

terms of the Creative Commons Attribution (CC BY 4.0) licence, 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/

TABLE 22 General practitioner survey, ECTP form used by region

Region (n) ReSPECT, n (%) DNACPR, n (%) Other, n (%)
London (114) 10(9) 87 (76) 17 (15)
South West (85) 37 (45) 29 (34) 18 (21)
South East (142) 67 (47) 66 (46) 18 (21)
West Midlands (92) 74 (80) 16 (17) 2(2)

East Midlands (62) 49 (79) 12 (19) 1(2)

East of England (93) 48 (52) 43 (46) 2(2)
Yorkshire and Humber (94) 40 (43) 52 (55) 2(2)

North East (44) 3(7) 33(75) 8(18)
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TABLE 22 General practitioner survey, ECTP form used by region (continued)

N =841

Region (n) ReSPECT, n (%) DNACPR, n (%) Other, n (%)
North West (115) 16 (14) 88 (77) 11 (10)
Total (841) 345 (41) 426 (51) 70 (8)

Reproduced with permission from Underwood et al.>” This is an Open Access article distributed in accordance with the
terms of the Creative Commons Attribution (CC BY 4.0) licence, 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/

TABLE 23 General practitioner survey, reasons for non-involvement of family members in ECTP discussion

Reason for non-involvement (N = 72)

Patient had capacity 54 (75)
Family were unavailable 18 (25)
Patient’s family declined to be involved in conversation 1(1)
Didn’t consider it at the time 6(8)
Patient didn’t want family involved 11 (15)

Reproduced with permission from Underwood et al.>” This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https:/creativecommons.org/licenses/by/4.0/.
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TABLE 24 General practitioner survey, predictors for being comfortable having an ECTP conversation with patients

OR, 95% Cls and p-values of the predictors for being comfortable having emergency care and treatment planning conversations with patients (N = 841)

Gender

Female

Male

Other

Prefer not to say
Current role

GP partner/principal
GP registrar
Locum GP
Salaried GP
NHS region
London

East of England
West Midlands
North West

Yorkshire and Humber

South East
East Midlands
North East

South West

Comfortable, % (n)

81 (385)
81 (446)
100 (1)
67 (9)

85 (419)
100 (11)
73 (156)
77 (255)

69 (114)
77 (93)
78 (92)
77 (115)
83(%94)
83(142)
89 (62)
89 (44)
91 (85)

Unadjusted analysis

OR (95% ClI)

1
0.98 (0.69 to 1.39)

0.47 (0.11 to 1.92)

1
0.47 (0.30 to 0.74)
0.59 (0.40 to 0.88)

1

1.52(0.81 to 2.85)
1.59 (0.84 to 3.01)
1.52(0.84 to 2.74)
2.16(1.11to 4.22)
2.18 (1.20 to 3.94)
3.48 (1.44 to 8.40)
3.46(1.26 to 9.51)
4.26 (1.86 to 9.78)

0.906
0.982
0.291

0.975
<0.001
0.009

0.192
0.150
0.167
0.024
0.010
0.006
0.016
<0.001

Adjusted analysis
OR (95% CI)

1
0.85(0.59 to 1.24)

0.36(0.08 to 1.53)

0.51(0.31to0 0.82)
0.53(0.34 to 0.82)

1.24 (0.49 to 3.15)
1.29 (0.53 to 3.1¢)
1.54 (0.68 to 3.49)
1.80(0.70 to 4.63)
2.08 (0.84 to 5.17)
2.47 (0.78 to 7.86)
4.10(1.22 to 13.8)
4.30(1.45 to 12.7)

0.407
0.995
0.166

0.984
0.006
0.004

0.655
0.577
0.297
0.222
0.115
0.124
0.023
0.008
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OR, 95% Cls and p-values of the predictors for being comfortable having emergency care and treatment planning conversations with patients (N = 841)

Type of area

Large town/city
Major conurbation
Medium town/city
Small town/city
Village/hamlet
Other

Practice size (number of patients)
Up to 5000
5001-7500
7501-10,000
10,001-12,500
12,501 or more

Time since completion of GP training

0-5 years ago
6-10 years ago
11-15 years ago
16-20 years ago
Over 20 years ago

Emergency care and treatment form used

DNACPR
ReSPECT

Other/none/don’t know

Comfortable, % (n)

84 (124)
74 (157)
80 (207)
83(254)
85 (94)
60 (5)

75(89)

78(129)
76(181)
83(147)
85 (295)

90 (51)

83 (140)
81 (225)
80 (160)
78 (265)

77 (426)
86 (345)
80 (70)

Unadjusted analysis

OR (95% ClI)

1

0.54 (0.30 to 0.99)
0.78 (0.43 to 1.40)
0.92 (0.51 to 1.64)
1.10(0.52 to 2.31)
0.29 (0.05 to 2.31)

1

1.13 (0.60 to 2.14)
1.05 (0.58 to 1.90)
1.60 (0.84 to 3.06)
1.92(1.08 to 3.44)

1

0.53(0.19 to 1.46)
0.46 (0.17 to 1.23)
0.43(0.16 to 1.18)
0.39 (0.15 to 1.02)

1
1.83 (1.25 to 2.67)
1.21 (0.65 to 2.67)

0.046
0.404
0.771
0.803
0.188

0.701
0.862
0.152
0.027

0.701
0.862
0.152
0.027

0.002
0.550

Adjusted analysis
OR (95% CI)

1.01 (0.43 to 2.35)
0.75 (0.40 to 1.40)
0.76 (0.41 to 1.41)
1.16 (0.53 to 2.54)
0.30 (0.04 to 2.22)

1

0.98 (0.49 to 1.96)
0.85 (0.44 to 1.62)
1.40 (0.68 to 2.86)
1.60 (0.83 to 3.11)

1

0.62(0.21 to 1.82)
0.54 (0.19 to 1.52)
0.46 (0.16 to 1.35)
0.43(0.15to0 1.19)

1
1.72(1.10 to 2.69)
1.00 (0.51 to 1.95)

0.987
0.361
0.391
0.714
0.237

0.961
0.614
0.360
0.161

0.388
0.246
0.158
0.105

0.017
0.998

Reproduced with permission from Underwood et al.>” This is an Open Access article distributed in accordance with the terms of the Creative Commons Attribution (CC BY 4.0) licence,
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/
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TABLE 25 General practitioner survey, predictors of being comfortable having an ECTP conversation with families

OR (95% Cls) and p-values of the predictors for being comfortable having emergency care and treatment planning conversations with patients’ families (N = 841)

Unadjusted analysis, OR Adjusted analysis, OR (95% Cl)

7 XIAN3ddV

yn-oeayiuAielqiisjeuinofmmm Aleiqr sjeudnor yHIN

Comfortable (%) OR (95% Cl) OR (95% Cl)
Gender
Female 80 (385) 1 1
Male 79 (446) 0.98 (0.70 to 1.37) 0.896 0.86 (0.60 to 1.24) 0.415
Other 100 (1) - 0.982 - 0.992
Prefer not to say 67 (9) 0.51(0.12 to 2.08) 0.346 0.37 (0.09 to 1.64) 0.193
Current role
GP partner/principal 83(419) 1 1
GP registrar 100 (11) - 0.975 - 0.974
Locum GP 77 (156) 0.70 (0.45 to 1.10) 0.125 0.75 (0.46 to 1.22) 0.248
Salaried GP 75 (255) 0.63(0.43 to 0.92) 0.017 0.58 (0.38 to 0.88) 0.010
NHS region
London 91 (114) 1
East of England 72 (93) 1.24 (0.68 to 2.25) 0.484 1.38 (0.55 to 3.44) 0.491
West Midlands 73(92) 1.29 (0.70 to 2.36) 0.412 1.20 (0.50 to 2.88) 0.69
North West 77 (115) 1.57(0.87 to 2.81) 0.131 2.05 (0.90 to 4.66) 0.086
Yorkshire and Humber 85 (94) 2.75(1.38 to 5.47) 0.004 3.15(1.21 to 8.25) 0.019
South East 83(142) 2.36 (1.31 to 4.26) 0.004 3.06 (1.24 to 7.59) 0.016
East Midlands 90 (62) 4.48 (1.77 to 11.4) 0.002 4.03(1.23 to 13.2) 0.022
North East 86 (44) 3.04 (1.18 to 7.83) 0.021 4.65(1.46 to 14.9) 0.009
South West 91 (85) 4.63 (2.02 to 10.6) <0.001 6.05 (2.06 to 17.8) 0.001
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OR (95% Cls) and p-values of the predictors for being comfortable having emergency care and treatment planning conversations with patients’ families (N = 841)

Type of area

Large town/city
Major conurbation
Medium town/city
Small town/city
Village/hamlet
Other

Practice size (number of patients)

Up to 5000
5001-7500
7501-10,000
10,001-12,500
12,501 or more

Time since completion of GP training

0-5 years ago
6-10 years ago
11-15 years ago
16-20 years ago

Over 20 years ago

Emergency care and treatment form used

DNACPR
ReSPECT
Other

Comfortable (%)

85 (124)
73(157)
78 (207)
81 (254)
83(94)
60 (5)

78(89)

78(129)
76(181)
82(147)
82 (295)

86 (51)

79 (140)
79 (225)
78 (160)
80 (265)

75 (426)
85 (345)
79 (70)

Unadjusted analysis, OR

OR (95% ClI)

1

0.50(0.27 to 0.91)
0.65(0.36 to 1.17)
0.76 (0.42 to 1.35)
0.88 (0.43 to 1.82)
0.27 (0.04 to 1.73)

1

1.05 (0.55 to 2.00)
0.90 (0.49 to 1.65)
1.29 (0.67 to 2.47)
1.29 (0.73 to 2.31)

1

0.58 (0.24 to 1.43)
0.60 (0.25 to 1.42)
0.55(0.23 to 1.32)
0.64 (0.27 to 1.49)

1
1.80 (1.25 to 2.60)
1.20 (0.65 to 2.21)

0.023
0.168
0.347
0.735
0.023

0.893
0.739
0.445
0.383

0.237
0.248
0.180
0.299

0.002
0.560

Adjusted analysis, OR (95% Cl)

OR (95% CI)

1

1.27 (0.54 to 2.98)
0.67 (0.36 to 1.26)
0.69 (0.38 to 1.28)
0.90 (0.42 to 1.94)
0.27 (0.04 to 1.99)

1

0.92 (0.46 to 1.87)
0.74 (0.38 to 1.44)
1.16 (0.56 to 2.38)
1.14 (0.59 to 2.20)

1

0.81(0.31 to 2.08)
0.83(0.33 t0 2.07)
0.73 (0.28 to 1.87)
0.81(0.32 to 2.02)

1
1.85(1.19 to 2.87)
1.01 (0.53 to 2.87)

0.589
0.243
0.789
0.199
0.589

0.825
0.383
0.688
0.704

0.658
0.691
0.510
0.653

0.006
0.965
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APPENDIX 4

TABLE 26 General practitioner survey, backwards elimination model, comfort with having ECTP conversations

Statistically significant covariates from the backwards elimination with dependent variable being ‘comfortable having
ECTP conversations with patients’

Covariates

GP Role

Area

ECT form

GP partner/principal
GP registrar

Locum GP

Salaried GP

London

South West

South East

West Midlands

East Midlands

East of England
Yorkshire and Humber
North East

North West
DNACPR

ReSPECT

Other

0.975
0.003
0.014

0.005
0.124
0.915
0.170
0.904
0.217
0.032
0.434

0.013
0.963

OR (95% Cl)

N/A
0.50(0.32 t0 0.79)
0.60 (0.40 to 0.90)

3.35(1.50 to 8.31)
1.62(8.79 to 3.02)
0.96 (0.47 to 1.97)
1.93(0.79 to 5.27)
1.04 (0.54 to 2.05)
1.55(0.78 to 3.15)
3.05(1.18 to 9.50)
1.27 (0.70 to 2.34)

1.75(1.13t0 2.72)
1.02 (0.54 to 2.02)

Reproduced with permission from Underwood et al.>” This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits others to copy, redistribute, remix,
transform and build upon this work for any purpose, provided the original work is properly cited, a link to the licence is
given, and indication of whether changes were made. See: https:/creativecommons.org/licenses/by/4.0/.
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Appendix 5 ReSPECT form section
completion rates

TABLE 27 Completion rates for sections of ReSPECT form

Number completed Version 2 Version 3

ReSPECT form sections? and items® (n = 142) (%) (n = 103) (%) (n = 39) (%)

Section 1 Personal details/this plan belongs to

Date 140 (99) - -
Section 2 Summary of relevant information for this plan/shared understanding of my health and current condition
Previous and present conditions/medical conditions 130(92) - -

Reasons for the recommendations (section 4 in version 27 (19) 20/103 (19) 7/39 (18)
3)

Other planning documents 42 (30) - -
Communications needs - 26/103 (25) -
Wishes about organ donation - 0/103 (0) -
Personal circumstances - - 7/39 (18)

Section 3 Personal preferences to guide this plan (when the person has capacity)/what matters to me in decisions about my
treatment and care in an emergency

Balance of priorities/what matters to me (preference 64 (45) - -
scale)
What is most important to you/what | most value and 81 (57) - -

fear (preference free text)

Section 4 Clinical recommendations for emergency care and treatment

Focus of clinical recommendations 52 (35) - -
Details about specific interventions 123 (87) - -
Signed CPR recommendation 53(37) - -

Section 5 Capacity and representation at the time of completion/capacity for involvement in making this plan

Person’s capacity 132 (93) - -

Number of people who lacked capacity 60 (45)

Legal proxy (section 2 in version 3) 43 (30) 21/103 (20) 22/39 (56)
Explanation as to how to person lacks capacity - - 17/22(77)

Section 6 Involvement in making this plan

Confirmation that the person, or someone close to 134 (94) - -
them, was involved in the ReSPECT discussion

Names and roles of those involved in ReSPECT - 40/103 (39) -
discussion
Location of records of discussion - 16/103 (16) -

continued

Copyright © 2024 Slowther et al. This work was produced by Slowther et al. under the terms of a commissioning contract issued by the Secretary of State for Health
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APPENDIX 5

TABLE 27 Completion rates for sections of ReSPECT form (continued)

Number completed Version 2

ReSPECT form sections? and items® (n = 142) (%) (n = 103) (%)

Section 7 Clinicians’ signatures

Clinicians’ signature 64 (45) - -
Clinician’s grade/speciality and registration number 109 (77) - -
Senior clinician’s signature 14 (10) - -
Senior clinician’s grade/speciality and registration 18 (13) - -
number

Section 8 Emergency contacts/emergency contacts and those involved in discussing this plan’

Emergency contacts 108 (79) - -
Names, roles and relationships recorded - - 27/39 (69)
Optional primary emergency contact signature - - 3/39 (8)

Section 9 Confirmation of validity (e.g. for change of condition)/plan reviewed (e.g. for change of care setting) and remains
relevant

Form review 11 (8) - -

a Where the name of the section differs between versions 2 and 3, the version 2 name is listed first.
b Where an item appears on one version but not the other then the completion is only provided for that version. Items
which are the same on both versions or use comparable wording are combined to produce an overall completion rate.
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Appendix 6 Patient/relative interviews by
study area

TABLE 28 Patient interviews by area

Areal Area 2 Area 3
First interviews
Patient 5 1
Relative 3 1
Patient/relative pair 1 2
Follow-up interviews
Patient second interview 2 1
Relative second interview 1 1
Patient/relative pair second interview 1
Copyright © 2024 Slowther et al. This work was produced by Slowther et al. under the terms of a commissioning contract issued by the Secretary of State for Health 145
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Appendix 8 Evaluating the use of ReSPECT
in primary care: report of the stakeholder

conference for conference delegates,
29 March 2023

This report is a summary of the small group discussions at the stakeholder conference on the 29 March
2023 at the Scarman centre at Warwick University. The stakeholders participating in the conference
represented a wide range of perspectives and experiences of emergency care treatment planning

and advance decision-making. They had a range of backgrounds including health and social care
professionals, patient organisations and researchers. This report is a summary of the notes taken in each
of the small groups, which have been analysed to extract the key messages and recommendations for
how ECTPs in general and the ReSPECT process specifically can be improved for the benefit of patient
care. The report begins with a summary of stakeholders’ reflections on the broad question of whose
interests are being served during the ReSPECT process. It is then divided into the following sections:

initiating the conversation

having and recording the conversation

articulating and interpreting the recommendations
managing the plan

training

awareness raising and preparation.

ok bR

Each section ends with key messages and/or recommendations for practice, policy, or training.

Whose interests are being served during the ReSPECT process?

The consensus across all groups was that the ReSPECT process should serve the interests of the
person whose plan it is first and foremost. Stakeholders felt that the aim of ReSPECT should be to
provide recommendations for future treatment and care that reflect the person’s values and wishes
and are consistent with their interests. However, the groups also reflected on the tension between

a process that is person centred and a set of recommendations that are intended to guide or direct
clinicians: are the recommendations statements of what the person wants to happen or are they clinical
recommendations as indicated on the form?

This tension reflects that the process, or at least the recommendations recorded on the form, also
serve the interests of healthcare professionals who will be making treatment and care decisions

for the person at a time of acute deterioration or in an emergency. Several groups noted that the
healthcare professional making these decisions is unlikely to know the person and therefore, having
clear recommendations to guide them can reassure the clinician that they are acting in the person’s
best interests. Similarly, the form can provide clarity and reassurance for care home staff when
communicating with healthcare professionals when a resident is unwell. Some groups also noted that
the process, particularly the conversation, could be in the interests of the person’s family, helping them
to understand the person’s wishes and to reduce the burden for them at the time of decision-making.
Finally, groups also noted that documented ECTPs could benefit the healthcare system by facilitating
effective decision-making at times of crises. However, there was also a concern that this could lead
patients and their relatives to see ECTPs as a ‘tick box exercise’, causing them to mistrust the process.
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In summary, the groups agreed that the process should be person centred foremost, but that healthcare
professionals and the person’s family would also benefit. The challenge is to formulate recommendations
that serve the interests of both the person and those who use the form as guidance when the person is
acutely unwell.

Initiating the conversation

Discussion around the conversation itself focused first on initiating the conversation and then on the
content and process of the conversation. In general, there appears to be a (mis)perception that ReSPECT
(both the process and the form) is necessarily linked to or embedded in end-of-life discussions and end-
of-life treatment and care decisions. This perception has implications for when a ReSPECT conversation
might be initiated. For example, triggers for ReSPECT initiation might focus on patients who are
receiving palliative care or for whom a life-threatening or life-limiting diagnosis has been made, or whose
life expectancy is thought to be short. Stakeholders reflected that this approach limits the population for
whom ReSPECT becomes available and could exclude people who might want or benefit from having a
ReSPECT conversation and their wishes formally recorded.

While stakeholders recognised the importance of ReSPECT conversations as part of a wider ACP
discussion around end of life, they also suggested other potential triggers for initiating a ReSPECT
conversation. These included when a person has specific risk factors for severe acute illness or during
regular reviews of someone with a chronic disease or disability. One suggestion was that for people
with a learning disability, their annual health check could be an opportunity to initiate a conversation
(a similar argument could be used for using routine elderly health-check appointments in this way).
However, there was also concern that this could be misinterpreted by the person, particularly if
ReSPECT is seen as associated with end-of-life care. Also, repeated reference to emergency care
treatment planning could be frustrating or distressing for some people who may see it as focusing on
their deteriorating health or limited life expectancy, rather than improving their current health. Some
stakeholders felt that the driver for the conversation should be the person’s health condition and their
risk of requiring emergency treatment and care.

There was clear consensus across the groups that whatever the trigger for initiating a ReSPECT
conversation, it should occur early in any disease or iliness trajectory, or even before someone became
unwell. This would empower people to be involved in the conversation when they had capacity and
were not too sick to engage in a conversation. However, delegates also noted that a person’s health
changed over time, as did their wishes and preferences regarding treatment. Therefore, ReSPECT was
seen as a series of conversations rather than one definitive conversation. Delegates also thought that
anyone should be able to initiate a ReSPECT conversation for themselves.

A further discussion point was who should be able to initiate and carry out a ReSPECT conversation. There
was agreement that the conversation should ideally occur with a healthcare professional who knows the
person and with whom the person has a trusted relationship. The discussions revealed that there were
different levels of initiation and involvement in ReSPECT conversations: (1) raising awareness of ReSPECT
and preparing a person for a ReSPECT conversation; and (2) the more structured ReSPECT conversation
leading to the ReSPECT plan that is then recorded on the ReSPECT form. Stakeholders thought that the
raising awareness and preparation conversations could be led by a wide range of different people involved
with someone’s care, for example care home staff or support workers but that training and support would
be needed that was tailored to specific groups for having these conversations.

Key messages/recommendations

e ReSPECT should not only be considered in the context of end of life or palliative care.
e ReSPECT conversations should begin early and not left until emergency or end-of-life situations.
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e There is a distinction between conversations to prepare someone for discussion of a plan and the
planning conversations and these preparation conversations can be initiated by a wide range of
people, with appropriate training and support.

e As people’s situation and perspectives change, ReSPECT must be reviewed when this happens.

e |n considering how these conversations are carried out and by whom, the current time pressures on
GPs and care home staff need to be taken into account (i.e. balancing the desirable with the possible).

Having and recording the conversation

Stakeholders noted that ReSPECT planning conversations were rarely single conversations but occurred
over time, often with several preparatory conversations where the idea of ReSPECT was introduced.
They identified several challenges that could occur in the process of the ReSPECT conversation. These
included practical challenges such as having enough time to have what is a difficult and complex
conversation. It was seen as especially important to ensure that enough time was given for these
conversations with a person with a learning disability, in addition to ensuring they had the right
support person with them. They also identified challenges in communicating the purpose of the plan,
including what it can and cannot do. For example, helping the person to understand the range of
situations and treatment options that might be covered in a plan and the uncertainty of predicting
future situations. Stakeholders also noted that it was important to talk about what was possible

and not possible in relation to recommendations, and what alternative options would be available if
there was a recommendation to limit some treatments. A strong message from the meeting was that
ReSPECT conversations needed to be open and honest, and that the healthcare professional should
take time to understand what was important to the person and what their preferences were. For good
conversations to occur, other communication challenges needed to be considered such as language
barriers, alternative formats for the form and supporting information, and the environment in which the
conversation takes place. A key issue in terms of recording the conversation and the recommendations
on the form is how to ensure that these are valid and accessible when needed. There was general
consensus that a digital version of the form was the preferred option to ensure accessibility but there is
a risk that this could disempower patients who would have less access to or control over their plan than
with a patient-held paper copy. Concerns about version control were also raised.

Key messages/recommendations

e Planning conversations need to be open and honest, person centred and realistic.

e There needs to be sufficient time to have the conversation(s).

e Good conversations require effective communication, including appropriate language and alternative
formats to written documentation. Use of videos could be considered for recording conversations for
people with learning disabilities.

e Digital records of plans can increase access to the plan when needed but people may feel less in
control of their plan if it is in a digital format. Problems with version control need to be addressed.

Articulating and interpreting recommendations

The main purpose of ReSPECT is to provide clear recommendations about emergency treatment and

care in a situation where the person is unable to engage in the decision-making process at the time.

Stakeholders agreed that it was crucially important that these recommendations were understandable to

the person and their family, and to the health and social care professionals who would need to interpret

them in the emergency or acute situation. Commonly used phrases such as ‘forward-based care’ or

‘not for hospital admission’ were regarded as too vague and unhelpful. However, there was general

agreement that it was challenging to articulate recommendations that capture all likely scenarios.

Instead, flexibility should be allowed to encompass other scenarios, and should include options for
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treatment as well as the limitations of those treatments, and to make it personal to that patient but
sufficiently succinct to be read and understood in an emergency. Delegates talked about the need for
nuance in recommendations as it is not possible to cover every scenario. This places greater emphasis on
the need to carefully and accurately document the person’s values and preferences and for healthcare
professionals to take account of these when interpreting recommendations or making a decision. The
groups thought that the recommendations section must include a justification or rationale for the
recommendations that was linked to the person’s values and preferences. This was seen as necessary
to help healthcare professionals interpret the recommendations in a particular situation, but also to
enable a person or their family to understand and if necessary, challenge the recommendations if they
disagreed with them. Stakeholders noted the difference between hospital completed recommendations,
which were specific to hospital-based scenarios, and primary care-based recommendations, highlighting
the need for review of recommendations as a person moves from one environment to another. They
emphasised the importance of clear communication between primary and secondary care in relation to
ReSPECT recommendations. The space allocated to recommendations on the form was considered too
little for the level of detail that may be required, which supported stakeholders’ views on the advantage
of a digital form that could allow for expansion of sections as required. While they emphasised the need
for sufficient detail on the form, they also noted that these recommendations related specifically to
emergency care and treatment. Broader recommendations about the person’s treatment and care could
be documented in an ACP or personal health plan where appropriate.

Linked to challenges in communicating recommendations in the ReSPECT plan is the challenge of using
these recommendations in an acute or emergency situation. Stakeholders emphasised that ReSPECT
recommendations are not legally binding and are there to guide healthcare professionals who make

a decision in a specific situation. They emphasised that it was important that care home staff and
healthcare professionals were made aware of this during training. However, ReSPECT recommendations
appear to face two contrasting challenges in their use. In an emergency, relatives, care home staff and
healthcare professionals may revert to the instinct to do something and may make a decision that is
inconsistent with a ReSPECT recommendation; for example, to send a person to hospital when the
recommendation is to be managed at home. Alternatively, delegates described the risk of a ReSPECT
recommendation being followed without considering the nuance of the situation; for example, not
conveying a patient to hospital because the recommendation not for admission does not specify in what
circumstances admission might be appropriate. They expressed concern that having a ReSPECT plan
might result in the person being seen as lower priority for a visit from a doctor or paramedic because the
assumption is that they do not need an urgent decision about treatment.

Key messages/recommendations

e There is misunderstanding about the nature and authority of ReSPECT recommendations. Public and
patient information and health and social care professional training need to emphasise that they are
guidance for decision-makers and are not legally binding.

e Recommendations should be clear and use language that the person, their family and treating
clinicians can understand.

e Recommendations should be specific to anticipated situations but allow flexibility to encompass
other scenarios and include options for treatment as well as the limitations of treatment.

e Justification for the recommendations should be clearly documented in the plan to support decision-
makers and to enable patients and their family to understand and challenge where necessary.

Managing the plan

Delegates identified issues regarding management of the ReSPECT plan once it had been completed. A
key concern was related to validity and control of the form itself. The general view was that ideally the
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form should be in electronic format within a digitised system where it would be accessible to anyone
who needed to see it, including the patient (or the patient’s next of kin if the patient lacked capacity),
health and social care staff involved in the person’s routine care and emergency care staff. Identified
disadvantages of a paper copy were that it might not be accessible or known about in an emergency.
Similarly, if the paper version was thought to be a copy and not the original form (because, e.g. it had
been printed in the wrong colour), it would not be considered valid. There was also a concern that if
the original form was completed electronically and stored in the GP record and a paper copy was given
to the person, there was a risk of multiple versions existing, which again could raise questions about

a form’s validity. However, some delegates questioned how people who did not have access to digital
technology would be able to have control over, or knowledge of, their plan. Thus, the tension between
benefit to the health system of a digitised system and the autonomy of individuals who have a plan
needs to be considered in developing such a system. There was strong agreement among delegates
that ReSPECT plans should be reviewed as a person’s health status changed, noting that a person’s
preferences, and the treatment options available to them, may change over time or because of a new
diagnosis. Some people suggested a regular review for example at an annual health check might be
helpful. Noting the difference in recommendations on a ReSPECT plan completed in hospital during
an acute illness episode and one completed in primary care, it was seen as essential that plans were
reviewed prior to hospital discharge.

Key messages/recommendations

e An electronic record held within a digitised system accessible by relevant health and social care
professionals and the person or their next of kin should be the preferred model to ensure validity and
appropriate use of the plan.

e However, it is necessary to consider how people who cannot access digital technology will have
access to and control of their ReSPECT plan.

e A robust system of ReSPECT Plan review should be in place that is responsive to changes in a
person’s clinical need and preferences.

e In the absence of a central digitised system for managing forms, a process for ensuring form validity
(version control) needs to be put in place.

Training

Stakeholders discussed a wide range of training needs for different groups. Acknowledging that many
different people could have preliminary conversations about the ReSPECT process and the idea of an
ECTP with someone, it was widely agreed that some training was required for any health and social care
professional, and support workers, to give them the knowledge and confidence to initiate a discussion
or respond to questions about ReSPECT. More specific training needs were identified for healthcare
professionals involved in completing ReSPECT plans with people and the conversation that accompanies
this process. A further area of training need related to the use of ReSPECT plans and interpretation

of their recommendations. Education in the use of ReSPECT plans may be relevant for healthcare
professionals but also for social care staff (care home and home care).

Key elements of training identified include the following (although not all will be relevant for everyone
involved in the process, and the detail of the training content will vary between groups):

e Understanding how ReSPECT fits with ACP, advance decisions to refuse treatment, and lasting power
of attorney.

e Understanding the purpose of ReSPECT recommendations and their legal status.

e Assessment of capacity, how to accommodate fluctuating capacity, and how to include a person who
lacks capacity in the conversation.
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¢ Training in having these conversations, which are different from other types of conversation that
a healthcare professional may be more familiar with. Specific focus on having conversations with
people with a learning disability.

e Training in interpreting recommendations including assessment of their relevance to the situation
(e.g. a plan completed in hospital when the person is acutely sick may not be relevant when they have
recovered and returned home).

Delegates also discussed how training might be delivered, and again noted that a range of approaches
might be required to reflect the needs of different groups. Suggestions included:

e E-learning module for healthcare professionals with continuing professional
development accreditation.

e Integrating training on ReSPECT into RCUK’s advanced life support training sessions.

¢ l|dentification of champions in GP practices/care homes who can support and advise other members
of staff to embed the process into day-to-day practice.

e Using Extension for Community Health Outcomes communities of practice to share education and
practice across different groups for example care homes and other social care organisations, learning
disability liaison nurses.

e Link ReSPECT training to other training resources for example Daffodil Standards training for end-
of-life care.

° Make use of available training resources such as those provided on the RCUK website. It was

noted that these are infrequently used so we need to explore the barriers to their use.

Key messages/recommendations

e There is a need for training around the whole ReSPECT process from preparatory discussions through
to use of the form in an emergency.

e Training content and format should be tailored to the needs of the different groups who may be
involved in the ReSPECT process.

e Better use should be made of existing information resources.

Raising awareness and preparing for conversations

There was general consensus that there should be initiatives to raise public awareness of ReSPECT and
ECTPs more widely. Stakeholders thought this would prompt some people to initiate a conversation
about their own ReSPECT plan but could also prepare people for the conversation if initiated by a
healthcare professional. A range of suggestions were made on how to do this, including enlisting the
support of voluntary organisations to communicate to their members; including it in information about
other end of life planning such as making a will, developing video narratives that include ReSPECT and
including it in popular media programmes.

However, there were also several concerns raised about the potential risks of a strategy to raise public
awareness. There was a concern that increased awareness might lead to increased pressure on GPs, as
people sought more information or requested a consultation to make a ReSPECT plan. Suggestions to
mitigate this included directing people to an online information resource as part of the public awareness
campaign. Perhaps a greater challenge that delegates identified was the risk of ReSPECT or ECTPs in
general being conflated with ACPs and therefore associated specifically with end-of-life diagnoses and
care. Stakeholders noted the opportunities for including ReSPECT awareness raising in public awareness
campaigns and conversations about ACP. They saw these opportunities as positive, but also emphasised
that it was important to raise awareness of emergency care treatment planning in situations distinct
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from ACP. Given the challenges, they suggested that any public messaging should be managed by a
national ReSPECT lead while being delivered at a grass roots level.

Stakeholders also emphasised the importance of developing trust among the general population as a
prerequisite to engaging people in a dialogue about ReSPECT and emergency care treatment planning.
Some noted that trust in the NHS generally had been eroded in recent years, and particularly in relation
to emergency care treatment decisions during the COVID-19 pandemic. This was particularly relevant
for certain groups, for example people with a learning disability, and other underserved populations.
One way to improve trust in the process of emergency care treatment planning would be to spend

time working with people to introduce them to the concept of ReSPECT, taking care to use language
and resources that are tailored to their needs, experiences, and culture. Examples were suggested of
using videos to explain and inform people about ReSPECT but also as an option for them to record
their values and preferences prior to the ReSPECT-focused conversation with a healthcare professional.
Stakeholders with experience of working with people with learning disabilities commented that this
approach worked well in other situations where it was important for people to communicate their
wishes and life experiences to healthcare professionals, for example, hospital passports for people with
a learning disability. Engaging voluntary sector organisations in having these conversations with people
in the community prior to any formal ReSPECT conversation was seen as important for facilitating trust
and understanding. Stakeholders, however, also noted that these initiatives require resources (both
financial and in terms of people) and we have to be realistic about what is achievable in the current
resource constrained environment.

Key messages/recommendations

e People need time, information and support to be able to think about emergency care treatment
planning in advance of creating the plan.

e Public awareness campaigns can be helpful but there are risks that there may be misunderstanding
particularly around how ECTPs fit with wider ACP conversations.

e The impact of a public awareness campaign on increased demand for GPs to have ReSPECT
conversations needs to be considered.

e Supported conversations in the community can help to prepare people for emergency care treatment
planning and alternative formats for communication need to be available.

e Any initiative needs to be achievable within the available resources.
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