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ABSTRACT

In the UK, the Recommended Summary Plan for
Emergency Care and Treatment (ReSPECT) is a widely
used process, designed to facilitate shared decision-
making between a clinician and a patient or, if the
patient lacks capacity to participate in the conversation,
a person close to the patient. A key outcome of the
ReSPECT process is a set of recommendations, recorded
on the patient-held ReSPECT form, that reflect the
conversation. In an emergency, these recommendations
are intended to inform clinical decision-making, and
thereby enable the attending clinician—usually a general
practitioner (GP) or paramedic—to act in the patient’s
best interests. This study is the first to explore the extent
to which ReSPECT recommendations realise their goal of
informing best interests decision-making in community
contexts. Using a modified framework analysis
approach, we triangulate interviews with patients and
their relatives, GPs and nurses and care home staff.

Our findings show that inconsistent practices around
recording patient wishes, diverging interpretations of the
meaning and authority of recommendations and different
situational contexts may affect the interpretation and
enactment of ReSPECT recommendations. Enacting
ReSPECT recommendations in an emergency can be
fraught with complexity, particularly when attending
clinicians need to interpret recommendations that did
not anticipate the current emergency. This may lead to
decision-making that compromises the patient’s best
interests. We suggest that recording patients’ values and
preferences in greater detail on ReSPECT forms may help
overcome this challenge, in providing attending clinicians
with richer contextual information through which to
interpret treatment recommendations.

INTRODUCTION

In the UK, healthcare professionals have a legal
obligation to make decisions about a person’s
medical treatment and care when that person lacks
capacity, and where there is no proxy decision-
maker. These decision-makers are legally and
morally obligated to act in the person’s best inter-
ests.! * Deciding what is in someone’s best interests
can be challenging, and includes taking into account
their medical needs, range of treatment options, the
likely benefits and burdens of treatment and what
the person’s views and wishes regarding treatment
might be if they were able to articulate them. While
there is considerable academic debate about the
meaning of best interests, the predominant position

in many healthcare systems prioritises or empha-
sises the importance of the patient’s wishes and
feelings, and thus patient autonomy, in best inter-
ests decision-making. Recent commentaries on UK
Court of Protection decisions suggest an increasing
focus on prioritising the patient’s wishes and feel-
ings in determining best interests.> *

In an emergency, or when someone’s clinical
condition is rapidly deteriorating, decisions often
need to be made with limited information, particu-
larly regarding the person’s wishes and preferences.
The development of emergency care treatment plans
(ECTPs) reflects attempts to address this challenge
by recording specific treatment recommendations
for future anticipated clinical scenarios informed by
prior discussion with the patient (or someone close
to the patient if the patient lacks capacity). In the
USA, a model of ECTP, Physician Orders for Life
Sustaining Treatment (POLST), is now used in most
states; however, there is some concern its wide-
spread use may curtail person-centred decision-
making, contrary to its intended aim.’

In the UK, The Recommended Summary Plan
for Emergency Care and Treatment (ReSPECT) is a
widely used ECTP, launched in 2016 by the Resus-
citation Council UK. ReSPECT is conceptualised as
a shared decision-making process, which empha-
sises a conversation between a clinician (usually a
doctor or a senior nurse) and a patient (or, if the
patient lacks capacity, someone close to them), to
explore treatment options that reflect what is clin-
ically possible and aligns with the patient’s values.®
The clinician records conversation outcomes on the
ReSPECT form with specific free-text recommen-
dations about future treatment, including cardio-
pulmonary resuscitation (CPR).” The ReSPECT
form is designed to be patient-held and transition
with the patient across health and care settings (see
figures 1 and 2).°

As part of a multicentre study to investigate
ReSPECT use in community settings, we inter-
viewed primary care clinicians, care home staff,
patients and relatives about their experiences of
ReSPECT.® We report our analysis of their expe-
riences elsewhere.” ' In this paper, we consider
the impact of ReSPECT on best interests decision-
making in emergencies. Our analysis is framed
within a concept of best interests that emphasises
the wishes, feelings and values of the patient for
whom the decision is being made, reflecting the
current position of UK law. Whether patient wishes

BM) Group

Eli K, et al. ] Med Ethics 2025;0:1-7. doi:10.1136/jme-2024-110144

@ 1

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw elep pue 1xa1 01 palelal sasn Joj Buipnjoul ‘1ybluAdoos Aq paloslold

Jjooyosaboysnwseiq
V171-Z39 wswiredaq 1e GZoz ‘12 AeN uo jwod fwaawly:dny wouy papeojumoqd 'GZoz Arenuer 6T U0 ¥ TOTT-F202-2W9ETT 0T Se paysiignd 1s11) :s21Y1g PN


http://jme.bmj.com
http://www.instituteofmedicalethics.org
http://orcid.org/0000-0001-9132-8404
http://orcid.org/0000-0002-3338-8457
https://doi.org/10.1136/jme-2024-110144
https://doi.org/10.1136/jme-2024-110144
http://crossmark.crossref.org/dialog/?doi=10.1136/jme-2024-110144&domain=pdf&date_stamp=2025-01-18
http://jme.bmj.com/

Original resea

Recommended Summary Plan for
Emergency Care and Treatment for:

ReSPE

1. Personal details

Preferred name l

5. Capacity and representation at time of completion

Does the person have sufficient capacity to participate in making the recommendations on this plan?
Yes/No

Date of birth Date

completed

Full name

NHS/CHI/Health and care number

Address ’

2. Summary of relevant information for this plan (see also section 6)

Including diagnosis, communication needs (e.g. interpreter, communication aids)
and reasons for the preferences and recommendations recorded.

Details of other relevant planning documents and where to find them (e.g. Advance Decision to Refuse
Treatment, Advance Care Plan). Also include known wishes about organ donation.

3. Personal preferences to guide this plan (when the person has capacity)

How would you balance the priorities for your care (you may mark along the scale, if you wish):

Prioritise sustaining life,
even at the expense
of some comfort

Considering the above priorities, what is most important to you is (optional):

4. Clinical recommendations for emergency care and treatment

Focus on life-sustaining treatment
as per guidance below

Focus on symptom control
as per guidance below

Now provide clinical guidance on specific interventions that may or may not be wanted or clinically
appropriate, including being taken or admitted to hospital +/- receiving life support:

CPR attempts recommended
Adult or child

For modified CPR CPR attempts NOT recommended
Child only, as detailed above || X[V §J e 1i]

Figure 1

and feelings determine best interests or contribute to a more
multifaceted approach, sound knowledge of the patient’s wishes
and feelings will facilitate the decision-making process.

METHODS

Study design

We conducted a qualitative analysis of interviews with key stake-
holders, using a normative framework of best interests.

Participant recruitment

Thirteen general practices in three geographical areas in England
participated in the study. We invited general practitioners (GPs)
and specialist nurses involved in ReSPECT conversations to
participate. Each practice identified patients with a ReSPECT
plan completed in the previous sixmonths and posted an invi-
tation letter and information sheet to eligible patients or, if the
patient lacked capacity, their next of kin; patients who were
currently in hospital or were imminently approaching the end
of life were not contacted. Participating practices identified care
homes where they had registered patients and sent them infor-
mation about the study. In care homes that expressed an interest,
staff were recruited through purposive sampling for seniority
and involvement with ReSPECT. Additionally, we advertised
the study to care homes not linked to the participating practices
through local research networks.

ReSPECT

© Resuscitation Council UK, 2017

Version 2.0

Do they have a legal proxy (e.g. welfare attorney, person with parental responsibility)
who can participate on their behalf in making the recommendations? Yes / No / Unknown
If so, document details in emergency contact section below

6. Involvement in making this plan

The clinician(s) signing this plan is/are confirming that (select A,B or C, OR complete section D below):

A This person has the mental capacity to participate in making these recommendations. They have
been fully involved in making this plan.

B This person does not have the mental capacity to participate in making these recommendations.
This plan has been made in accordance with capacity law, including, where applicable, in
consultation with their legal proxy, or where no proxy, with relevant family members/friends.

C This person is less than 18 (UK except Scotland) / 16 (Scotland) years old and (please select 1 or 2,
and also 3 as applicable or explain in section D below):

1 They have sufficient maturity and understanding to participate in making this plan

2 They do not have sufficient maturity and understanding to participate in this plan. Their views,
when known, have been taken into account.

3 Those holding parental responsibility have been fully involved in discussing and making this plan.

D If no other option has been selected, valid reasons must be stated here. Document full explanation in
the clinical record.

Record date, names and roles of those involved in decision making, and where records of discussions
can be found:

7. Clinicians’

Designation Date & time

(grade/speciality)

GMC/NMC/
HCPC Number

Signature

Senior responsible clinician
8. Emergency contacts

Role Name Telephone Other details

Legal proxy/parent
Family/friend/other
GP

Lead Consultant

9. Confirmation of validity (e.g. for change of condition)

GMC/NMC/
HCPC number

Review date Designation Clinician name

(grade/speciality)

Signature

Version 2.0 © Resuscitation Council UK, 2017 - licensed under a Creative Commons Attribution-NonCommercial-NoDerivatives 4.0 International License - see http:/respectprocess.org.uk for more information.

ReSPECT form, V.2.0. CPR, cardiopulmonary resuscitation; GP, general practitioner; NHS, National Health Service;
ReSPECT, Recommended Summary Plan for Emergency Care and Treatment.

Data collection

We developed topic guides for each interview type. Clinician
topic guides captured accounts of recent cases in which partic-
ipants completed a ReSPECT plan for a patient, using these to
ground a more general discussion of their experiences of using
ReSPECT. Patient and relative topic guides captured their narra-
tives of ReSPECT, from the pre-conversation stage to the present
day, and their reflections on the process. Care home staff topic
guides captured their understandings, experiences and chal-
lenges related to ReSPECT.

Semi-structured interviews were conducted on Microsoft
Teams (clinicians and care home staff members), via telephone
(clinicians, patients and relatives) or in person (all groups)
(table 1). Four researchers (CJB, JH, KE and JW) conducted
the clinician interviews, three (JH, KE and CJH) the patient
and relative interviews and two (JH and CJB) the care home
staff interviews. All interviews were recorded and professionally
transcribed, except for one clinician interview and one group
interview with five care home staff in which the participants
requested that written notes be taken instead.

Before the interviews, all participants provided informed
consent, either verbally (online and telephone interviews) or
in writing (in-person interviews). This manuscript uses pseud-
onyms for all participants, and all identifying details have been
omitted.
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Full name

ReSPECT

1. This plan belongs to:
[ Preferred name l

Summary Plan for
Care and

Date of birth

Address

NHS/CHI/Health and care number

e | AN
The ReSPECT process starts with conversations between a person and a healthcare professional.
The ReSPECT plan is a clinical record of agreed Itisnota g

2. Shared und ding of my health and current condition

Summary of relevant information for this plan including diagnoses and relevant personal circumstances:

Details of other relevant care planning documents and where to find them (e.g. Advance or Anticipatory
Care Plan; Advance Decision to Refuse Treatment or Advance Directive; Emergency plan for the carer):

I have a legal welfare proxy in place (e.g. registered welfare attorney,
person with parental responsibility) - f yes provide details in Section 8

3. What matters to me in decisions about my treatment and care in an emergency

Living as long as Quality of life and
possible matters comfort matters
most to me most to me

What | most value: What | most fear / wish to avoid:

4. Clinical recommendations for emergency care and treatment

Prioritise extending life Balance extending life with Prioritise comfort

(5 comfort and valued outcomes (3
clinician signature

clinician signature clinician signature

Now provide clinical guidance on specific realistic interventions that may or may not be wanted or
clinically appropriate (including being taken or admitted to hospital +/- receiving life support) and
your reasoning for this guidance:

CPR attempts recommended
Adult or child

For modified CPR
Child only, as detailed above

clinician signature

CPR attempts NOT recommended
Adult or child

[[IYes [ |No | =

ReSPECT

x
2
g
3
8
4
$
5
3
g
7
g
&
°
)
&
't
S
£

5. Capacity for involvement in making this plan

Does the person have capacity
to participate in making
recommendations on this plan?
Document the full capacity
assessment in the clinical record.

If no, in what way does this person lack capacity?

If the person lacks capacity a ReSPECT conversation must
take place with the family and/or legal welfare proxy.

6. Involvement in making this plan
The clinician(s) signing this plan is/are confirming that (select A,B or C, OR complete section D below):

| A This person has the mental capacity to participate in making these recommendations. They have been
fully involved in this plan.

| B This person does not have the mental capacity, even with support, to participate in making these
recommendations. Their past and present views, where ascertainable, have been taken into account.
The plan has been made, where applicable, in consultation with their legal proxy, or where no proxy,
with relevant family members/friends.

| € This person is less than 18 years old (16 in Scotland) and (please select 1 or 2, and also 3 as applicable
or explain in section D below):
|11 They have sufficient maturity and understanding to participate in making this plan

|2 They do not have sufficient maturity and understanding to participate in this plan. Their views,
when known, have been taken into account.

| |3 Those holding parental responsibility have been fully involved in discussing and making this plan.

D If no other option has been selected, valid reasons must be stated here: (Document full explanation in
the clinical record.)

7. Clinicians’ signatures

Grade/speciality Clinician name ‘GMC/NMC/HCPC no. | Signature Date & time

Senior responsible clinician:

8. Emergency contacts and those involved in discussing this plan

Role and

Name (tick if involved in planning) contact no.

Primary emergency contact:

9. Plan reviewed (e.g. for change of care setting) and remains relevant

Review date Clinician name GMC/NMC/HCPC No. | Signatu

If this page is on a separate sheet from the first page: Name: 1D number:

Version 3.0 © Resuscitation Council UK, - icensed under a Creative Commons Attribution-NonCommercial-NoDerivatives 4.0 International License- see http://respectprocess.org.uk for more information.

Figure 2 ReSPECT form, V.3.0. CPR, cardiopulmonary resuscitation; NHS, National Health Service; ReSPECT, Recommended

Summary Plan for Emergency Care and Treatment.

Analysis
The analysis included two stages. In the first stage, we used a
modified framework analysis approach,'’ guided by an ethical
lens, whereby we looked for explicit and implicit ethical issues
and concepts within the data. Twelve transcripts (five patient/
relative, four clinician and three care home staff interviews)
were thematically analysed by six members of the study team
(KE, CJB, JH, CJH, FG and A-MS): four social scientists, one
GP/medical sociologist and one GP/medical ethicist; 11 of these
transcripts were coded by two or more study team members.
While focused on identifying ethical issues, this initial analysis
used an open coding approach.'? Following team discussion, a
draft coding framework was developed by A-MS.

Interview transcripts were then summarised by KE and A-MS,
following a pen portrait approach." To achieve code saturation,
37 individual pen portraits were created, including all patient/

Table 1 Sample

Interview type Number of interviews Participants

Patient/relative 13 (nine via telephone; four
in person, at the participant’s
home)

23 (12 in person, at the

16 (six patients, four relatives and
three patient and relative pairs)

Care home staff 31 (16 care coordinators/senior

members participant’s workplace; 11 on  carers, 12 care home managers/
Microsoft Teams) deputy managers, three senior
nurses/nursing leads)
Primary care 26 (25 on Microsoft Teams; 26 (21 GPs and five specialist
clinicians one in person, at the nurses)
participant’s workplace)
Total 62 73

GP, general practitioner.

relative interviews and half of the clinician and care home staff
interviews. Using the draft coding framework, KE and A-MS
undertook codebook thematic analysis, in line with the frame-
work analysis approach,'’ with KE coding all pen portraits
and A-MS coding 40%; the process allowed for the refining of
existing codes and categories and for the development of new
ones.'? Intercoding was compared in meetings which found
analysis highly consistent. The remaining interview transcripts
were then reviewed by A-MS; this process yielded no additional
codes, suggesting that meaning saturation had been achieved.'*
This analysis led to a framework with eight categories (see online
supplemental material). We have reported on the results of this
initial descriptive analysis in the overall study report.’

In the second stage of analysis, on which we report in the
current paper, we deductively analysed the data across these
categories to explore to what extent the ReSPECT process facil-
itated best interests decision-making in emergency situations,
guided by the following questions:

» To what extent do ReSPECT plans reflect patient wishes/
preferences?

How do ReSPECT recommendations inform best interests

decision-making (defined as balancing harms and benefits

of treatment, taking into account patient preferences and
values)?

What external constraints impact on implementation of
patient wishes as recorded in ReSPECT recommendations?
These questions reflect our normative positioning on best
interests as emphasising patient wishes, preferences and values.
The extracted data across all categories in our primary analysis
were deductively analysed using our established codes and recat-
egorised into three topics that mapped to our three questions

>

>
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Table 2 Categories and codes for deductive analysis within a best
interests normative framework

Topic Codes

ReSPECT plans vary >
in the extent to which ~ »
they reflect individual ~ »
autonomy

Control of ReSPECT initiation

Changing priorities during illness course
Patients’ views not considered (in completion or in use
of form)

Control of form/information

Patient understanding

Patient capacity

Empowers patient/reflects patient wishes
Advocating for one’s own wishes

Timing of conversation

Cannot address all scenarios

VVVVYVYYVYY

v

Interpretation

of ReSPECT
recommendations in an
emergency is complex
and variable

Assumptions that form is DNACPR (do not attempt
cardiopulmonary resuscitation)

» Recommendations not being followed

» Form protects patient from inappropriate treatment

» Difficulty interpreting form

» Form inadequately completed

» Form prevents patient from receiving treatment

» Responding to changes in healthcare needs

» Advocating for the patient

» Concern that recommendations will not be followed

» Confidence that recommendations will be followed

» Family's wishes/interests

» Clinician responsibility to make a best interests decision
» Reduces admissions

» Strain on staff resources

» Recommendations not feasible in current situation

Healthcare system
constraints may impact
on the implementation
of ReSPECT
recommendations

around best interests (table 2).'® Thus, the current paper focuses
on the best interests thread running through these identi-
fied categories, adding a layer of interpretation to the original
framework.

FINDINGS

Sixty-two interviews with 73 participants took place; for sample
characteristics see table 1. In what follows, we describe the
themes (topics) identified in our deductive analysis, framed by
our three questions (table 2).

ReSPECT plans vary in the extent to which they reflect
individual autonomy

Patient participants expressed confidence that the recommenda-
tions recorded on their ReSPECT plans would be followed in
an emergency, thereby protecting them from receiving treatment
they would not want—in most cases, CPR. As one participant
said:

your own wishes are in black and white for, for someone to read.
And, and that’s there, so they have to follow what you’ve put down.
It’s not just saying to one GP what you, what you want, and that GP
happens to be not around at that particular time. It’s all here and,
and signed off by a doctor. (Patient 12)

Although patient participants varied in the extent to which
they remembered the ReSPECT conversation, all said the
recorded recommendations reflected their wishes. However, not
all patient or relative participants recalled a conversation about
what they valued in terms of medical treatment other than CPR,
which was sometimes the only recommendation recorded on

the form. One participant described to the researcher what she
would have wanted the form to include in response to questions
like ‘what is important to you?’, saying these questions had been
left blank on her form.

Care home staff, GPs and nurses spoke of exploring patients’
wishes as central to the ReSPECT process. For example, when
describing a ReSPECT conversation with a terminally ill patient,
one nurse said:

So we discussed his future wishes, what’s important to him, what’s
important to him in terms of treatment going forward or not (...)
and then formulating that into a ReSPECT Form and into a, into a
care plan. (Specialist nurse 5, Area 3)

Nonetheless, GPs and nurses also described challenges in
holding ReSPECT conversations when patients found it difficult
to imagine or understand future clinical scenarios and treatment
options, meaning their preferences could not be translated easily
into recommendations.

When GPs and nurses spoke about exploring what was
important to patients, they often maintained a clinical focus,
with the discussion centred on treatment. A few patient partic-
ipants, however, expressed a more nuanced understandings of
the relationships between values and ReSPECT recommenda-
tions. For example, one participant said:

...if T could be brought back to consciousness and given a week or
two of consciousness to resolve any outstanding financial matters,
then I might take that. If the best it could do is just keep me alive
in a non-sentient state where I wouldn’t be able to contribute
any further to these questions about my financial future, then I
probably wouldn’t want it. (Patient 3)

ReSPECT recommendations reflected the patient’s current
condition and preferences. However, clinician participants said
ReSPECT plans were not reviewed regularly, mainly due to time
constraints. Instead, they relied either on the patient asking for
a review, or on their own assessment of deterioration in the
patient’s condition. Relying on patients to trigger the review
process could be problematic. We found in our interviews with
patients and relatives that while some knew ReSPECT forms
could be reviewed, others did not.

Interpretation of ReSPECT recommendations in an emergency
is complex and variable

In our sample, care home staff witnessed how ReSPECT recom-
mendations were used in emergencies, and much of this section
focuses on their perspectives. Care home staff reported that
ReSPECT recommendations were often non-specific (using
phrases such as ‘for ward-based care’ or ‘not for admission’)
or did not reflect the current clinical situation. In practice, this
could lead to diverging interpretations of ReSPECT recommen-
dations by attending clinicians (usually paramedics or GPs) in an
emergency, resulting in decisions that care home staff perceived
as not in the patient’s best interests. For example, care home
staff sometimes felt the attending clinician failed to consider that
the ReSPECT recommendations did not capture the current situ-
ation, following them to the detriment of the patient’s care. As
one participant explained:

...you have to push quite hard then to get them [residents]
admitted into hospital. So, just because the form says that it’s not
explicit for every circumstance. Circumstance changes, it’s every
situation is different, isn’t it? And you can’t foresee everything on
the ReSPECT form, and some people take it quite literally. But
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that’s not happened once or twice. That’s been quite frequent.
(Care home manager/deputy manager 2)

In other situations, attending clinicians appeared to go
against ReSPECT recommendations that other staff involved in
the patient’s care thought were relevant. In one case, a nurse
described a patient being admitted to the hospital, despite her
ReSPECT form indicating she was not for admission:

[the patient] ended up being in hospital for a week without any real
confirmed diagnosis... And speaking to her relatives, you know,
they were just distraught. (Specialist nurse 3, Area 1)

In another example, a care home staff member described
a patient not being admitted despite the recommendations
appearing to indicate admission was relevant in this situation:

...we had somebody who was for admission for all reversible, for
a reversible condition, so if they had a chest infection but they
needed hospital treatment to reverse the symptoms or make them
better. And they didn’t go to hospital. The ambulance crew on that
occasion said, “The decision rests with us.” (Care home manager/
deputy manager 5)

On occasion, attending clinicians conflated a ReSPECT
recommendation that the patient not be admitted to the hospital
with an assumption that the patient was for ‘end-of-life’ care or
not for other treatment.

I’ve had three, about three months ago where the paramedics came,
saw the ReSPECT Form and said, phone 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.” (GP 6, Area 2)

And I think then, the problem I think that happens there is then
they’re [paramedics] interpreting that maybe they can’t give
treatment because it says, “Not for admission.” (Care home
manager/deputy manager 5)

As these cases show, while ReSPECT recommendations were
recorded with the intention to equip clinicians to act in the
patients’ best interests, as they were open to interpretation, in
some emergency situations this aim was not realised.

Clinicians attending a patient in an emergency, often out of
hours, may not have detailed knowledge of the patient with
which to interpret ReSPECT recommendations when making a
decision in the patient’s best interests. As one GP participant
explained:

...obviously if it’s not within [GP practice opening] hours, we have
to be at the mercy of kind of paramedics and out-of-hours doctors
or clinicians making that judgment call. And I think the ReSPECT
form can only do so much in that it can give the background to the
patient and the baseline roughly of what that patient’s usually like
and what the kind of family are aware of and what the wishes of
the family are, what the wishes they believe of the patient are, but
it comes down to their clinical judgment I think at the end of the
day as to whether they believe something is reversible and therefore
hospital admission is warranted or not. (GP 20, Area 3)

As captured in this quote, the ReSPECT plan can, at best,
provide information for the clinician who does not know the
patient to assist in making a best interests decision. The degree
to which the patient’s values and preferences are explicit in
the ReSPECT plan, and the detail provided in the clinical

recommendations, will ultimately affect how person-centred the
best interests decision can be.

Healthcare system constraints may impact on the
implementation of ReSPECT recommendations

Even if patient preferences are clearly articulated in recommen-
dations, external constraints may limit the extent to which they
can be enacted. For example, a GP described how, where frail
patients wished to be for active treatment, hospitals’ concerns
over resources could compromise the implementation of patient
wishes:

if patients are very frail, have an end-of-life condition but they
would want all active treatment, you know you’re going to have a
difficult conversation with the bed manager if you, if you ring up
and want to admit them. You have to sort of justify why this patient
should be admitted when they are in such a, a frail case, so yeah, |
think that’s a difficulty. (GP 17, Area 1)

Another constraint was the availability of care at home. One
GP described how, as a junior doctor working in hospital, they
encountered patients who had been admitted despite their
ReSPECT plan stating otherwise:

And it may have been that carers were just not happy to leave them,
it may be that they didn’t have adequate medications or symptom
control in place to enable them to stay at home. Maybe they just
didn’t have the social care framework in place for, to enable them
to stay at home or it may be that whoever has made that decision
hasn’t seen the form. (GP 20, Area 3)

Similarly, a nurse described having to move end-of-life patients
to a hospice despite their previously expressed wishes, due to
inability to manage symptoms at home. Another nurse cautioned
that home care-related constraints are not always taken into
account— although they should be—when clinicians interpret
ReSPECT recommendations:

One recently that I've had is a gentleman who’s got [condition].
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.” But, actually, there’s other factors, as well, that
are going on, if that makes sense. (Specialist nurse 1, Area 2)

DISCUSSION

In this study of ReSPECT use in primary care, we found that
inconsistent practices around recording patient wishes, diverging
interpretations of the meaning and authority of recommenda-
tions and different situational contexts affect how ReSPECT
plans impact on best interests decision-making in an emergency.
While all participants—GPs and specialist nurses, care home
staff and patients and relatives—emphasised the importance
of recording patients’ wishes, preferences and values, in prac-
tice, plans did not always reflect this. Additionally, while both
clinicians and care home staff described ReSPECT conversations
as person-centred, in an emergency, many said that ReSPECT
recommendations were not always followed and some expressed
concern that variation in the interpretation of recommendations
could lead to suboptimal treatment for some patients.

Our findings suggest the use of ReSPECT as currently prac-
ticed in community settings needs to be viewed with caution
when informing best interests decisions regarding patient treat-
ment in an emergency. There is substantial variation in the
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extent to which ReSPECT recommendations record or reflect
patient wishes, preferences or values sufficiently to fulfil the
requirement of best interests decision-making under the Mental
Capacity Act." We have identified similar uncertainties in
ReSPECT plan completion in a previous study conducted in UK
hospitals, where time constraints and concerns about protecting
patients from harm led to inconsistencies in the degree to which
patient preferences and values were explored.'”2° The lack of a
structured framework for ReSPECT plan review creates uncer-
tainty about the relevance of recorded preferences in emergen-
cies. As Zivkovic argues, anticipatory plans present patients with
a linear vision of the future that cannot predict the dynamics of
illness, care and sociality.*! These concerns about the validity of
patient preferences recorded in ECTPs have also been noted in
relation to POLST.” %

Moreover, as with other anticipatory decision-making
models,”* ReSPECT recommendations cannot anticipate
every possible emergency scenario, meaning that recommen-
dations must be subject to interpretation during an emergency.
For some clinicians, ReSPECT recommendations contribute to
the best interests decision-making process but do not have to
be followed, while others view ReSPECT recommendations as
determinative within the best interests assessment. This can lead
to conflict between carers and clinicians, and potential harm to
patients. Additionally, our finding that patient and relative partic-
ipants expect ReSPECT recommendations will be followed in all
situations demonstrates a gap between patient/relative expecta-
tions and clinical practice. Clinicians should make patients and
relatives aware that ReSPECT guides, but does not prescribe,
clinical decision-making.

The uncertainty and inconsistency in the interpretation of
ReSPECT recommendations identified in our study reflects
diverging concepts of best interests as synonymous with,
informed by or distinct from preferences.”® Broadly speaking,
in clinical practice, best interests is conceptualised as reflecting
and informed by the patient’s values/wishes/preferences, but not
determined exclusively by patient preferences.”” Recent cases
in the UK Court of Protection suggest increasing prioritisation
of the person's wishes and preferences in best interests deci-
sions, giving greater weight to individual autonomy.* However,
understanding previously expressed wishes for particular treat-
ments in specific emergency situations is challenging, given the
uncertainty of many illness trajectories. To respect the patient’s
autonomy, an understanding of who they are as a person and
what is important to them may be more meaningful.

In theory, ECTPs, including ReSPECT, can facilitate best inter-
ests decision-making in an emergency by providing evidence of
the patient’s preferences regarding treatment and an indication
of what is important to them for an acceptable life. However,
the patient’s preferences may have changed over time, and it is
sometimes unclear whether patient preferences and values were
sufficiently explored during the ReSPECT conversation and
considered when writing recommendations.

This ambiguity regarding the weight to be given to ReSPECT
recommendations can be challenging for clinician decision-
makers and may lead to treatment decisions inconsistent with
what the patient would have wanted or their overall best
interests. As commentaries on POLST have noted, these risks
are reduced when ECTPs are used for a person with a specific
life-limiting illness and clearly defined future emergency
scenarios.’ 2> However, this is not the case for many people for
whom ECTPs such as ReSPECT are being advocated. The impor-
tance of context and flexibility in using and interpreting tools
such as ReSPECT for individual patients needs to be carefully

considered. In the UK, previous experience with end-of-life care
protocols, such as the Liverpool Care Pathway, underscores this
message.”® This reflects a wider discourse on the tension between
clinical guidelines and individualised patient care.*’

Our findings convey the importance of including informa-
tion about patients’ values and preferences on ReSPECT plans,
beyond binary decision-making for or against certain treatments.
In our earlier study of hospital-issued ReSPECT forms, we found
that information on patient preferences was rarely recorded.’”
In our recent analysis of community-issued ReSPECT forms,
just over half of the forms featured information on patient pref-
erences and/or values." *° Explicitly considering the person’s
previously expressed values and preferences is part of a best
interests decision-making process and is a requirement under
the Mental Capacity Act." Recording such information reflects
the values of person-centred care® and, in an emergency, would
allow clinicians to interpret relevant recommendations contex-
tually and make best interests decisions aligned with patients’
values.

This study is the first to triangulate viewpoints from key stake-
holders in the ReSPECT process within community contexts,
including patients and relatives, care home staff members and
primary care clinicians. Our study was limited by the under-
representation of people from minority ethnic groups in the
patient/relative data.’® Further research is needed to examine
ReSPECT decision-making in emergency situations and include
ambulance staff and other out-of-hours responders.

CONCLUSION

The use of ReSPECT in community settings can facilitate
best interests decision-making in an emergency by providing
evidence of patient values and preferences regarding treatment
and care. It is viewed positively by patients and relatives, GPs
and specialist nurses and care home staff. However, as currently
used, ReSPECT recommendations may not always reflect patient
preferences, particularly when attending clinicians need to inter-
pret recommendations that did not anticipate the current emer-
gency. This may compromise best interests decision-making.
Recording patients’ values and preferences in greater detail on
ReSPECT plans, rather than focusing on specific recommenda-
tions, may help overcome this challenge, in providing attending
clinicians with richer contextual information through which to
interpret treatment recommendations.
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