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Abstract
Background  Despite the availability of guidance for the provision of good end-of-life care, there are significant 
variations across the UK in its delivery. This study sought to identify the influences on end-of-life treatment and care 
planning across several areas where deficiencies in evidence-based practice have been identified, and to develop 
consensus among healthcare providers and users for recommendations on how to address these deficits.

Methods  An online survey (106 responses), qualitative interviews (55 participants) and a consensus-building exercise 
(475 participants in the initial round) were undertaken. Participants included people approaching the end of life, 
people important to them, and health and care practitioners who help people plan for the end of life or provide end-
of-life care. Recruitment was via online methods, including social media and online newsletters of relevant charities 
and professional organisations. Thematic analysis using the framework method was used to analyse qualitative data. 
Synthesis of qualitative and quantitative data led to the development of statements regarding recommendations for 
advancing implementation of good practice. A two-stage consensus-building exercise asked respondents first to rate 
these statements and then to rate and rank further sub-recommendations in three areas.

Results  Results from the consensus building exercise confirmed that end-of-life care planning conversations are to 
be welcomed and encouraged, and that the priority should be to have the conversation (which could be initiated 
by a range of professionals, or people planning end-of-life care themselves), rather than to wait for an ideal time to 
have it. Further rounds identified specific components of a standardised record of end-of-life treatment and care 
preferences that should be prioritised, specific health and care staff that should be empowered through training 
in advanced communication, and aspects of communication most important to include in training for healthcare 
professionals.

Conclusions  Our study has identified opportunities for action to improve end-of-life treatment and care by 
combining multiple stakeholder perspectives and building consensus among them: the resulting recommendations 

Consensus-building to improve 
implementation of NICE guidance 
on planning for end-of-life treatment 
and care: a mixed-methods study
Frances M. Wu1*, Robert Pralat2, Clare Leong2, Victoria Carter3, Zoë Fritz2 and Graham Martin2

http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s12904-024-01495-3&domain=pdf&date_stamp=2024-7-9


Page 2 of 14Wu et al. BMC Palliative Care          (2024) 23:169 

Background
The implementation of evidence-based practice is chal-
lenging across healthcare fields [1], and end-of-life care 
(EOLC)1 is no exception. In the United Kingdom (UK), 
the National Institute for Health and Care Excellence 
(NICE) has produced a range of guidance and quality 
standards on EOLC provision. This includes guideline 
NG142 which focuses on the organisation and delivery of 
services to provide treatment and care for adults in the 
final weeks and months of life across all stages of care, 
including those relating specifically to planning ahead for 
EOLC which we identified as particularly important: (1) 
identifying people who may be approaching end of life; 
(2) undertaking important conversations around peo-
ple’s EOLC preferences; (3) advance care planning; and 
(4) ensuring that preferences are documented and acted 
upon [2]. For this work, we employ a broad definition of 
‘approaching end of life’ guided by the General Medical 
Council’s definition of people ‘likely to die within the next 
12 months’, and including those other conditions such as 
advanced, progressive conditions or frailty and co-exist-
ing conditions [3].

The existing literature covers a wide range of influences 
across the four stages identified above. Specific charac-
teristics of the individuals who are approaching end of 
life, such as the nature and course of their primary health 
condition, co-occurring conditions, and cultural perspec-
tives on end of life, impact access to and uptake of EOLC 
in general and hospice care in particular [4–6]. Charac-
teristics of healthcare staff – such as training and back-
ground, their own attitudes and beliefs, professional roles 
and how they fit into the overall pictures of an individu-
al’s care – also contribute to timeliness of access to and 
decision-making surrounding EOLC [4, 6]. Other factors 
include the influence and support of family and caregiv-
ers, the availability of financial resources, system-level 
factors such as the degree of continuity and coordination 
of care, and broader legal and policy factors [4, 6]. 

In part due to these influences, available evidence sug-
gests marked variations in quality of treatment and care 
planning at the end of life in England and the wider UK 
[7–11], often deviating from national standards and rec-
ommendations issued by NICE and other authorities. The 
Priorities for Care of the Dying Person make clear that 
there should be an individualised plan of care when it is 
thought that a person may die within the next few days 

1  We use the abbreviation EOLC throughout the paper, which we mean to 
denote both care and treatment at the end of life.

or hours [12], yet the National Audit of Care at the End 
of Life for England and Wales (NACEL) found a docu-
mented individualised care plan in only 73% of imminent 
deaths [13]. In relation to communication surrounding 
care plans – that is, to ‘discuss, develop and review’ care 
plans with patients per NICE Quality Standard 144 – the 
2021 NACEL found that patients were involved in care 
plan discussions in only 25% of all deaths. In continued 
efforts to address such gaps, the National Palliative and 
End-of-life Care Partnership has recently refreshed their 
framework for improving EOLC planning throughout 
England [14]. In Scotland, a strategy steering group led 
by the National Clinical Lead for Palliative Care will over-
see the development and delivery of the next Palliative 
and End of Life Care Strategy [15], following on from the 
2015 strategic framework [16].

A key first step in closing the gap between evidence-
based standards and routine practice is characterising the 
influences on practitioners in following guidance in their 
day-to-day work. The overall aims of this study were two-
fold: to identify influences on end-of-life treatment and 
care planning where deficiencies in evidence-based prac-
tice have been identified; and to develop consensus from 
stakeholders on recommendations for approaches that 
might effectively address these deficits.

Methods
Study activities included qualitative interviews, a survey, 
and a consensus-building exercise, described below. The 
research was guided throughout by two advisory groups 
involving patient, public, practitioner and policy stake-
holders. The patient and public advisory group included 
eight members with a diverse range of experiences and 
backgrounds, including planning EOLC for themselves or 
for someone close. The professional advisory group com-
prised eight individuals from organisations with roles in 
end-of-life care policy and implementation, clinicians 
with experience in end-of-life care and care planning, 
and academics with expertise in the topic area.

Data collection tools were informed by early conversa-
tions with NICE, a scoping review of the literature and 
stakeholder interviews, which identified and verified 
topic areas of enquiry. Questionnaires and interview 
guides were drafted iteratively by the research team. 
Both advisory groups provided input on all the data col-
lection tools. ZF/CL/GM/FW led interviews (two are 
physicians with clinical backgrounds, and two are doc-
torally-qualified social scientific researchers). No rela-
tionship with participants was established prior to study 

have sufficient granularity to be implemented and evaluated. They are of relevance to policy makers, those who train 
healthcare professionals, and those looking after patients approaching the end of life.
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commencement and participants did not have knowledge 
of the interviewer prior to the interview.

Initial stakeholder interviews
To ensure broad-based understanding of relevant issues, 
we undertook interviews with key senior stakeholders 
including those involved in delivering EOLC in health 
and social care, those representing voluntary sector 
organisations, and academics. Using purposive sam-
pling, we identified relevant stakeholders in consultation 
with NICE and our advisory groups. All individuals were 
emailed to request participation in a 30–40  min online 
interview. Following informed consent, interviews took 
place and were digitally recorded and transcribed by a 
third-party transcription service.

Survey and further in-depth interviews
We sought the views of a wider range of individuals 
involved in planning EOLC through an online survey 
and qualitative interviews (see Supplementary File 1 for 
the questionnaire and interview guide). These included: 
people who may be approaching the end of life or have 
planned ahead for this time; people important to them 
such as family, friends and informal carers; healthcare 
staff; and social care staff. For the first two groups, we 
sought to recruit people 18 years and older who had had 
conversations about EOLC in the UK within the last two 
years. For the latter two, we sought people who were 
involved in the care of people who may be approaching 
the end of life or receiving EOLC in the UK.

We enlisted the help of professional associations, chari-
ties and other groups with interest or involvement in 
EOLC to recruit participants from across the UK. Of the 
75 organisations we contacted to request assistance with 
recruitment, 34 helped to publicise the study through 
social media, newsletters, bulletins, or email distribution 
lists. The study was also publicised on Twitter.

We administered the survey on the online Thiscovery 
platform (www.thiscovery.org) from December 2021 to 
March 2022. Survey topics included: identifying those 
approaching the end of life, initiating and having conver-
sations about treatment and care preferences, document-
ing preferences, and ensuring that people’s preferences 
are known and acted on across the health and care sys-
tems. Slightly different versions of the questionnaire were 
used for each participant group. Survey respondents 
were asked if they would be interested in participating in 
a follow-up interview. Those who agreed were provided 
with further information and, subject to consent, partici-
pated in semi-structured online interviews that covered 
similar topics to the survey.

All interviews were digitally recorded and transcribed.

Consensus-building exercise
We drew on the data collected in earlier stages to under-
take a consensus-building exercise, using an adapted 
Delphi approach [17, 18], to identify the level of agree-
ment regarding the desirability and feasibility of vari-
ous approaches to improve implementation of guidance 
on planning EOLC. The Delphi approach is a structured 
methodology which seeks to build consensus by collating 
initial views and then allowing participants to reconsider 
their views in light of the wider group’s.

Individuals who had participated in earlier stages were 
invited to take part. New participants were also recruited 
through further publicity activities from professional 
associations, charities and other groups, and additional 
individuals representing policy or regulatory organisa-
tions with relevance to end-of-life care provision were 
also invited. Using the Thiscovery platform, there were 
two tasks over four rounds (see Fig.  1). The first task 
(rounds 1 and 2) was to rate the importance of a series of 
statements related to improvements to implementation 
of EOLC guidance. These statements were developed by 
the research team (with input from the advisory groups) 
based on the survey responses and the views expressed 
in interviews: they represented aspects of EOLC plan-
ning that were amenable to actionable improvement. The 
second task (rounds 3 and 4) developed and refined these 
statements in order to produce recommendations with 
sufficient specificity to be useful.

For the first round, participants were asked to rate 13 
statements using a nine-point scale (1 – not important at 
all to 9 – extremely important). For round 2, participants 
were given the opportunity to revisit and re-rate the ini-
tial preferences in light of overall participant preferences 
- for each statement that did not meet consensus, partici-
pants were presented with their own original rating, the 
overall mean rating for all participants, and the mean rat-
ing for participants in their group. They were then asked 
to re-rate each statement in light of this information.

For round 3, participants were asked to select the top 
five priorities relating to specific statements and, for 
round 4, participants were asked to rank them.

The threshold for rating statements consensus was set 
at 70%, which meant that any statement where at least 
70% of the respondents rated either 7, 8, 9 or 1, 2, 3 was 
deemed to have reached consensus that an item was, or 
was not, important, respectively.

Analysis
For the survey, basic descriptive statistics (mean and 
proportions) were calculated for demographic questions 
and questions related to various aspects of end-of-life 
conversations.

For the qualitative interviews, a coding framework was 
developed using the primary areas of enquiry from the 

http://www.thiscovery.org
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interview topic guide. Two members of the research team 
used the coding framework to independently code three 
interviews. After comparing coding, codes were slightly 
modified and additional codes were added to the coding 
framework. The remaining interviews were coded by one 
member of the research team. NVivo 12 was used to code 
the interviews and generate a matrix for framework anal-
ysis [19]. Important themes were then drawn out from 
analysis of the matrix.

For the consensus-building, the mean ratings were 
calculated for all participants by respondent group. For 
questions that asked participants to select their top 5 
statements, we calculated for each statement the total 
number of participants who had included that statement 
among their top 5 choices. Finally for questions that 
asked participants to rank statements (between 1 and 5) 
we assigned points to the statement based on rank – 5 
points for rank 1, 4 points for rank 2, through to 1 point 
for rank 5 – such that higher points reflect higher rank-
ing. We calculated the total points for each statement. 
Analyses were performed in R and Microsoft Excel.

Results
Survey
We received 106 responses to the survey: 52 responses 
from individuals approaching the end of life or some-
one important to them, and 54 from health or social care 
staff. Demographic data are shown in Table 1.

The 52 responses from people approaching the end of 
life or people important to them indicated that the indi-
viduals for whom they were responding had a range of 
conditions, including cancer (15, 29%), a long-term life-
limiting physical condition other than cancer (24, 46%), 
dementia (4, 8%), a mental health condition (1, 2%) and 
another form of disability (3, 6%). Thirty of the 52 were 
people important to the person at the end of life, includ-
ing family, friends or informal carers; just over half (16, 
53%) of them had been assigned lasting power of attor-
ney for health and welfare.

Around half of participants agreed or strongly agreed 
that they felt prepared for the conversation about EOLC 
when it started and that the people they spoke to were 
sensitive and caring. One third of participants agreed or 
strongly agreed they had a good understanding of ser-
vices available to them and 35% agreed or strongly agreed 
that they felt confident that their preferences would be 
followed by clinicians and others providing care.

In terms of who is best placed to initiate a conversation, 
over half of participants felt that a member of a palliative 
care team specialised in EOLC, the person’s GP, someone 
important to the person approaching the end of life, or a 
member of staff at a hospital that the person has regular 
appointments with would all be appropriate.

Participants were asked to rate the importance of dis-
cussing and documenting various aspects of EOLC with 
health or social care staff. Based on percent selecting 
‘Very important’, participants felt that their perspective 

Fig. 1  Two consensus-building tasks over four rounds, using an adapted Delphi approach
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on quality of life versus prolonging of life was highly 
important (85%), as were desired outcomes (85%) and 
specific treatments they would or would not like to 
receive (81%) (see Table 2). Relatively, a lower proportion 

of respondents rated discussing who should be present 
at death (56%) and preferred place of death (65%) as very 
important.

Health and social care professionals
Health and social care professionals were asked simi-
lar questions to those asked of the first group, allowing 
comparison of some responses between groups. They 
recognised that several groups could be well-placed to 
initiate EOLC conversations – compared to people plan-
ning for EOLC and those important to them, the majority 
of health/social care professionals additionally indicated 
that another member of the general practice or commu-
nity healthcare team, a member of social care staff, or the 
person approaching the end of life themselves would be 
appropriate (see Table 2). Just under half of respondents 
also selected a member of staff at a hospital that the per-
son may not know so well as appropriate (see Table  2). 
Overall, health and social care professionals had more 
positive views about the appropriateness of most of the 
identified groups in initiating conversations, compared to 
people planning for EOLC and those important to them.

With regard to the content of conversations, nearly 90% 
of health and social care professionals rated ‘important 
outcomes’, and 80% rated ‘people’s views on the balance 
between prolonging life versus maximising quality of Iife’, 
as very important to discuss. Identifying who should be 
present at death was rated as very important by 61% of 
respondents, though discussing or putting in place legally 
binding arrangements appeared to be relatively less 
important for this group than for people planning EOLC 
and those important to them.

In terms of their own ability to discuss EOLC prefer-
ences with patients, over half of respondents strongly 
agreed with each of the statements that they had the right 
skills to start conversations and that they felt comfortable 
having those discussions. Only about a third of respon-
dents strongly agreed with statements that they had 
access to the right tools and resources to have productive 
conversations and that they were confident in making 
treatment decisions when a patient has lost capacity.

When asked in an open-ended question what would be 
most helpful in identifying people approaching the end of 
life, having conversations about their EOLC preferences 
with them, or recording and sharing these preferences, 
one third of respondents mentioned having a nationally 
shared record across care services. In addition, several 
participants mentioned communication training, for 
example advanced communication to navigate difficult 
conversations and starting conversations with people not 
immediately at the end of their life.

Table 1  Demographic information and professional information 
for survey respondents, by group
Characteristic Individuals approach-

ing end of life and those 
important to them 
(n = 52)

Health/
social care 
profession-
als (n = 54)

Sex
Female 38 (73%) 45 (83%)
Male 13 (25%) 9 (17%)
Prefer not to say 1 (1%) 0 (0%)
Age
18–35 4 (8%) 7 (13%)
36–45 4 (8%) 10 (19%)
46–55 7 (13%) 19 (35%)
56–65 15 (29%) 10 (19%)
66–75 12 (23%) 1 (2%)
76–85 7 (13%) 0 (0%)
86–95 1 (2%) 0 (0%)
Prefer not to say 2 (4%) 7 (13%)
Ethnicity
English / Northern Irish / 
Scottish / Welsh / British

48 (92%) 43 (80%)

Irish 0 (0%) 1 (2%)
Any other white background 2 (4%) 3 (6%)
White and Asian 1 (2%) 2 (4%)
Indian 0 (0%) 2 (4%)
Chinese 0 (0%) 1 (2%)
Any other ethnic group 0 (0%) 1 (2%)
Prefer not to say 1 (2%) 2 (4%)
Reported area of work for health and social care 
respondents (n = 54)
Social care 5 (9%)
Primary care or general practice 2 (4%)
Community healthcare 7 (13%)
Acute care 22 (41%)
Secondary mental healthcare 1 (2%)
Hospice 6 (11%)
Charity sector 2 (4%)
Other 8 (16%)
No response 1 (2%)
Reported professional role for health and social care 
respondents (n = 54)
Doctor – consultant or GP 13 (24%)
Doctor – junior or in training 4 (7%)
Nurse 19 (35%)
Allied health professional 1 (2%)
Social worker 4 (7%)
Social care worker 2 (4%)
Advanced nurse practitioner 3 (6%)
Registered manager 3 [6]
Other 5 [9]
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Interviews
We conducted 21 initial stakeholder interviews with indi-
viduals from various backgrounds, including those with 
experience in palliative care practice and discussing plans 
for EOLC, and people from voluntary and campaigning 
organisations with an interest in this area. Additionally, we 
conducted 34 interviews with individuals who responded 
to the survey. Of the 34 interviewees, 14 were health or 
social care providers, 7 were individuals planning EOLC, 
and 13 were carers or people important to those at the end 
of life. The interviews provided rich detail of people’s expe-
rience with EOLC. Below we describe findings across the 
interviews relating to cultural, legal and educational issues, 
and challenges relating to service provision and resourc-
ing constraints. We also discuss influences that support 
good EOLC planning communication and approaches that 
healthcare professionals said they found helpful in initiat-
ing discussions about EOLC planning.

Cultural, legal and educational barriers to implementation of 
good-practice standards
Interviewees shared their views on overall challenges in 
terms of ensuring that people’s preferences are known, 
shared, and acted on. People described their sense of how 
the palliative care approach was often at odds with a ‘cul-
ture of healthcare to cure’, to ‘intervene to save lives’.

‘If you can’t cure, it’s to control, and then [palliative 
care] feels like a failure, and that’s a mindset shift. 
You need to be able to hold in your head success 
being something other than cure or control.’ (Clinical 
academic in palliative medicine).

These contrasting mindsets could, in some participants’ 
views, deter both healthcare professionals and patients 
from opening conversations about EOLC options, and 
result in planning beginning later than optimal. The 
notion that it was countercultural to integrate enabling a 
good experience of death within good care was expressed 
across participants groups. One participant, for example, 
described the challenge of culture change in contexts 
such as emergency care where clinicians are tasked with 
assessing a situation very rapidly and making a decision 
in haste:

‘We’re in a way fighting against our historic tra-
ditional foundations of a lifesaving organisation. 
We’re trying to create a culture change.’ (Ambulance 
healthcare professional).

Relatedly, interviewees elaborated on how the culture of 
medicine was at times at odds with patient preferences. 
For example, some interviewees described situations 
where a person’s capacity was questioned simply because 

Table 2  Selected survey responses, by group
Individuals approach-
ing end of life and 
those important to 
them (n = 52)

Health/
social care 
profession-
als (n = 54)

Who do you think should 
initiate an EOLC conversa-
tion? (Percent of respon-
dents selecting option)
Anyone over the age of 18 27 30
The person approaching the 
end of life

48 69

Someone important to the 
person approaching the end 
of life

54 72

The person’s GP 60 78
Another member of the gen-
eral practice or community 
healthcare team

44 76

A member of social care staff, 
such as a social worker

27 61

A member of staff at a hospi-
tal that the person has regular 
appointments with

50 74

A member of staff at a hospi-
tal that the person may not 
know so well

21 46

A member of a palliative care 
team

65 70

When do you think is 
the best time to have a 
conversation about EOLC? 
(Percent of respondents 
selecting option)
When it is thought that 
someone will die within the 
next year

13 20

When it is thought that 
someone will die within the 
next few days/weeks

2 0

After someone is diagnosed 
with a life limiting condition

44 33

Routinely with all adults 25 24
Only when initiated by the 
person

2 2

Other 10 20
How important are discuss-
ing and documenting vari-
ous aspects of EOLC with 
health or social care staff? 
(Percent responding Very 
Important)
Putting in place an advance 
care plan

75 69

People present at death 56 61
Preferred place of death 65 74
Prolonging life versus maxi-
mising quality of life

85 80

Important outcomes 85 89
Preferred treatments 81 72
Legally binding arrangements 71 44



Page 7 of 14Wu et al. BMC Palliative Care          (2024) 23:169 

they did not agree with their clinicians, or chose to refuse 
treatment. These occurrences were, according to partici-
pants, not uncommon, despite clear legislation in Eng-
land and Wales – the Mental Capacity Act – that deems 
that a person must be assumed to have capacity unless 
otherwise established. Another interviewee shared:

‘So, I’m very, very open with doctors about talking 
about [my advance care plan] and they didn’t like 
that, he said, “Oh no, no, no, let’s not talk about that 
now, let’s not discuss that”. My nurse really strug-
gled with it at first, she was like, “Well, you know, 
we don’t need to talk about that”,’ and then when 
she became more aware of my story, she’s like, “OK 
I understand your thinking”. But I just find that I’m 
more open to talking about it than most healthcare 
professionals know how to deal with.’ (Individual 
planning EOLC).

Several interviewees brought up areas of confusion that 
made difficult EOLC situations even more challenging – 
for those planning EOLC and professionals alike. These 
included which advance planning documents are legally 
binding and which are not, as well as the status of docu-
mented preferences regarding attempted cardio-pulmo-
nary resuscitation (CPR) as medical recommendations 
rather than legally binding documents (unless expressed 
in an Advance Decision). Participants also described lack 
of understanding surrounding the legal situation when a 
person loses capacity about the rights (or lack thereof ) 
of family members, particularly in instances when the 
wishes of family members are not aligned with healthcare 
professionals seeking to act in the person’s best interest, 
or where there are differences of opinion regarding what 
the patient her/himself would have wanted.

‘[There is a] huge disjuncture between the law and 
medicine, how little doctors understand the law, how 
frequently doctors end up in court giving evidence 
and being cross-examined, and displaying their 
total ignorance about some of what are supposed 
to be the fundamentals of law in this country – to 
do with taking into account the person’s own values, 
wishes, feelings and beliefs, to do with the impor-
tance attached to autonomy, not simply to sanctity 
of life, and to do with basics like no, family are not 
the decision maker, the person giving the treatment 
is the decision maker.’ (Policy stakeholder).

Service provision and resourcing constraints on 
implementation of good-practice standards
Related to service provision, a particular challenge from 
professionals’ perspective was the tension between 

eliciting patient preferences and the reality of the avail-
ability of resources to meet people’s needs, and how 
conversations need to be bounded by system capacity 
(and communicated clearly) – particularly in less well-
resourced areas.

‘I think one of the initial challenges was, historically, 
planning for end-of-life and palliative care has been 
focussed around cancer and there has been inequity 
with non-cancer conditions. So, services would have 
been developed in that way and commissioned from 
that perspective …. [Palliative care] covers all of the 
different service areas, so it’s part of a care pathway 
for all of those conditions. So, it’s taken quite a num-
ber of years for people to recognise that it’s part and 
parcel of many care pathways from a service provi-
sion perspective.’ (Manager in palliative care).

Influences on implementing helpful EOLC planning 
conversations
Influences identified as facilitating good conversations 
in practice included: sensitivity to what is important to 
someone; prioritising relationship-building; ensuring 
individuals feel in control; demonstrating empathy and 
compassion; and giving people the time they need (even 
when time is pressing). Others included the importance 
of courage in communicating difficult but important 
news, and the need to convey positive things that could 
arise from good planning without sugar-coating the 
prognosis.

‘You have to be prepared to say, “Going into hospi-
tal you might get better, but actually it’s a possibility 
you may not ever be well enough to come out of hos-
pital and could die there”.’ (Healthcare professional 
in palliative medicine).
‘They [hospice workers] were so good, they provided 
me with the suction machine, they showed me how 
to use it, and they said, “This is how you use it, this 
is when you use it, but you know that it’s not going 
to stop him from dying but it will make him much 
more comfortable when he is dying”.’ (Carer).

Healthcare professionals discussed approaches they had 
taken in initiating conversations, and some shared frame-
works and specific questions asked of patients and fami-
lies to gain understanding of their perspectives. Some 
emphasised the importance of making known how the 
conversation would be documented and making clear if 
meeting preferences may not be possible due to resources 
or other reasons.

Most participants agreed that advanced communica-
tion skills were critical and that observing conversations 
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was a valuable way of learning how to facilitate conver-
sations better. They noted, however, that a focus on the 
completion of some advance planning documents could 
impede wider communication with an individual and 
preclude a full understanding of what is important to 
them.

Consensus-building
The consensus-building exercise took into account the 
main findings from the survey and interviews, specifi-
cally in areas where there would be meaningful learning 
or implications for EOLC. Findings from both datasets 
were used to identify key propositions about how prac-
tice might be improved, especially in relation to guidance 
about identifying people approaching the end of life, dis-
cussing with them their preferences for treatment and 
care, producing advance care plans, and ensuring that 
people’s preferences were accounted for in care provi-
sion. These were then formulated as (i) a series of state-
ments and (ii) more detailed specifications of activities 
relating to some of those statements, which were consid-
ered through successive rounds of the consensus-build-
ing exercise.

Rounds 1 and 2 – rating of statements
There were 475 participants in the first round of con-
sensus-building (Table 3). In the first round, 11 of the 13 
statements reached consensus. Two statements (state-
ments 5 and 7 in Table  3) did not reach consensus and 
were therefore subject to a second round of rating. In this 
second round, 60% of respondents from the first round 
participated (n = 283). Neither statement 5 nor statement 
7 reached consensus, with 60.8% and 64.9% agreement 
respectively after the second round (see Table 3).

Rounds 3 and 4 – Priority ranking of items relating to specific 
statements
All 475 participants from round 1 were invited to round 3 
and 57% (n = 273) participated. Three statements that had 
achieved consensus in the first task of consensus-build-
ing were covered in rounds 3 and 4 in order to develop 
further specificity/granularity in recommendations for 
these areas:

 	• statement 11 (‘A single, standardised approach to 
documenting and recording end-of-life treatment 
and care preferences is needed’).

 	• statement 4 (‘We need to empower a wider range of 
people, including staff, people preparing for end-of-
life and others, to initiate conversations about end-
of-life treatment and care, for example by providing 
them with better skills and knowledge’).

 	• statement 10 (‘Training on advanced communication 
skills should be provided to support healthcare 

professionals in initiating and conducting 
conversations about end-of-life treatment and care 
preferences’).

First, building on statement 11, participants were asked 
to rate the importance of incorporating various com-
ponents into standardised documentation (using a 
nine-point scale, from 1 – Not important at all to 9 – 
Extremely important). All items reached consensus with 
mean ratings between 81.3% and 99.3%, including seven 
items with consensus above 95% (Table 3).

Second, building on statement 4, participants were 
asked to choose and then rank five groups of people 
(from a list of 11 groups) who should be prioritised in 
efforts to improve skills and knowledge. The top five 
groups selected, in order by highest to lowest rank, were: 
general practitioners; staff in care homes; palliative care 
staff; specialist nurses; and healthcare staff working in 
the community setting (Table 3).

Third, building on statement 10, participants were 
asked to choose and then rank the five most important 
topics (from a list of 10 topics) for advanced communica-
tion skills training. The top five topics selected, in order 
by highest to lowest rank, were: exploring what matters 
to the person and people close to them, and what con-
cerns they might have; initiating conversations about 
EOLC; respecting people’s decisions about treatments 
they wish to receive when having conversations with 
them, in line with the Mental Capacity Act; facilitating 
and responding to questions, including signposting peo-
ple to other sources of support; and talking to the person 
about illness progression, including prognostic uncer-
tainty (Table 3).

Discussion
This study identifies multiple and complex challenges in 
implementing good-practice recommendations in plan-
ning for end-of-life treatment, care and decision-making, 
particularly in the areas of initiating conversations about 
preferences, documenting preferences, and ensuring that 
people’s preferences are made known to and acted on by 
other health and care professionals.

Our study builds on these known challenges [4–6, 20] 
by identifying opportunities for action to improve end-
of-life treatment and care and by combining perspectives 
of health and social care professionals, people planning 
for the end of life and those important to them, and 
building consensus among them to produce recommen-
dations with sufficient granularity to be implemented and 
evaluated.

There was no doubt about the importance of planning 
for EOLC and for timely initiation of conversations across 
participant groups, and our study found strong consensus 
around the importance of raising the issue of planning for 
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Statement Rationale People 
planning 
their own 
EOLC

People plan-
ning EOLC of 
others impor-
tant to them

Health and 
social care 
professionals

Policymakers and 
representatives of 
organisations with 
interest in EOLC

All

n = 278 n = 133 n = 38 n = 26 n = 475
1 Healthcare staff 

should initiate 
conversations 
and document 
preferences 
about end-of-life 
treatment and 
care planning 
routinely, includ-
ing for people 
who are not yet 
approaching end 
of life – for exam-
ple during regular 
check-ups with 
a GP or practice 
nurse, or when at-
tending hospital 
appointments.

Interview data suggest that conversa-
tions about EOLC preferences often take 
place too late or not at all. This statement 
proposes that routine conversations 
should be occurring, suggesting that 
they happen regularly regardless of 
patients’ conditions.

76.8% 71.0% 70.3% 60.9% 73.9%

2 It is sometimes 
OK for a health 
or social care 
professional to 
raise the issue of 
planning for end-
of-life treatment 
and care with 
someone, even if 
they don’t know 
the person that 
well.

Survey respondents showed preferences 
for who should initiate EOLC planning 
conversations, i.e. healthcare profession-
als that they know and see regularly. 
However, qualitative data suggest that 
conversations about EOLC preferences 
often take place too late or not at all. If 
endorsed, this statement may have value 
in showing health or social care profes-
sionals that it is OK to raise this issue 
even if they don’t know them that well.

79.4% 77.1% 78.4% 87.0% 79.1%

3 It is better for a 
health or social 
care professional 
to raise the issue 
of end-of-life 
treatment 
and care with 
someone, even if 
it’s not quite the 
ideal time, than 
for no-one to 
raise it at all.

When asked whether the initial conversa-
tion happened at the right time, survey 
responses were mixed. This statement 
seeks to address initiating EOLC planning 
conversations given challenges with 
identification of patients approaching 
the end of life. If endorsed, it may have 
value in showing health or social care 
professionals that it is OK to raise this 
issue even if they have some doubts.

84.5% 84.6% 78.4% 82.6% 83.9%

Table 3  Final overall and group-level rates of agreement for consensus building statements
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Statement Rationale People 
planning 
their own 
EOLC

People plan-
ning EOLC of 
others impor-
tant to them

Health and 
social care 
professionals

Policymakers and 
representatives of 
organisations with 
interest in EOLC

All

4 We need to 
empower a wider 
range of people, 
including staff, 
people preparing 
for end of life and 
others, to initiate 
conversations 
about end-of-life 
treatment and 
care, for example 
by providing 
them with bet-
ter skills and 
knowledge.

Survey and interview data suggest wide 
ranging views on who is appropriate and 
qualified to initiate end-of-life care plan-
ning conversations. Among healthcare 
professional respondents, there was 
strong agreement that one thing that 
prevented health and social care staff 
from having productive conversations 
was the belief someone else may be 
best placed to have them. Yet, when 
asked who is appropriate to initiate these 
conversations, responses suggested that 
any healthcare professional would be 
appropriate.
If consensus is reached, ranking exercise in 
round 3 to identify/prioritise groups to be 
empowered.

94.2% 92.4% 91.9% 95.7% 93.6%

5 Too many differ-
ent guides and 
protocols about 
how to have 
conversations 
about people’s 
preferences 
around end-of-
life treatment and 
care are available 
– a single guide 
to having conver-
sations would be 
better.

Conversations planning for a person’s 
EOLC preferences can happen at differ-
ent time points in the period before a 
person’s death. While the individual’s spe-
cific health condition or healthcare needs 
may be different, there are common 
elements (e.g. style, structure) of these 
conversations that could be included in a 
unified approach.
If consensus is reached, ranking exercise in 
round 3 to identify/prioritise elements of 
conversations.

60.8%
(62.1%)

60.0%
(53.9%)

69.2%
(56.8%)

53.3%
(39.1%)

60.8%
(58.2%)

6 Efforts to discuss 
and document 
end-of-life 
treatment and 
care preferences 
should focus on 
what matters to 
the individual and 
what they value 
in their life.

While survey respondents rated both 
preferred treatments and outcomes as 
very important to discuss and document, 
interviews with health and social care 
professionals suggest that EOLC planning 
conversations start by understanding 
what is most important to the person ap-
proaching the end of life. There was also 
some suggestion that specific directions 
about treatments that should and should 
not be given are more easily upheld if an 
individual loses capacity. However, we 
also heard from patients who found that 
conversations were sometimes carried 
out as ‘tick-box exercises’. These state-
ments seek to see whether there is con-
sensus on whether conversations should 
be values-based and/or decision-based.

94.9% 94.7% 94.6% 100.0% 95.1%

7 Efforts to discuss 
and document 
end-of-life 
treatment and 
care preferences 
should focus on 
specific treat-
ment and care 
preferences.

Same as 6 65.5%
(64.0%)

61.0%
(54.2%)

61.5%
(59.5%)

80.0%
(60.9%)

64.9%
(60.7%)

Table 3  (continued) 
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Statement Rationale People 
planning 
their own 
EOLC

People plan-
ning EOLC of 
others impor-
tant to them

Health and 
social care 
professionals

Policymakers and 
representatives of 
organisations with 
interest in EOLC

All

8 People approach-
ing end of life 
are not fully 
aware of what 
cardiopulmonary 
resuscitation 
(CPR) involves or 
who makes the 
recommendation 
– more consistent 
messaging is 
needed.

While survey respondents rated preferred 
treatments as very important to discuss 
and document, interviews with health 
and social care professionals suggest that 
there is often too much focus on the CPR 
‘decision’ during these conversations, 
to the neglect of wider considerations 
around EOLC. If endorsed, this statement 
may have value in showing that individu-
als and people who care about them 
should have a clear understanding of 
when there may be a CPR recommenda-
tion to make and when there is not.

86.2% 81.5% 86.5% 82.6% 84.8%

9 People approach-
ing end of life 
do not have a 
clear understand-
ing of what 
good-quality and 
poor-quality end-
of-life treatment 
and care look like 
– more work is 
needed to ensure 
that people have 
clear information 
about what to 
expect at the end 
of life, and know 
where to access 
support when 
things go wrong.

Qualitative data suggested that individu-
als and their carers continue to have 
poor experiences at the end of life. 
Several carers spoke of difficulties provid-
ing EOLC in the home setting including 
access to pain medication and limited 
home visits. Understanding of what can 
be expected and potential issues with 
care and treatment access in various set-
tings may need to be improved through 
better communication. There were a few 
examples where this communication 
occurred early and throughout the end 
of life period.

91.7% 86.2% 86.5% 95.7% 89.9%

10 Training on 
advanced 
communication 
skills should be 
provided to sup-
port healthcare 
professionals in 
initiating and 
conducting 
conversations 
about end-of-life 
treatment and 
care preferences.

Many survey respondents found 
advanced communication skills training 
particularly helpful to initiate sensitive 
or difficult conversations with patients, 
even given a short amount of time. They 
provided a very long list of resources 
they found helpful in this regard, making 
clear that there is not currently a unified 
approach.
If consensus is reached, ranking exercise in 
round 3 to identify/prioritise elements of 
training.

90.6% 87.8% 78.4% 95.6% 89.1%

Table 3  (continued) 
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EOLC even if the perfect opportunity (in terms of time or 
person raising the issue) or other ideal conditions could 
not be found. In line with other research which suggests 
that patients are reluctant to initiate these conversations 
[21], participants agreed that health and care staff should 
routinely seek to open such conversations, and that a 
wider range of people should be empowered to initiate 
them. Given that many staff feel they lack the skills and 

confidence to have important conversations about plan-
ning EOLC [4, 22], targeted education is needed.

Further rounds of consensus-building identified and 
prioritised specific groups who might particularly benefit 
from empowerment (for example through training and 
development) to initiate EOLC conversations: GPs, care 
home staff, palliative care staff, specialty nurses as well as 
community-based providers. These rounds also clarified 

Statement Rationale People 
planning 
their own 
EOLC

People plan-
ning EOLC of 
others impor-
tant to them

Health and 
social care 
professionals

Policymakers and 
representatives of 
organisations with 
interest in EOLC

All

11 A single, 
standardised 
approach to 
documenting 
and recording 
end-of-life treat-
ment and care 
preferences is 
needed.

Some healthcare professionals com-
mented on how other healthcare 
provider notes were sometimes written 
in an unclear or ambiguous way. Others 
commented on the length of some 
documentation and the need for sum-
mary statements, and on important 
items that were not always available. 
Individuals and people important to 
them desired some feedback to confirm 
that their wishes had been documented 
or updated.
If consensus is reached, ranking exercise in 
round 3 to identify/prioritise what should 
be recorded.

79.3% 72.9% 78.4% 73.9% 77.2%

12 A single inte-
grated electronic 
system for record-
ing end-of-life 
treatment and 
care preferences 
is needed.

Multiple respondents suggested that 
a record, interoperable across settings 
(e.g. community, hospital, ambulance), 
has been or would be helpful to ensure 
an individual’s preferences were known 
across the healthcare system. Qualitative 
data suggest that a lot of time is cur-
rently spent by some individuals to make 
sure patients’ wishes are known in differ-
ent settings, i.e. by calling GP offices, etc. 
While other forms of recording prefer-
ences (e.g. ‘message in a bottle’ – a note 
of personal and medical information kept 
by individuals in the refrigerator, so that 
it can be easily located by ambulance 
staff in an emergency) are likely to be 
needed as a back-up, there was strong 
support for an integrated system, and a 
sense that uptake of the NHS app driven 
by Covid may provide an opportunity to 
take this forward.

82.9% 73.9% 81.1% 78.3% 80.0%

13 Accessing and 
using people’s 
care plans when 
making decisions 
about treat-
ment should be 
routine practice 
in all healthcare 
activities.

There were concerns among some 
participants that consideration of prefer-
ences around EOLC was patchy among 
healthcare professionals when making 
treatment decisions. If endorsed, this 
statement may have value in emphasis-
ing that these preferences should be 
considered routinely by all healthcare 
professionals when making decisions 
about treatment when a patient lacks 
capacity to give consent.

94.2% 93.1% 89.2% 82.6% 93.0%

Notes: Statements 5 and 7 underwent two rounds in the first part of consensus building. Figures shown in parenthesis reflect ratings from Round 1

Table 3  (continued) 
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specific skills within advanced communication which 
were seen as particularly important to support healthcare 
professionals around such conversations. Finally, there 
was consensus that there should be a standard approach 
to documenting and recording preferences, and all of the 
components of a shared record put forward as candidate 
components of such records reached high consensus.

The two statements that did not reach consensus 
deserve brief note. Participants were not convinced that 
the problem of implementation was the existence of too 
many, competing guides and protocols about how to have 
conversations about EOLC options, which is interesting 
given the multitude and heterogeneity of guides available 
[23]. Nor did they agree that conversations should focus 
solely on specific treatment and care preferences (as 
opposed to broader values and preferences). This perhaps 
reflects the finding that while specific directives about 
treatment could offer a clear steer to those providing care 
if the individual were to lose capacity in the future, they 
could not readily capture all possible eventualities at a 
point in time, and could not in themselves do justice to 
the complexity of an individual’s values and preferences. 
Previous work has suggested that while specific ‘treat-
ment escalation plans’ may be useful to clinicians, they 
are challenging to discuss with patients [24, 25]; discus-
sions about goals of care can be more easily understood 
to patients [26]. 

Implications. Our findings suggest a strong appetite 
for undertaking conversations about planning EOLC 
early, and by a range of individuals who may find them-
selves in positions to initiate these discussions but who, 
our survey suggests, may not be certain that they are the 
best-placed person to do so. Our work offers a priority of 
suggested health and care staff groups who would partic-
ularly benefit from training in this area, as well as specific 
aspects of communication training which are critical to 
include and which may address issues of confidence and 
knowledge surrounding conversations about planning 
EOLC. Professional associations such as Royal Colleges 
might consider these suggestions in terms of the continu-
ing professional development support they offer to their 
members. Educational bodies should consider integrat-
ing teaching end-of-life conversations, with the domains 
that we have identified, into their courses.

The desire to have a “‘A single, standardised approach 
to documenting and recording end-of-life treatment and 
care preferences is needed” should be heeded. The Parlia-
mentary and Health Service Ombudsman recent report 
[27] suggests this, and our research provides further evi-
dence that this is needed, alongside data on what such a 
document should look like. Most of the fields align with 
the ReSPECT process, which was recommended for use 
by the Care Quality Commission and Ombudsman [27, 

28]; future iterations of ReSPECT should incorporate evi-
dence from this study.

Strengths of this study include its responsive nature 
and the wide range of participants involved across study 
activities. The study also has important limitations. Par-
ticipants in all stages were self-selecting – they were 
likely to have an interest in the EOLC and experience 
in talking about it, and may potentially have been more 
positively inclined towards the importance of discussing 
and planning EOLC than the wider population. The num-
ber of survey respondents was modest and interviewees 
were predominantly white. The representativeness of the 
sample is thus limited. While there were greater number 
of participants for consensus-building, the recruitment 
approach (for example, through charities with an inter-
est in promoting understanding of and proactive engage-
ment in EOLC issues) may mean that participants’ views 
are not typical of the wider population. Finally, for all 
study activities, participation from professionals from 
social care backgrounds was relatively limited.

Conclusions
We employed a multi-method approach including a sur-
vey, interviews, and a consensus-building exercise to 
identify and understand key influences on implementa-
tion of EOLC guidance and build consensus on what is 
needed to advance good practice in EOLC planning. 
Results from the consensus-building exercise confirmed 
that EOLC planning conversations are to be welcomed 
and encouraged, and that the priority should be to have 
the conversation (which could be initiated by a range of 
professionals, or people planning EOLC themselves), 
rather than to wait for an ideal time to have it. Further 
rounds identified specific components of a standardised 
record of EOLC treatment and care preferences that 
should be prioritised, specific health and care staff who 
should be empowered through training in advanced com-
munication, and aspects of communication most impor-
tant to include in training for healthcare professionals.
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