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ABSTRACT
Objective  To explore patient and public views and 
experiences of health professional access to patient health 
records and advance care planning information to support 
care at the end of life.
Design  A cross-sectional national online survey of 
patients and the public using a convergent-parallel 
approach.
Setting  The survey was distributed across the UK by 
Compassion in Dying and promoted via newsletters 
and social media channels of the Professional Records 
Standards Body and NHS England’s digital workstream 
network. These partners were purposively selected for 
their active involvement in end-of-life care, including 
hospices, clinicians and related charities.
Participants  A total of 1728 participants from 103 UK 
counties responded, including people with a terminal 
condition (n=33), with long-term condition (n=442), who 
provide or have provided care to a person with a long-term 
or terminal illness (n=229) and who identified as healthy 
and interested in planning for the future (n=1024).
Measures  Both quantitative data (multiple-choice 
responses and numerical ratings) and qualitative data 
(open-ended comments) asking about experiences and 
views of access to their health and advance care planning 
information to support their care at the end of life.
Results  Confidence that recorded care preferences 
would be accessed when needed was low for carers 
(median=2, IQR 1–4) and moderate for patients 
(median=3, IQR 1–4). Four themes derived from free-
text responses included (1) experience of sharing 
health information; (2) preparation, communication and 
understanding; (3) concerns, unknowns and assurance 
seeking; and (4) preserving dignity and respect: 
understanding individual contexts.
Conclusions  Respondents acknowledged the opportunity 
for digital systems to enable access to health and 
advance care planning information but expressed doubts 
that professionals would retrieve it when needed, citing 
past failures. Confidence in record accuracy could be 
strengthened by patient and carer access. Future research 
should examine whether such access improves alignment 
of care with patients’ wishes.

BACKGROUND
Advance care planning involves supporting 
people in understanding and documenting 
their values, wishes and preferences 
regarding future medical care.1 The effective-
ness of documentation of advance care plan-
ning information depends on several factors: 
patients’ ability to articulate their values, 
clinicians’ capacity to elicit and record these 
preferences, and the healthcare service’s 
ability to access and honour them.2 In many 
services, patients receiving palliative care may 
interact with multiple professionals across 
diverse settings, including general practice, 
hospitals, emergency services and residential 
aged care.3 To support continuity and coordi-
nation of care, documentation of preferences 
must be accessible, updatable and actionable 
across these settings.4

Increasingly, digital systems play a critical 
role in enabling effective advance care plan-
ning across complex healthcare settings.4 

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ First large-scale national survey exploring patient 
and carer perspectives on documenting and sharing 
personal health information and advance care plan-
ning information to support end-of-life care.

	⇒ Despite being unable to calculate response rates 
due to the online format, the survey achieved a sub-
stantial number of responses.

	⇒ High participation from carers provided valuable, 
experience-based commentary on end-of-life care.

	⇒ Limited representation of terminally ill patients: few-
er responses from individuals with terminal condi-
tions may have skewed the balance of perspectives.

	⇒ Lack of demographic and health data: to maintain 
anonymity and brevity, no personal or health-related 
information was collected, limiting the ability to 
analyse respondent characteristics.
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These systems are designed to facilitate efficient infor-
mation sharing, reduce duplication and improve timely 
access to patient records, functions that are essential when 
multiple professionals across diverse settings are involved 
in a patient’s care.4–6 Digital platforms may take the form 
of structured templates within electronic health records 
or standalone systems linked to these health records.6 
When implemented effectively, they allow clinicians 
across settings to view, interpret and honour patients’ 
documented wishes, ensuring that care decisions are 
informed by the individual’s expressed preferences.7–9 
However, there are known challenges with the implemen-
tation of digital systems in some countries, such as the 
UK, where variations and interoperability issues among 
multiple electronic health record systems hinder effective 
information sharing. These challenges are compounded 
by the continued use of both electronic and paper-based 
approaches in parallel.10–12

Alongside digital platforms for information sharing by 
health professionals, online resources are increasingly 
being used to support advance care planning decisions 
and documentation, without direct input from a health 
professional.13  Patients often complete these inde-
pendently or with an advocacy service.13 These resources 
typically require the download of the patient-completed 
form that must be taken to a health professional to be 
replicated or a copy made and uploaded to a digital health 
record.14 15 These resources have been shown to increase 
engagement with the advance care planning process but 
are standalone documents and not linked with digital 
systems used by health professionals.16

Claims that digital systems improve patient outcomes 
are difficult to verify, as much of the existing research 
has focused on quantification of documentation (eg, 
count of patients with a registered advance care plan, 
death in documented preferred place of care, ambu-
lance usage)10 17–20 regardless of current relevance to 
the patient. While a growing number of studies have 
explored the patient experience of digital sharing of 
medical records, for example, Benjamins et al,21 Zanaboni 
et al,22 Hägglund and Scandurra23 and Kuusisto et al,24 
there remains a notable gap in research examining how 
patients experience the digital sharing of advance care 
planning information. A recent study exploring the expe-
riences and views of patients, including those receiving 
palliative care, found that very few had any direct expe-
rience with the digital sharing of advance care planning 
information.25 A crucial missing element in the current 
evidence base is the voice of patients and caregivers, who 
have been largely excluded from the design and develop-
ment of digital systems intended to support the sharing 
of advance care plans. Their perspectives are essential to 
ensuring that these systems are not only clinically effec-
tive but also meaningful, accessible and responsive to the 
needs of those they are designed to serve.

This research aimed to explore patient and public 
experiences and views on sharing information about their 
health and advance care planning details. Specifically, we 

sought to understand perceptions of how this informa-
tion is accessed by health professionals to support care at 
the end of life, and the extent to which different access 
features might influence confidence that their informa-
tion will be used when needed.

METHODS
Design
A data analysis of an online survey using a convergent-
parallel mixed-method design.26 This involved the 
simultaneous collection of both quantitative data 
(multiple-choice responses and numerical ratings) and 
qualitative data (open-ended comments), with both types 
treated as equally important. This approach enabled a 
comprehensive understanding of the topic, with quan-
titative data identifying trends and qualitative responses 
providing context and depth to explain those patterns.

We report the study in accordance with the Checklist 
for Reporting Results of Internet E-Surveys guideline for 
online survey distribution and reporting.27

Setting
As part of a public consultation on developing standards 
for health and care records, Compassion in Dying and the 
Professional Record Standards Body conducted a national 
survey to gather views from patients, carers and members 
of the public across the UK. The survey explored perspec-
tives and experiences regarding health professionals’ 
access to information about patients’ health (medical 
information) and their wishes and preferences (advance 
care planning information), to support end-of-life care. It 
also sought feedback on potential features of information 
access, including digital systems that could facilitate such 
care. This study represents the first comprehensive anal-
ysis and reporting of this survey data.

Participants
A convenience sample was used. Individuals were eligible 
if they self-identified as having a terminal condition, 
having a long-term condition, being a current or bereaved 
carer of a person with a terminal or long-term condition, 
or a healthy person interested in planning for their future 
care.

Data collection
Data were collected in February 2021 using Survey 
Monkey (http://www.surveymonkey.com). The survey 
link was distributed via email by Compassion in Dying, 
using a historic list of approximately 18 500 subscribers 
who had signed up for support and updates since 2016, 
acknowledging that some individuals may no longer be 
alive or remain engaged. No reminder emails were sent. 
The survey was also advertised in the Professional Records 
Standards Body newsletter (circulation around 2850) and 
social media (Twitter/X followers around 2750). NHS 
England encouraged members of its digital workstream 
group, including hospices, clinicians and end-of-life 
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charities, to share the survey link with their networks. The 
survey remained open for 13 days. An a priori sample size 
calculation was not performed because the study aimed to 
include all available participants within the study period 
and was exploratory in nature. Anonymised data were 
transferred from Compassion in Dying to the researchers 
using encrypted software. Participants were free to choose 
whether to complete the survey.

Survey instrument
The questionnaire was developed and tested for face 
validity and readability in collaboration with patients 
and carers. Feedback focused on language clarity and 
sensitivity around end-of-life topics, and questions were 
adapted accordingly. They also suggested the inclusion of 
questions about access to medical information as well as 
advance care planning information to add context. The 
survey included four core questions exploring experi-
ences and views on health professionals’ access to docu-
mented information about respondents’ health and 
their wishes and preferences for care at the end of life. 
Participants were asked to consider scenarios where they 
or a loved one might become more ill and require care 
in a different setting. Free-text comment boxes allowed 
qualitative input (see online supplemental file 1). Demo-
graphic information included the role of the respondent 
and county of residence.

Data analysis
Quantitative analysis
Descriptive statistics were used to summarise survey 
responses. Medians and IQRs were calculated for two key 
questions:

	► Please rate how confident you feel about the following 
statements (Webpage 2: Relating to health professionals’ 
ability to access their health records, wishes and preferences 
and people they want involved).

	► What would give you the most confidence that you or 
a loved one would get the care that’s right for you/ 
them at the end of life? (Webpage 3: Relating to 
features of access to their health records and preferences that 
would increase confidence in receiving appropriate end-of-life 
care)

Counts and proportions were calculated for responses 
to multiple-choice questions concerning permission to 
access health records and wishes and preferences (see 
online supplemental file 1: Webpage 4 (Health Records) 
and Webpage 5 (Wishes and Preferences)). Respond-
ents were asked to indicate how health professionals 
should access their records. The options provided were 
(1) that health professionals should have access when-
ever it is needed without requiring explicit permission 
or (2) that they should only access it with permission 
that is requested once only. Respondents could alter-
natively select neither of these options and describe 
their preference for health professional access in an 
optional text box. These comments were analysed using 
conventional content analysis,28 categorised according 

to the reasons provided, and summarised descriptively. 
Findings were presented alongside the corresponding 
questions.

A Mann-Whitney U test was conducted to explore 
whether respondents’ level of confidence in professionals 
accessing their records was associated with their likeli-
hood of providing a free-text comment.

Qualitative analysis
Braun and Clarke’s reflexive approach to qualitative anal-
ysis was used29 to analyse comments in text boxes:

	► If there’s something else in relation to your end-of-
life care record that is important to you, please tell us 
here. (Webpage 3)

	► If you’ve had a specific experience, or have thoughts 
about your wishes being known at the end of life, 
could you tell us a bit more about it? (Webpage 6)

This method is appropriate for analysing surveys that 
are designed to explore very sensitive topics or when the 
population is dispersed or difficult to access. Additionally, 
the specific focus of the survey helped mitigate potential 
challenges associated with the large sample size, making 
this analytical approach well suited to the study.

All qualitative data were imported into Microsoft Excel 
to support initial organisation and coding. Excel was used 
to structure the data by respondent, enabling efficient 
sorting, filtering and annotation throughout the anal-
ysis process. Responses were treated as a single, unified 
dataset per participant, allowing for a holistic interpreta-
tion of each individual’s viewpoint.

An inductive thematic analysis was employed to iden-
tify patterns and themes within the data. This approach 
enabled the researchers to move beyond the structured 
survey items and capture the diversity and complexity of 
participants’ experiences and views.

One researcher (JB) began the analysis by familiarising 
herself with the full set of responses from each participant. 
This supported a nuanced understanding of the data and 
informed the development of preliminary codes. Coding 
was conducted manually, with attention to recurring ideas 
and concepts across responses.

Theme development was iterative and collaborative. 
JB generated initial codes and themes, which were then 
reviewed and refined in consultation with two additional 
researchers (AMR and MA). Through a process of discus-
sion and consensus building, the team ensured that the 
final themes were both representative of the data and 
analytically robust.

Patient and public involvement statement
Patient and public representatives engaged in NHS 
England’s strategic programmes were consulted during 
the design of the survey instrument. This included indi-
viduals receiving palliative care and their carers. Feed-
back was obtained on language, clarity and the potential 
impact of items addressing end-of-life preferences, and 
the questionnaire was revised accordingly.
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RESULTS
There were a total of 1728 responses from eligible 
participants from most UK counties (103/109; 94.5%) 
including people with a terminal condition (n=33), 
people with a long-term condition (n=442), people who 
provide or have provided care to a person with a long-
term or terminal illness (n=229) and people who identi-
fied as healthy and interested in planning for the future 
or offered other reasons for completing the survey (typi-
cally a mild condition or a carer for someone with one) 
(n=1024). Four of these people with a terminal illness 
and 70 with a long-term condition also provide or have 
provided care to a loved one with a long-term or terminal 
illness. Missing data were low at <2% for most questions. 
All medians are calculated from responses provided (ie, 
excluding missing data).

Confidence that the healthcare team will have access to the 
information they need to support or treat the patient at the 
end of life
Respondents’ ratings of confidence that the healthcare 
team supporting or treating them will have access to infor-
mation about them when caring for them (or the person 
they care for) at the end of life are shown in table  1. 
Median ratings indicated a moderate level of confidence 
that health professionals will access their end-of-life infor-
mation; this was similar across respondent role groups 
and the type of information accessed.

Priorities for increasing confidence that the healthcare team 
will have access to the information they need to support or 
treat the patient at the end of life
Respondents were asked to rate features of access to their 
health records and documented preferences that they 
believed would increase their confidence in receiving 
appropriate end-of-life care (table  2). Ratings were 
similar across participant role groups and items. Median 
ratings indicated the most highly rated feature was that 

health professionals have access to preferences, including 
the details of the people they want to be involved in care 
decisions and preferences, such as the place of care and 
treatments they do and do not want. There was also a 
high level of importance placed on the ability for patients 
to access their records via a website or app with the ability 
to view, edit and share with family.

Preferences for sharing records with health professionals
The majority of respondents (68–75% across all role 
groups) said they would like information about their 
health and their wishes and preferences to be available 
to any healthcare professional supporting them whenever 
they need it, without having to give their permission for 
this information to be shared (figure 1). A further 23–31% 
said they would prefer to be asked once for permission. 
Respondents who chose neither of the above options 
were invited to provide additional details on their views 
on access to their information. Conventional content 
analysis of 82 comments indicated other requirements 
for sharing information. These included that permission 
should be sought from the next of kin at the point of 
need and should be situation-specific or service-specific 
only (eg, permission-free access for emergency situations 
or health professionals already known to the person).

Qualitative analysis
Of the 1726 survey participants, 1071 provided a free-
text response in at least one comment box addressing 
views and experiences. These included prompts such as 
“If there’s something else in relation to your end-of-life 
care record that is important to you”, and “If you’ve had 
a specific experience, or have thoughts about your wishes 
being known at the end of life”. Comments from partici-
pants in the healthy/other group (n=556) were excluded 
from the free-text analysis to focus specifically on indi-
viduals with a terminal illness (TI), long-term condi-
tion (LTC) or carers. An additional 69 responses were 

Table 1  Median ratings of level of confidence in health professional access to patient information at the end of life

Please rate how confident you feel about the following statements
(1 to 5 scale, where 1=not confident at all and 5=very confident):

Terminal condition
(N=33)

Long-term condition
(N=442)

Carer
(N=229)

Healthy or other
(N=1024)

Mdn (IQR)
n

Mdn (IQR)
n

Mdn (IQR)
n

Mdn (IQR)
n

The healthcare team supporting or treating me 
or a loved one will have access to:

 � Information about my health that they need 
when caring for me at the end of life

3 (1–4)
30

3 (1–4)
386

3 (1–4)
214

3 (2–4)
871

 � My end-of-life wishes and preferences 3 (1–4)
26

3 (1–4)
380

2 (1–4)
208

3 (1–4)
879

 � Information on who I want to be involved in 
decisions about my health and care at the 
end of life

3 (1–4)
25

3 (1–4)
387

2 (1–4)
213

3 (1–4)
885

Medians calculated as those who provided a rating (ie, discounting missing data and respondents who answered “Don’t know”).
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excluded as they did not relate to experiences or views 
about documentation, sharing or access to their health or 
advance care planning information (terminal condition: 
n=3; long-term condition: n=44; carers: n=22). The final 
number of respondents whose comments were coded 
included those with a terminal condition (n=21), those 
with a long-term condition (n=266) and carers (n=181).

Previous studies exploring patient experience have 
found that individuals who are more likely to leave a 
comment tend to report a negative event or viewpoint, 
and their comments are typically more detailed than 
those reporting positive experiences.30 In the present 
study, a Mann-Whitney U test revealed that respondents 
who left at least one comment reported significantly 
lower levels of confidence that the healthcare team 
supporting or treating them could access their informa-
tion, compared with those who left no comment. This 
was true for all types of information: information about 
my health that they need when caring for me at the end 
of life (U=50 548.0, p=0.0171); my end-of-life wishes and 
preferences (U=48 481.5, p=0.010) and information on 
who I want to be involved in decisions about my health 
and care at the end of life (U=52 302.5, p=0.0005).

Participants in all groups often spoke from the view-
point of both carer and patient (eg, patients also spoke 
about experiences as a carer; carers often considered 
their own end-of-life care as well as the person they care 
for). Four themes illustrate how people experienced 
sharing their health and advance care planning infor-
mation, and how they articulated their needs related 

to discussing, documenting, and how this information 
is accessed and used by health professionals: (1) Expe-
rience of sharing health information; (2) Preparation, 
Communication and Understanding; (iii) Concerns, 
unknowns and assurance seeking; (4) Preserving Dignity 
and Respect: Understanding individual contexts. The 
conceptual map (figure  2) provides a detailed over-
view of digital systems for documentation and sharing 
of wishes and preferences. It shows emerging themes 
that describe how the recording process and the 
system interact with patients’ needs and concerns and 
perceptions.

Theme 1: Experience of sharing health information
Prior experience of sharing medical or advance care plan-
ning information, whether it was digitally transmitted or 
via other means, shaped participants’ views about how 
digital records could support their needs at the end of 
life. Experiences reported included observations relating 
to the care of another person as well as participants’ own 
experiences.

Respondents who talked about the perceived benefits 
of digitally recorded advance care plans had either expe-
rienced a positive encounter related to discussion, docu-
mentation or sharing end-of-life wishes or had reported 
an issue. Access to a digital system was perceived as a 
solution to issues experienced with sharing patient wishes 
within organisations (Carer 815) and between them 
(Carer 321).

Table 2  Median ratings of confidence in features to support health professionals’ provision of end-of-life care

Please rate what would give you the most confidence that you or a loved one would get the care that’s right for you/ 
them at the end of life
(1 to 5 scale, where 1=this doesn’t matter to me and 5=this is very important to me)

Terminal condition
(N=33)

Long-term condition
(N=442)

Carer
(N=229)

Healthy or other
(N=1024)

Mdn (IQR)
n

Mdn (IQR)
n

Mdn (IQR)
n

Mdn (IQR)
n

The healthcare team supporting or treating me 
can see:

 � Details of the people I want to be involved in 
decisions about my care

5 (5–5)
32

5 (5–5)
429

5 (4–5)
225

5 (5–5)
1000

 � My preferences such as where I want to be 
cared for

5 (5–5)
31

5 (5–5)
431

5 (4–5)
224

5 (5–5)
998

 � Which treatments I do and do not want 5 (5–5)
33

5 (5–5)
433

5 (5–5)
225

5 (5–5)
1003

I can:

 � View my end-of-life care record via a website 
or app

5 (4–5)
29

5 (4–5)
401

5 (4–5)
208

5 (4–5)
950

 � Record and make changes to my end-of-life 
care preferences via a website or app

5 (4–5)
30

5 (4–5)
400

5 (4–5)
207

5 (4–5)
962

 � Share my end-of-life care record with my 
family and loved ones

5 (5–5)
29

5 (5–5)
424

5 (5–5)
216

5 (5–5)
995

Medians calculated as those who provided a rating (ie, discounting missing data and respondents who answered “Don’t know”).
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Every time I go to hospital with my elderly mother, 
they lose her advanced directive or fail to pass it from 
one ward to another. A recognised electronic form 
would be fantastic and very reassuring. Carer 815

I am aware that her DNAR requests are logged with 
her GP and should be also with the hospital but it 
seems this is not shared with the hospital. To have the 
DNAR available online with access allowed would be 
a benefit. Carer 321

They perceived that health professionals are working 
together to plan, document and share patient informa-
tion and that they would access patients’ end-of-life wishes 
at the point of need.

Easy to have a conversation with my GP about my 
wishes. She recorded my wishes on the computer sys-
tem, and has contacted me every 6 months to ensure 
there is no amendment. LTC 828

Conversely, participants who held a negative perception 
of documentation or sharing of their information had 

often experienced instances where health professionals 
had not accessed their information or had been reluctant 
to accept or action it.

I am in my 30s and have a DNACPR, RESPECT form 
and Advanced Directive in place due to serious health 
complications. I have often had Ambulance staff and 
hospital staff not believe my story. LTC 163

Theme 2: Preparation, communication and understanding
Respondents were keen to document advance care plan-
ning information so it would be available to health profes-
sionals. However, they considered this to be a burdensome, 
complex process they would have to complete alone or 
with inexperienced health professionals.

I would really like to crack on and get this sorted, 
H&W PoA, Advance Directives etc. but the bureau-
cracy is daunting. LTC 1525

I have completed the Coordinate My Care process, 
which shares info from GP with the ambulance 

Figure 1  Preferences for sharing information with health professionals. Percentages calculated as those who responded (ie, 
discounting missing data).
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service. It is not simple yet rather limited, basically 
DNAR? and do you want to die at home? My GP had 
never done this before. LTC 444

Communication about what advance care planning 
involves was often inadequate and lacked detailed infor-
mation about the process that the patient or family could 
understand. This led to confusion for carers about the 
purpose of this discussion and a lack of confidence 
in health professionals’ understanding of their family 
members’ wishes.

GP offered a discussion about DNACPR and ceilings 
of treatment by sending a post-it note home with a 
family member after a routine appointment. Family 
members didn’t know what this was. Not well ex-
plained. …. Not really confident in GP’s understand-
ing of Dad’s wishes. Carer 142

They reported discrepancies between their own and 
health professionals’ understanding of their rationale for 
documenting their preferences, as well as the decisions 
they have made, and often felt their ideas and prefer-
ences would not be accepted by health professionals and 
therefore ignored.

I have given my GP my ACP, but she seemed per-
plexed as to why I was doing this since I was not ill. I 
am not convinced they really get the importance of 
doing this early, basically because I think many medi-
cal workers are still stuck with the idea that their job is 
about curing us, not helping us to live well. LTC 671

Theme 3: Concerns, unknowns and assurance seeking
Respondents expressed concerns about health profes-
sional interaction with their information at each stage 

of digital documentation of preferences. They raised 
concerns about the level of accuracy of the information 
recorded about them, and they reported times when 
health professionals could not easily access their informa-
tion. Additionally, they were unable to check their own 
information, resulting in little confidence that it would 
be accurate and relevant. The following quote describes 
the person’s perception of the use of paper versus digital 
records for their data and the unmet need for the patient 
to check the information recorded.

Many professionals have been involved in my relative’s 
care. Most bring & write on paper. Where laptops are 
used the information seem unstructured, with clini-
cians having trouble finding the information they or 
my relative needs. Much of the care feels disjointed 
… Not once have records been shared with my rela-
tive, for checking detail or accuracy. Carer 1727

As well as concerns about documentation, respond-
ents also questioned whether other health professionals 
could access their record at the point of need. Some 
raised concerns about their information being accessed 
by parties to which they had not granted permission.

I have had my healthcare record shared with an in-
surance company by my gp without my permission … 
I have family members who do not know of my diag-
nosis and I do not wish [them] to know, so am wor-
ried that if this was a public message on my medical 
records it would be released without my permission. 
LTC 194

They were also aware that the existence of a digitally 
documented record did not mean health professionals 

Figure 2  Conceptual map of digital advance care planning (ACP) systems for documentation and sharing of wishes and 
preferences.
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would access it, and if they did that, they would provide 
care in line with documented wishes and preferences.

My wife and I have registered our preferences / re-
quirements with our GP and our local hospital, but 
we are both concerned that the information will be 
overlooked when the time arrives because hospital 
staff and particularly GP staff appear to have very 
poor understanding / knowledge of such advanced 
decisions. TI 1074

Theme 4: Preserving dignity and respect: understanding individual 
contexts
Respondents described the type of information they 
considered important to document to inform their future 
care. Preferences that preserve dignity and respect were 
favoured over life-preserving medical interventions. It 
was particularly important to them that physical, psycho-
logical, social and spiritual needs are understood by 
family as well as health professionals. The type of pref-
erences reported included the preferred place of care, 
remaining with assistance animals, dietary needs and how 
their specific health conditions should be managed. They 
considered the importance of stating treatments not yet 
available (such as a medically assisted death) in the case 
of these becoming a possibility.

I have a spinal cord injury which requires very spe-
cialist care to manage bladder, bowels, pressure sore 
preventions, spasms, muscle contractions if legs are 
not stretched. I am extremely anxious as I currently 
manage my own care as GPs and local hospitals have 
virtually no knowledge … I will definitely want appro-
priate care to end my life with dignity. LTC 1202

Patients were aware of potential discrepancies between 
family members’ perceptions of how they should be cared 
for. They expressed concerns that future treatments and 
care may not align with stated wishes and preferences 
in families with different views. They saw a role for the 
digital record in guiding appropriate care by providing 
evidence of the patient’s preferences to family members.

I had a major surgery so filled in an electronic record 
and printed it off … We have done the same for my 
elderly mother … the fact we have them makes me 
confident that things will go both how my mother 
wishes (my siblings were given copies of hers so there 
can be no arguments) and my wishes will be carried 
out. LTC 593

Participants talked about self-management of their 
health condition. Comments reflected their anxiety that 
information necessary to be able to do this in a way that 
preserves dignity, respect and comfort would not be avail-
able to health professionals looking after them. Digital 
systems were perceived as a means of communicating 
information about preferred and holistic methods of 
symptom management, should the patient not be able to 
communicate this themselves.

I worry about the practical care in hospital because 
of the daily pain I have; in the event I am not able to 
communicate to my caregivers I fear being manhan-
dled. LTC 1509

They welcomed a documented plan that is accessible to 
health professionals, and they envisaged it would support 
having their wishes respected, either through supporting 
carers in advocating for patients or to be a substitute for 
advocacy for those with no next of kin.

I personally am worried that my next of kin is not 
strong enough to advocate for me at end of life. I am 
therefore determined to document my wishes clearly 
to reduce risk of wishes not being followed through 
lack of courage or confidence. Carer 941

DISCUSSION
This large-scale survey of patients and the public captured 
experiences and views of how shared patient records 
support patients receiving palliative and end-of-life care. 
Respondents were in favour of their recorded informa-
tion being shared across all settings yet had only had 
moderate levels of confidence that it would be accessed 
or acted upon. This reflects a gap between the potential 
of record sharing and its perceived reliability in practice.

Participants valued being able to specify who should 
be involved in care decisions, as well as digital features 
such as access via a website or app that allow them to 
view, edit and share records with family members. Percep-
tions of sharing information were shaped by personal or 
observed experiences of care delivery. Where participants 
had positive experiences with information sharing, digital 
systems were seen as beneficial. Conversely, those who 
had encountered breakdowns in communication viewed 
digital tools as a potential solution to avoid similar issues 
in the future.

Low confidence that health professionals will read 
patient advance care planning information is consistent 
with previous research showing that hospital-based clini-
cians rarely consult information recorded by community-
based professionals.31 Concerns about where personal 
information is stored, who can access it, and its accuracy 
echo findings from UK-based studies.32 For example, 
Caine et al33 found that patients were often unaware of 
how widely their health information was shared, and half 
did not know what data were stored. When looking at 
earlier work by Geerse and colleagues, advance care plan-
ning documentation was fully concordant with conver-
sations between patients and clinicians only 43% of the 
time.34 This is against the backdrop of general mistrust in 
medical records for patients—Li et al, for example, like 
the findings of this research, highlighted that most people 
can describe how poor health information sharing within 
EHRs has negatively impacted care.35

In the present study, participants valued the poten-
tial to access their digital records. This could support 
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caregivers in decision-making, particularly given evidence 
of variability in predicting the end-of-life preferences of 
the person they care for.36 37 Furthermore, our findings 
suggest that by also allowing carers to access up-to-date 
digital records may empower them when making deci-
sions on behalf of patients. This may also help mitigate 
family pressure to continue treatment and the emotional 
impact of grief, which can disrupt care aligned with patient 
preferences.37 Our findings suggest that by accessing 
up-to-date patient information via a shared digital record, 
carers may feel supported when asked to make end-of-life 
decisions on behalf of the patient.

Importantly, participants emphasised the need for 
digital systems to reflect values such as dignity and 
respect, rather than solely focusing on clinical outcomes 
or life extension. This resonates with prior research 
highlighting the importance of treatment preferences 
grounded in self-dignity and personal values.37 38 Partici-
pants also expressed concern that their choices might be 
questioned or rejected if not understood, emphasising 
the need for systems that support clear communication 
and shared understanding.

Freely available digital resources that allow patients to 
document personal values and preferences, particularly 
those that can be printed and shared, may offer reas-
surance in cases of disagreement (eg, ​MyWishes.​co.​uk15 
and Hospice UK39). Implemented well, online advance 
care planning tools can be practical and feasible.16 40–43 
To support individual choice and trust, systems should 
include features such as easy patient access to records, 
visibility of sharing permissions, control over access, 
contextual privacy settings and notifications when infor-
mation is viewed.20

Strengths and limitations
To our knowledge, this study represents the first large-
scale national survey exploring patient and carer perspec-
tives on documenting and sharing advance care planning 
information to support end-of-life care. The survey 
achieved a substantial number of responses and high 
participation from carers provided valuable, experience-
based insights on end-of-life care.

Several limitations should be noted. The survey was 
distributed to individuals on a register maintained by 
Compassion in Dying, which included people who had 
previously received support or consented to receive 
updates. It is likely that some individuals were no longer 
alive or were carers and family members whose circum-
stances and interest in the organisation had changed 
over time. Consequently, the denominator for poten-
tial respondents was uncertain, making it impossible to 
calculate an accurate response rate. In addition, the use 
of a convenience sample and online distribution may 
have introduced selection bias. Recruiting participants 
through organisations that support end-of-life care and 
allowing self-selection likely resulted in a sample with 
greater interest, awareness or experience in end-of-life 
care than the general population. Although the survey 

included individuals with a terminal condition, their 
representation was relatively low compared with other 
groups. Additionally, to preserve anonymity and keep the 
survey brief, no demographic or health-related informa-
tion was collected. This approach maximised participa-
tion and allowed for a wide range of experiences to be 
captured, but it limited the ability to assess representative-
ness or analyse respondent characteristics.

Importantly, the qualitative component of this study 
was not intended to produce generalisable findings. 
Rather, it aimed to provide rich, contextual insights into 
participants’ experiences and views. The depth of qual-
itative data offers valuable understanding of how digital 
systems for sharing advance care planning information 
are perceived, even if these insights may not be broadly 
representative of all patient or caregiver populations.

In common with other large-scale cross-sectional health-
care experience surveys, negative experiences were more 
detailed and specific, providing richer material than posi-
tive experiences.30 44 As a result, we may have missed out 
on detailed information about positive experiences and 
views of how digital systems are meeting patient needs.

CONCLUSION
This study highlights the importance of incorporating 
patient and caregiver perspectives into the design and 
implementation of digital systems for sharing their infor-
mation. Doing so can help ensure that these tools are 
not only technically functional but also aligned with the 
values and needs of those they are intended to serve. 
While patients and carers report the potential for digital 
systems to facilitate documentation and sharing of their 
information, they also question how these systems will 
support care in reality, and how accessible they are to 
patients once created.

Efforts should be made to build confidence and clarify 
the expectations of patients and members of the public 
around the documentation of their wishes and prefer-
ences for care alongside the subsequent sharing and 
use of this information. Furthermore, future research 
is required to explore whether such patient and carer 
access to their record influences confidence in the accu-
racy of content and the likelihood of care being delivered 
in line with their wishes.

Acknowledgements  We would like to acknowledge Compassion in Dying and the 
Professional Records Standards body for agreement to share their dataset.

Contributors  JB conceived the study with support from MA. JB led the study 
design with support from all authors, including in the analysis and interpretation 
of data. JB drafted the initial manuscript, with revisions and critical input from 
all authors. All authors approved the final version for publication and have 
participated sufficiently in the work to take public responsibility for its content. JB 
is the guarantor. Microsoft Copilot was used to check spelling and grammar in the 
revision of this document. It was not used for generative purposes.

Funding  This study is funded by the Research England Policy Fund (2021). MA is 
a University Academic Fellow, funded through a research fellowship from Yorkshire 
Cancer Research.

Competing interests  None declared.

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

b
y g

u
est

 
o

n
 Jan

u
ary 15, 2026

 
h

ttp
://b

m
jo

p
en

.b
m

j.co
m

/
D

o
w

n
lo

ad
ed

 fro
m

 
7 Jan

u
ary 2026. 

10.1136/b
m

jo
p

en
-2024-092353 o

n
 

B
M

J O
p

en
: first p

u
b

lish
ed

 as 

http://bmjopen.bmj.com/


10 Birtwistle J, et al. BMJ Open 2026;16:e092353. doi:10.1136/bmjopen-2024-092353

Open access�

Patient and public involvement  Patients and/or the public were involved in the 
design, conduct, reporting or dissemination plans of this research. Refer to the 
Methods section for further details.

Patient consent for publication  Not applicable.

Ethics approval  This study involves human participants. Ethical approval was 
granted by the University of Leeds, School of Medicine (MREC 21-032) to undertake 
a comprehensive analysis of the anonymised data. Participants gave informed 
consent to participate in the study before taking part.

Provenance and peer review  Not commissioned; externally peer reviewed.

Data availability statement  Data are available upon reasonable request. 
Deidentified participant data are available upon reasonable request.

Supplemental material  This content has been supplied by the author(s). It has 
not been vetted by BMJ Publishing Group Limited (BMJ) and may not have been 
peer-reviewed. Any opinions or recommendations discussed are solely those 
of the author(s) and are not endorsed by BMJ. BMJ disclaims all liability and 
responsibility arising from any reliance placed on the content. Where the content 
includes any translated material, BMJ does not warrant the accuracy and reliability 
of the translations (including but not limited to local regulations, clinical guidelines, 
terminology, drug names and drug dosages), and is not responsible for any error 
and/or omissions arising from translation and adaptation or otherwise.

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

ORCID iDs
Jacqueline Birtwistle https://orcid.org/0000-0002-6083-589X
Samuel David Relton https://orcid.org/0000-0003-0634-4587
Matthew Allsop https://orcid.org/0000-0002-7399-0194

REFERENCES
	 1	 NHS England. Universal Principles for Advance Care Planning (ACP). 

UK, 2022.
	 2	 Morrison RS, Meier DE, Arnold RM. What’s Wrong With Advance 

Care Planning? JAMA 2021;326:1575–6. 
	 3	 World Health Organisation. Palliative care: World Health Organisation, 

2024. Available: https://www.who.int/news-room/fact-sheets/detail/​
palliative-care [Accessed 12 Jun 2024].

	 4	 National Palliative End of Life Care Partnership. Ambitions for 
Palliative and End of Life Care: A National Framework for Local 
Action 2021-2026. 2nd edn.2021. Available: https://www.england.​
nhs.uk/wp-content/uploads/2022/02/ambitions-for-palliative-and-​
end-of-life-care-2nd-edition.pdf

	 5	 Hospice UK. Future vision programme-discovery phase starting 
the collective sector-wide conversation around re-imagining a more 
sustainable future for palliative and end of life care. 2020.

	 6	 Çevik HS, Muente C, Muehlensiepen F, et al. Systems for electronic 
documentation and sharing of advance care planning preferences: a 
scoping review. Prog Palliat Care 2024;32:149–59. 

	 7	 Petrova M, Riley J, Abel J, et al. Crash course in EPaCCS (Electronic 
Palliative Care Coordination Systems): 8 years of successes and 
failures in patient data sharing to learn from. BMJ Support Palliat 
Care 2018;8:447–55. 

	 8	 Mills J, Fox J, Damarell R, et al. Palliative care providers’ use of 
digital health and perspectives on technological innovation: a 
national study. BMC Palliat Care 2021;20:124. 

	 9	 Nouri SS, Barnes DE, Volow AM, et al. Health Literacy Matters More 
Than Experience for Advance Care Planning Knowledge Among 
Older Adults. J Am Geriatr Soc 2019;67:2151–6. 

	10	 Birtwistle J, Millares-Martin P, Evans CJ, et al. Mapping and 
characterising electronic palliative care coordination systems 
and their intended impact: A national survey of end-of-life care 
commissioners. PLoS One 2022;17:e0275991. 

	11	 Bradshaw A, Birtwistle J, Evans CJ, et al. Factors Influencing 
the Implementation of Digital Advance Care Planning: Qualitative 
Interview Study. J Med Internet Res 2024;26:e50217. 

	12	 Millares Martin P. Electronic palliative care coordination system 
(EPaCCS): Interoperability is a problem. BMJ Support Palliat Care 
2018;8:358–9. 

	13	 Ramirez-Valdez EA, Leong C, Wu F, et al. Towards cataloguing and 
characterising advance care planning and end-of-life care resources. 
BMC Palliat Care 2022;21:211. 

	14	 Compassion in Dying. Advance statement. 2022. Available: https://​
compassionindying.org.uk/how-we-can-help/advance-statement/ 
[Accessed 1 Nov 2023].

	15	​ MyWishes.​co.​uk. MyWishes. 2024 Available: https://www.mywishes.​
co.uk/advance-care-plan

	16	 Sudore RL, Boscardin J, Feuz MA, et al. Effect of the PREPARE 
Website vs an Easy-to-Read Advance Directive on Advance Care 
Planning Documentation and Engagement Among Veterans: A 
Randomized Clinical Trial. JAMA Intern Med 2017;177:1102–9. 

	17	 Finucane AM, Davydaitis D, Horseman Z, et al. Electronic care 
coordination systems for people with advanced progressive illness: 
a mixed-methods evaluation in Scottish primary care. Br J Gen Pract 
2020;70:e20–8. 

	18	 Leniz J, Weil A, Higginson IJ, et al. Electronic palliative care 
coordination systems (EPaCCS): a systematic review. BMJ Support 
Palliat Care 2020;10:68–78. 

	19	 England PH. Electronic Palliative Care Co-Ordination Systems 
(EPaCCS) in England: Survey of Clinical Commissioning Groups 
(2013) by the National End of Life Care Intelligence Network. London: 
Public Health England, 2013.

	20	 Pocock L, Morris R, French L, et al. Underutilisation of EPaCCS 
(Electronic Palliative Care Coordination Systems) in end-of 
life-care: a cross-sectional study. BMJ Support Palliat Care 
2021.:bmjspcare-2020-002798. 

	21	 Benjamins J, Haveman-Nies A, Gunnink M, et al. How the Use of a 
Patient-Accessible Health Record Contributes to Patient-Centered 
Care: Scoping Review. J Med Internet Res 2021;23:e17655. 

	22	 Zanaboni P, Kummervold PE, Sørensen T, et al. Patient Use and 
Experience With Online Access to Electronic Health Records 
in Norway: Results From an Online Survey. J Med Internet Res 
2020;22:e16144. 

	23	 Hägglund M, Scandurra I. Patients’ Online Access to Electronic 
Health Records: Current Status and Experiences from the 
Implementation in Sweden. Stud Health Technol Inform 
2017;245:723–7.

	24	 Kuusisto A, Saranto K, Korhonen P, et al. Accessibility of information 
on patients’ and family members’ end-of-life wishes in advance care 
planning. Nurs Open 2022;9:428–36. 

	25	 Allsop MJ, Chumbley K, Birtwistle J, et al. Building on sand: digital 
technologies for care coordination and advance care planning. BMJ 
Support Palliat Care 2022;12:194–7. 

	26	 Edmonds WA, Kennedy TD. Part IV:Mixed Methods. Thousand Oaks, 
California: SAGE Publications, Inc, 2017.

	27	 Eysenbach G. Improving the Quality of Web Surveys: The Checklist 
for Reporting Results of Internet E-Surveys (CHERRIES). J Med 
Internet Res 2004;6:e34. 

	28	 Hsieh HF, Shannon SE. Three approaches to qualitative content 
analysis. Qual Health Res 2005;15:1277–88. 

	29	 Braun V, Clarke V, Boulton E, et al. The online survey as a qualitative 
research tool. Int J Soc Res Methodol 2020;24:641–54. 

	30	 Cunningham M, Wells M. Qualitative analysis of 6961 free-text 
comments from the first National Cancer Patient Experience Survey 
in Scotland. BMJ Open 2017;7:e015726. 

	31	 Wye L, Lasseter G, Simmonds B, et al. Electronic palliative care 
coordinating systems (EPaCCS) may not facilitate home deaths: A 
mixed methods evaluation of end of life care in two English counties. 
J Res Nurs 2016;21:96–107. 

	32	 Birtwistle J, Allsop MJ, Bradshaw A, et al. Views of patients with 
progressive illness and carers about the role of digital advance care 
planning systems to record and share information: A qualitative 
study. Palliat Med 2024;38:711–24. 

	33	 Caine K, Kohn S, Lawrence C, et al. Designing a patient-centered 
user interface for access decisions about EHR data: implications 
from patient interviews. J Gen Intern Med 2015;30 Suppl 1:S7–16. 

	34	 Geerse OP, Lamas DJ, Bernacki RE, et al. Adherence and 
Concordance between Serious Illness Care Planning Conversations 
and Oncology Clinician Documentation among Patients with 
Advanced Cancer. J Palliat Med 2021;24:53–62. 

	35	 Li E, Lounsbury O, Clarke J, et al. Patient and caregiver perceptions 
of electronic health records interoperability in the NHS and its impact 
on care quality: a focus group study. BMC Med Inform Decis Mak 
2024;24:370. 

	36	 Moorman SM, Inoue M. Persistent Problems in End-of-Life Planning 
Among Young- and Middle-Aged American Couples. The Journals of 
Gerontology Series B: Psychological Sciences and Social Sciences 
2013;68:97–106. 

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

b
y g

u
est

 
o

n
 Jan

u
ary 15, 2026

 
h

ttp
://b

m
jo

p
en

.b
m

j.co
m

/
D

o
w

n
lo

ad
ed

 fro
m

 
7 Jan

u
ary 2026. 

10.1136/b
m

jo
p

en
-2024-092353 o

n
 

B
M

J O
p

en
: first p

u
b

lish
ed

 as 

https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
https://orcid.org/0000-0002-6083-589X
https://orcid.org/0000-0003-0634-4587
https://orcid.org/0000-0002-7399-0194
http://dx.doi.org/10.1001/jama.2021.16430
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.england.nhs.uk/wp-content/uploads/2022/02/ambitions-for-palliative-and-end-of-life-care-2nd-edition.pdf
https://www.england.nhs.uk/wp-content/uploads/2022/02/ambitions-for-palliative-and-end-of-life-care-2nd-edition.pdf
https://www.england.nhs.uk/wp-content/uploads/2022/02/ambitions-for-palliative-and-end-of-life-care-2nd-edition.pdf
http://dx.doi.org/10.1080/09699260.2024.2339106
http://dx.doi.org/10.1136/bmjspcare-2015-001059
http://dx.doi.org/10.1136/bmjspcare-2015-001059
http://dx.doi.org/10.1186/s12904-021-00822-2
http://dx.doi.org/10.1111/jgs.16129
http://dx.doi.org/10.1371/journal.pone.0275991
http://dx.doi.org/10.2196/50217
http://dx.doi.org/10.1136/bmjspcare-2017-001396
http://dx.doi.org/10.1186/s12904-022-01102-3
https://compassionindying.org.uk/how-we-can-help/advance-statement/
https://compassionindying.org.uk/how-we-can-help/advance-statement/
https://www.mywishes.co.uk/advance-care-plan
https://www.mywishes.co.uk/advance-care-plan
http://dx.doi.org/10.1001/jamainternmed.2017.1607
http://dx.doi.org/10.3399/bjgp19X707117
http://dx.doi.org/10.1136/bmjspcare-2018-001689
http://dx.doi.org/10.1136/bmjspcare-2018-001689
http://dx.doi.org/10.1136/bmjspcare-2020-002798
http://dx.doi.org/10.2196/17655
http://dx.doi.org/10.2196/16144
https://pubmed.ncbi.nlm.nih.gov/29295193
http://dx.doi.org/10.1002/nop2.1081
http://dx.doi.org/10.1136/bmjspcare-2021-003304
http://dx.doi.org/10.1136/bmjspcare-2021-003304
http://dx.doi.org/10.2196/jmir.6.3.e34
http://dx.doi.org/10.2196/jmir.6.3.e34
http://dx.doi.org/10.1177/1049732305276687
http://dx.doi.org/10.1080/13645579.2020.1805550
http://dx.doi.org/10.1136/bmjopen-2016-015726
http://dx.doi.org/10.1177/1744987116628922
http://dx.doi.org/10.1177/02692163241255511
http://dx.doi.org/10.1007/s11606-014-3049-9
http://dx.doi.org/10.1089/jpm.2019.0615
http://dx.doi.org/10.1186/s12911-024-02789-5
http://dx.doi.org/10.1093/geronb/gbs103
http://dx.doi.org/10.1093/geronb/gbs103
http://bmjopen.bmj.com/


11Birtwistle J, et al. BMJ Open 2026;16:e092353. doi:10.1136/bmjopen-2024-092353

Open access

	37	 Sellars M, Clayton JM, Morton RL, et al. An Interview Study of 
Patient and Caregiver Perspectives on Advance Care Planning in 
ESRD. Am J Kidney Dis 2018;71:216–24. 

	38	 Bernacki R, Paladino J, Neville BA, et al. Effect of the Serious Illness 
Care Program in Outpatient Oncology: A Cluster Randomized Clinical 
Trial. JAMA Intern Med 2019;179:751–9. 

	39	 Hospice UK. London: Hospice UK; Planning Ahead. What matters 
most to you?, 2024. Available: https://advancecareplanning.org.uk/​
planning-ahead [Accessed 10 Jun 2024].

	40	 Scheerens C, Gilissen J, Volow AM, et al. Developing eHealth tools 
for diverse older adults: Lessons learned from the PREPARE for Your 
Care Program. J Am Geriatr Soc 2021;69:2939–49. 

	41	 Nouri SS, Avila-Garcia P, Cemballi AG, et al. Assessing Mobile 
Phone Digital Literacy and Engagement in User-Centered Design in a 

Diverse, Safety-Net Population: Mixed Methods Study. JMIR Mhealth 
Uhealth 2019;7:e14250. 

	42	 McDarby M, Llaneza D, George L, et al. Mobile Applications for 
Advance Care Planning: A Comprehensive Review of Features, 
Quality, Content, and Readability. Am J Hosp Palliat Care 
2021;38:983–94. 

	43	 Jordan SR, Brungardt A, Phimphasone-Brady P, et al. Patient 
Perspectives on Advance Care Planning via a Patient Portal. Am J 
Hosp Palliat Care 2019;36:682–7. 

	44	 Hunt KJ, Shlomo N, Addington-Hall J. End-of-life care and achieving 
preferences for place of death in England: results of a population-
based survey using the VOICES-SF questionnaire. Palliat Med 
2014;28:412–21. 

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

b
y g

u
est

 
o

n
 Jan

u
ary 15, 2026

 
h

ttp
://b

m
jo

p
en

.b
m

j.co
m

/
D

o
w

n
lo

ad
ed

 fro
m

 
7 Jan

u
ary 2026. 

10.1136/b
m

jo
p

en
-2024-092353 o

n
 

B
M

J O
p

en
: first p

u
b

lish
ed

 as 

http://dx.doi.org/10.1053/j.ajkd.2017.07.021
http://dx.doi.org/10.1001/jamainternmed.2019.0077
https://advancecareplanning.org.uk/planning-ahead
https://advancecareplanning.org.uk/planning-ahead
http://dx.doi.org/10.1111/jgs.17284
http://dx.doi.org/10.2196/14250
http://dx.doi.org/10.2196/14250
http://dx.doi.org/10.1177/1049909120959057
http://dx.doi.org/10.1177/1049909119832820
http://dx.doi.org/10.1177/1049909119832820
http://dx.doi.org/10.1177/0269216313512012
http://bmjopen.bmj.com/

	Patient and public perspectives on the availability of their health and advance care planning information to support care at the end of life: a mixed-­methods questionnaire study
	Abstract
	Background﻿﻿
	Methods
	Design
	Setting
	Participants
	Data collection
	Survey instrument
	Data analysis
	Quantitative analysis
	Qualitative analysis

	Patient and public involvement statement

	Results
	Confidence that the healthcare team will have access to the information they need to support or treat the patient at the end of life
	Priorities for increasing confidence that the healthcare team will have access to the information they need to support or treat the patient at the end of life
	Preferences for sharing records with health professionals
	Qualitative analysis
	Theme 1: Experience of sharing health information
	Theme 2: Preparation, communication and understanding
	Theme 3: Concerns, unknowns and assurance seeking
	Theme 4: Preserving dignity and respect: understanding individual contexts


	Discussion
	Strengths and limitations

	Conclusion
	References


