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Abstract
Eating and drinking are fundamental to life. However, older patients are often restricted with oral intake due to feared risk 
of aspiration. Eating and Drinking with Acknowledged Risks (EDAR) is an alternative process which enables comfort, 
dignity, and autonomy for these patients. While national guidance has been developed for EDAR in the UK, other ageing 
societies such as Japan do not have such guidance. To understand the perspectives and experiences of healthcare profes-
sionals regarding the complex decision-making process around EDAR we planned a mixed methods study comparing 
the two countries. This was the qualitative phase of the study. Twelve healthcare professionals (two doctors, nurses and 
speech and language therapists each in Japan and the UK) participated in semi-structured interviews on their roles and 
experiences related to EDAR in older adults. We analysed the data thematically, and three themes emerged: (1) health-
care professionals and healthcare systems, (2) priorities in decision-making and (3) relationship with family and patient. 
There were many similarities but also differences across the countries, in the setting, training and individual experience. 
Decision-making was shaped by a complex combination of individual, structural and cultural factors, which indicated in 
the Japanese culture a greater likeliness to defer clinical decision-making and to side with families’ wishes. Healthcare 
professionals’ experiences and attitudes towards EDAR differed depending on various factors related with the individual 
and environment. The next quantitative phase of our research aims to establish the mechanism to increase confidence 
around EDAR in professionals and training options.

Keywords  Dysphagia · Swallowing impairment · Aspiration pneumonia · Decision-making · Risk feeding

Received: 18 April 2024 / Accepted: 23 September 2024
© The Author(s) 2024

Eating and Drinking with Acknowledged Risks (EDAR) in Older Adults: 
A Qualitative Study of the Experiences of Clinicians in Japan and the 
UK

Yuki Yoshimatsu1,2  · Marianne Markowski3,4  · David G. Smithard1,2  · Dharinee Hansjee5  · 
Tadayuki Hashimoto6,7  · Hiroyuki Nagano8  · Ryan Essex3,9

1 3

http://orcid.org/0000-0003-0913-3507
http://orcid.org/0000-0003-4652-3168
http://orcid.org/0000-0001-6863-3099
http://orcid.org/0000-0002-1137-9728
http://orcid.org/0000-0002-9723-3550
http://orcid.org/0000-0002-7109-6172
http://orcid.org/0000-0003-3497-3137
http://crossmark.crossref.org/dialog/?doi=10.1007/s00455-024-10765-4&domain=pdf&date_stamp=2024-11-11


Y. Yoshimatsu et al.

Introduction

Eating and drinking are basic human rights and a funda-
mental joy in life. When there is a suspected risk of aspira-
tion or choking, clinicians generally tend to restrict people 
from eating and drinking in the hope to prevent aspiration 
[1, 2]. This happens particularly often in older adults, asso-
ciated with a high prevalence of dysphagia and aspiration 
pneumonia.

However, restricting eating or drinking does not neces-
sarily prevent aspiration pneumonia (which is more of a 
multifactorial syndrome than a simple result of dysphagia 
alone [3]), while it will potentially contribute to malnu-
trition, dehydration, oral frailty, and deprivation of basic 
human rights and a decline in quality of life [2, 4].

Eating and Drinking with Acknowledged Risks (EDAR) 
is an alternative route that enables comfort, dignity, and 
autonomy for patients who may otherwise be restricted with 
oral intake [5]. In the UK, the Royal College of Speech 
and Language Therapists have published guidance [5]. The 
Royal College of Physicians and the British Geriatric Soci-
ety have also published practical guides on the complexities 
of nutrition and hydration in older adults and end-of-life care 
[6]. These guidances have shown to help promote EDAR 
[7, 8], and the Feeding via the Oral Route With Acknowl-
edged Risk of Deterioration (FORWARD) bundle has been 
developed and tried in stroke patients, to enable early start 
of oral intake [7]. However, decision-making around EDAR 
implies that the clinician has to consider medical and ethical 
factors, and this can lead to potential conflicts and risk-tak-
ing. As the risks and benefits of eating and drinking cannot 
easily be quantified, the decision-making process is com-
plex, with added ethical dilemmas to consider [9]. How to 
make the process easier is largely unknown, which is why 
we planned a mixed methods study to better understand 
the current healthcare professionals’ perspectives in order 
to consider what interventions would be of use. A qualita-
tive study in New Zealand identified four global themes 
surrounding EDAR: supporting practice, communication, 
complexity of feeding decisions, and patient and family 
centred care [10]. Concerns were raised towards limited 
education and organisational policy around decisions, and 
communication was considered a major factor in the suc-
cess [10]. In the UK, there is a general emphasis towards an 
individual’s comfort. This may be due to cultural and reli-
gious factors and the wide acceptance towards geriatric and 
palliative care. With the recent development of guidelines, 
it has become more common to consider EDAR in practice. 
Despite these advantages, EDAR is not an easy decision for 
clinicians in the UK [1, 11].

In countries such as Japan, there is still no such policy 
regarding EDAR. Japan has ranked top in longevity for 

most of the past decade [12]; however, their healthy life 
expectancy is 10 years less than biological life expectancy 
[13]. Although Japan leads the world in the abundance of 
modified diets [14] and oral care availability [15], there is 
a tendency to prioritise safety over comfort, and as a result, 
many people are put on nil by mouth (NBM) when suspected 
to be at high risk of aspiration [2, 16]. Many older adults 
spend their final months/years with high dependency needs 
and little or no oral intake, being given nutrition via intrave-
nous drips [17], peripherally inserted central catheters [18] 
or tube feeding [19]. These measures are said to prolong 
life expectancy in Japanese studies [19, 20], though data 
from Western countries state otherwise [21, 22]. Moreover, 
longevity and families’ wishes are often emphasised over 
patient comfort or autonomy. The Japan Geriatrics Society 
issued a guideline on end-of-life care for older adults, sug-
gesting the shared decision-making of withholding or with-
drawing artificial hydration and nutrition [23]. However, 
there is no formal assessment of capacity that is routinely 
performed in the clinical setting, nor practical guidance on 
how to approach decision-making on EDAR.

To assure older adults of their rights to enjoy eating and 
drinking while minimising the burden on clinicians, it is 
necessary to understand the medical, cultural, and ethical 
issues related to EDAR in each setting. Therefore, based on 
these cultural and medical differences in the two super-age-
ing societies Japan and the UK, we planned a mixed meth-
ods study (exploratory sequential design) [24] on EDAR in 
older adults comparing the two countries. The primary aim 
was to investigate the barriers and facilitators healthcare 
professionals face when considering EDAR for older adults, 
with the secondary aim being to compare the similarities 
and differences in UK and Japan, and deliberate what can 
be done to promote EDAR. As no similar study has been 
performed, we conducted an initial feasibility study [11] and 
qualitative phase, which would then lead to the quantitative 
phase of developing a questionnaire for healthcare profes-
sionals to take part.

Here, we report the qualitative phase of the study to 
explore the views of clinicians in Japan and the UK toward 
EDAR and the factors that shaped their decision-making in 
relation to this practice.

Methods

This was a qualitative study on healthcare professionals 
regarding decision-making around EDAR in older adults. 
Ethical approval was provided by the Ethics Committee 
of Hashimoto Municipal Hospital in Japan (ID R2.10-1) 
and the Health Research Authority and Health and Care 
Research Wales in the UK (ID 321158). Written informed 
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consent was obtained from each participant. The objectives 
and nature of the study were fully explained with written 
and oral explanation. Potential participants were given the 
opportunity to ask questions. Participants were able to with-
draw consent at any time.

Participants and Recruitment

Twelve multidisciplinary healthcare professionals work-
ing clinically with patients aged 65 years-old and above in 
Japan and UK were recruited. There were 2 representatives 
from each professional group comprising doctors, nurses, 
and speech and language therapists (SLTs), who form the 
three key professions involved in the decision-making 
around eating and drinking in both countries. The number 
of interviewees were kept to a minimum as this qualitative 
study was an exploratory phase leading to the quantitative 
phase: therefore; the emphasis was placed on the identifi-
cation of themes from a spread of participants purposively 
recruited, rather than exploring a topic in depth by a larger 
number of participants (the latter will be achieved with the 
second phase). The contested concept of data saturation is 
not relevant to our research design as we aimed to achieve 
‘conceptual depth’ [25], where we focused in particular on 
the ‘range’ (breadth of issues) between the two countries.

Subjects were recruited through purposive sampling. 
The inclusion criteria were healthcare professionals who 
have worked in Japan or the UK for 5 or more years and are 
currently involved in the management of older adults with 
dysphagia. There was no limitation to their age, gender, or 
ethnicity.

The demographic data of the interviewees are shown in 
Table 1. The UK interviewees were of varied ethnicity.

Interviews

A semi-structured interview topic guide was developed by 
researchers (Supplementary 1). Questions were designed 
to answer the research objectives and find the barriers and 
facilitators of decision-making around EDAR. A multi-
disciplinary team of researchers revised the questions. All 
interviews were conducted by YY in a quiet room. The 
duration ranged from 20 to 50 min and were recorded, then 
transcribed within 1 week after the interview. The Japanese 
interview data was translated into English by YY and was 
individually checked for accuracy by two other bilingual 
researchers (TH and HN).

Analysis

Data was analysed thematically in NVivo (version 14) [26], 
following the steps laid out by Braun and Clarke [27]. Each 
transcript was reviewed by at least two authors in arriving 
at our final themes. The following steps were taken: (1) 
Familiarisation with data. RE, MM and YY familiarised 
themselves with the data by reading through transcripts and 
taking notes. (2) Coding the data. RE generated a series 
of initial codes, going through each transcript line by line, 
inductively identifying concepts and ideas that emerged. 
(3) Generating themes from the codes. RE generated initial 
overarching themes from the codes. (4) Reviewing themes 
for coherence and relevance. At least two authors reviewed 
each transcript independently, and three authors critically 
analysed coding. RE, MM, YY critically reviewed the ini-
tial codes and identified emerging themes. (5) Defining and 
naming themes. Through an iterative process, where dis-
agreements and divergence were resolved through discus-
sion, RE, MM, and YY arrived at the final themes (Table 2). 
To ensure rigor, the final themes were reviewed indepen-
dently by four colleagues (two each from Japan and the UK) 
experienced in decision-making in eating and drinking in 

Table 1  Demographic data of interviewees
ID Country Occupation Setting Experience

(years)
Age
(years old)

Sex

JPN1 S Japan SLT Acute hospital / community 24 50 F
JPN2 P Japan Physician Acute hospital / community, general medicine 13 36 M
JPN3 N Japan Nurse Acute hospital / community 15 43 F
JPN4 S Japan SLT Acute hospital / community 11 33 M
JPN5 P Japan Physician Acute hospital, respiratory medicine 28 60 F
JPN6 N Japan Nurse Acute hospital 20 42 M
UK7 S UK SLT Acute hospital / rehabilitation ward / community 14 36 F
UK8 S UK SLT Acute hospital / community 11 39 F
UK9 N UK Nurse Acute geriatric ward 20 52 F
UK10 N UK Nurse Acute geriatric ward 11 37 F
UK11 P UK Physician Acute hospital, geriatric medicine 15 43 M
UK12 P UK Physician Acute hospital, geriatric medicine 34 58 F
(F: female, M: male, SLT: speech and language therapist)
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In contrast, it appeared that clinicians from the UK were 
more likely to take decisions by themselves and then involve 
others in confirming their decision.

I mainly make the decision by myself, but would 
involve the person, the family, the carers. A lot of 
times I would also let the GP know and ask them to 
contact me if they don’t agree. (UK8 S)

Several participants, more so from Japan, called for a more 
collaborative approach. This varied from simply wanting to 
have a “second opinion” (UK10 N) to having more broad 
ranging interdisciplinary discussions.

Instead of just doctors and nurses getting together to 
talk, it would be better to have a team where experts 
can discuss cases. No matter how many different 
professions talk together, if they don’t have the right 
knowledge and experience, the basis for the decision-
making won’t be clear. (JPN2 P)

For some in both countries, this support was already in 
place, with a few participants speaking about having access 
to specialist teams and nutrition nurses.

Furthermore, clinicians from Japan often spoke about 
having no clear procedure or protocol for EDAR. One nurse 
participant noted that “[t]here is no unified method. We are 
always struggling and exploring” (JPN3 N). This lack of 
clarity often created confusion.

Depending on who is in charge, sometimes the patient 
can eat and sometimes they can’t. It’s a big problem 
because although swallowing function does affect the 
decision, the decision is largely influenced by how 
the clinician thinks. Whether someone can eat or not 
depends on who is managing their care. (JPN1 S)

Several participants noted that they did not have any guide-
lines in place, with only one participant reflecting on the fact 
that a protocol was utilised in their workplace. Views about 
guidelines were mixed. A number of participants in both 
countries felt that uniform guidance could help improve 
practice and fill professionals with more confidence con-
cerning potential legal repercussions.

Others were more measured in seeing guidelines as a 
baseline measure that could provide minimal standards, 
rather than a solution that would improve practice.

Guidelines and policies are absolutely necessary to 
know the process to follow and how to make the deci-
sion. But so much of it is not covered in them. When 

older adults. (6) Writing up the analysis and reporting the 
findings.

Results

Three overarching themes emerged from the data: health-
care professionals and healthcare systems, priorities in 
decision-making and relationship with family and patient 
(Table 2). Each of these themes, along with their main sub-
themes will be discussed below.

Theme 1: Healthcare Professionals and Healthcare 
Systems

Beliefs of healthcare professionals were important fac-
tors that impacted their views toward EDAR, as were the 
healthcare systems in which they worked. Three sub-themes 
emerged related to their views about who should make the 
decision about EDAR: their experience with EDAR, the use 
of checklists and training opportunities. Participants also 
spoke about the relationship between the systems setting 
(community or hospital) and what effect this had in terms 
of applying EDAR.

Decision-Making Approaches

There was substantial variation in the answers to the ques-
tion of who had the final say in EDAR. Several participants 
spoke about deference of decision to senior staff, often the 
SLT or consultant who oversaw the care of the patient. Gen-
erally, there was more acceptance amongst Japanese clini-
cians to defer decision-making to senior staff.

However, some Japanese participants expressed wanting 
to have more say in regard to the patients care.

Currently, it feels like a top-down approach from doc-
tors. Nurses are also not able to speak up because 
their responsibilities are not clearly defined, leading to 
ambiguity. (JPN5 P)

Table 2  Themes and subthemes extracted from the interview data
Themes Subthemes
Healthcare 
professionals and 
systems

Decision-making approaches
Experience with EDAR and training
Hospital or community settings

Priorities in 
decision-making

Clinical indicators
Patients and families’ wishes
Risk, regulatory concerns, and ethical 
dilemmas

Relationship with 
family and patient

Educating and supporting patients and families
Trust and time
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In medical school, we learn how to save lives, but 
we don’t learn about dying. It’s understandable since 
medical care is primarily focused on preserving life. 
However, taking care of patients towards the end of 
their lives is also part of a doctor’s job, so I believe 
it’s important to teach these aspects as well. (JPN5 P)

While at least one participant noted they had training on 
EDAR “regularly” (UK10 N), the majority of participants 
spoke about the need for more training, particularly in end-
of-life care.

Participants pointed to the importance of experience to 
complement education and implied that for many difficult 
decisions, education alone may not be the best preparation, 
but needed experience with practice.

Hospital and Community Settings

A number of participants spoke about the potential burdens 
in relation to EDAR, mainly on staff and already strained 
healthcare systems. Similar sentiments were shared by UK 
and Japanese participants.

There is a concern that when we try EDAR in the hos-
pital, then there will be more pneumonia recurrences, 
prolonging hospital stays. (JPN2 P)
 
Staff need to have the time, recognition, and support to 
be able to spend time with patients and make appropri-
ate assessments and decisions. (UK9 N)

While most concerns related to patients who were hospi-
talised, participants were also concerned about patients in 
community settings. Participants noted the need for greater 
time and resources as they related to upskilling staff in rela-
tion to EDAR in the community.

The question of the setting was often critical in shaping 
participants’ perceived risks of EDAR and how they made 
decisions. Most participants felt that care was more risk 
averse in hospitals. One felt that making decisions about 
EDAR was easier in hospital, because of the support and 
“immediate medical care” (JPN4 S) that was available.

The responsibility that came with EDAR in the commu-
nity appeared to be particularly felt by Japanese clinicians.

In the hospital, it was left to other professions, but at 
home, we have to do it ourselves, so I feel a strong 
sense of responsibility and caution; I need to be very 
cautious. (JPN3 N)

Despite this however, many still felt the community was 
the best place to promote EDAR as clinicians can work 

the patients say I’m not doing that, and they’ve made 
that decision, then what do you do? (UK8 S)

A number of participants were more overtly sceptical about 
the utility of guidelines when it came to EDAR since profes-
sionals must also deal with the patient’s and families’ emo-
tions. At least one participant spoke about the difficulty of 
following guidelines in this context, while others felt that 
guidelines provided little in the way of empathy.

I think it is difficult to show compassion while using 
a set of uniform phrases provided as guidelines. It 
is important to reconcile the medical staff with the 
patients and their families to see if there are any gaps 
in their understanding of their condition. (JPN2 P)

Experience with EDAR and Training

Importantly the extent to which participants felt they needed 
the support of a team or other specialists was often shaped 
by their experience with and confidence related to EDAR.

A number of participants spoke about lack of education 
and their initial inexperience with EDAR and how, in lieu of 
more formal training, they learnt on the job. This was com-
mon amongst clinicians from both countries.

I learned by talking to nurses, patients and families, 
and dealing with them individually. There were no fel-
low SLTs around, so I wasn’t able to share experiences 
with people of the same profession. (JPN1 S)
 
The more you experience, the more proficient you are, 
and the decision comes almost automatically. That’s 
how you learn. Practice. (UK10 N)

While a number of participants reflected on the experience 
that accumulated with years of practice, many more spoke 
about specific influential experiences which had prompted 
them to shift their own practice.

My training at a well-established hospice also had 
a significant impact on me. There, I learned a great 
deal about end-of-life care. Nurses would sit by the 
patient’s side, holding their hand without any tubes 
stuck to their bodies. Observing this approach to sup-
porting patients made me realise that this kind of care 
is wonderful. (JPN5 P)

Participants from both countries reflected that this lack of 
preparedness may be because of the broader focus of medi-
cine to be curative, rather than on death and dying.
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that instead of patients staying in bed all day and 
thinking there’s nothing more to live for, when they 
have the choice to eat or drink, they spend more time 
awake and are more positive about other things that go 
along with eating. (JPN3 N)

In practice however, this was not always straightforward, 
particularly when there were conflicts between patients and 
their families. Many spoke about how mediating such dis-
putes was not simple. Particularly, Japanese clinicians were 
inclined to side with the family despite their intentions to 
fulfill the patients’ wishes.

I really want to respect the patient’s wishes, but a lot 
of the time I find myself siding a bit with the family’s 
wishes. This is because it’s the family who are closest 
to the patient. If the family cannot be positive and do 
things properly, no matter how much the patient wants 
it, it won’t work. (JPN3 N)

Risk, Regulatory Concerns and Ethical Dilemmas

Participants spoke about the risks related to EDAR and each 
weighed the risks differently. While the views largely var-
ied, there was a tendency for UK participants to be more 
confident about their decisions and be more willing to take 
risks, while Japanese participants appeared to have a more 
risk-averse behaviour.

One participant noted that if there were any risk, they 
generally would not feed a patient, while another felt that it 
was far more acceptable now to take such risks, at least in 
the UK.

Risk of aspiration was specifically cited a number of 
times.

The primary concern is the risk of aspiration. Aspi-
ration can be life-threatening, and even if it doesn’t 
result in death, it can lead to pneumonia and cause sig-
nificant distress to the individual. Considering this, it 
is essential to proceed with caution. (JPN4 S)
 
It would be awful for someone to choke to death. And 
no matter their understanding, I think that would be an 
awful way to die. (UK7 S)

One further factor that influenced risk-taking was related to 
the ability to modify the food.

I try to modify the food down to a safe level as much 
as possible, so that they can enjoy it. I don’t push them 

more closely with patients’ wishes and with family support 
towards improved quality of life.

Theme 2: Priorities in Decision-Making

The second theme relates to what participants prioritised 
in their decision-making in relation to EDAR. There were 
three sub themes in this theme: clinical indicators (such as 
the patients’ ability to swallow), the patients’ and families 
wishes, the clinicians’ perceptions of risk, legal and regula-
tory concerns and their values around EDAR.

Clinical Indicators

Clinical assessment was often the first step taken towards 
EDAR. This could range from informal conversations about 
what patients could eat, to formal assessments involving 
multiple team members.

Critical in this assessment was forming some idea of the 
patients’ risk related to choking.

If we know that somebody is a big choking risk, if 
patients still want to eat, it’s important to make sure 
they have a crisis plan in that event. (UK7 S)

Overall, participants spoke about such assessments as one 
factor in a relatively complex puzzle that involved the 
input of families, perceptions of risk and their own ethics 
or values.

Patients’ and Families’ Wishes

The role and influence patients and families have on decisions 
related to EDAR was discussed widely. Both participants 
from Japan and the UK spoke at length about prioritising 
patients’ wishes and why these were so important.

It is necessary to listen carefully to the patient’s vari-
ous thoughts and feelings, not just their desire to eat. 
(JPN3 N)
 
What does the patient want, that is my priority. And if 
the patient wants to eat, rarely would the family dis-
agree. (UK9 N)

For a number of participants, respecting patient and family 
wishes were closely entangled with respect to the patient’s 
autonomy and their quality of life.

Patients and their families are instantly brighter when 
they are allowed EDAR. Eating and drinking also 
makes them more positive about other things. I feel 
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Theme 3: Relationship with Family and Patient

The relationship with family and patients was also critical 
in shaping decisions in relation to EDAR. Two sub-themes 
emerged here, educating and supporting families by involv-
ing them in feeding or care, and the need for trust and time.

Educating and Supporting Patients and Families

Patient and family’s knowledge and willingness to learn 
about EDAR were important factors in decision-making in 
providing EDAR.

I have to make sure that the family understands that 
the patient is not really in a position to eat, but that 
everyone is working together, to best fulfil the patient’s 
wishes. (JPN3 N)
It’s important to educate the family beforehand about 
the natural progression of the disease, and what to 
expect. This education is crucial for the family rather 
than the patient themselves. We need to differentiate 
between patients with full consciousness and those 
with conditions like dementia or frailty. In either case, 
patients should be the centre of the decision. (JPN5 P)

One common issue raised in both countries was the need 
for greater support for families to accept the illness of their 
loved ones and who might already be grieving. One partici-
pant described what they usually say:

It’s not you that’s harming them. You’re doing the 
best you can. It’s their dementia that’s changing the 
way they’re doing things. It’s not you that caused this. 
(UK8 S)

One further important factor was the extent to which fami-
lies could engage in their care. This appeared to be more 
salient for Japanese participants as care is frequently deliv-
ered at home, yet families need to be educated about EDAR.

One effective method as part of family education is to 
ask the family to feed the patient. (JPN5 P)
 
It’s not easy for carers to take time to prepare and feed 
them in the way that the specialists advise them to, so 
it depends on the family. The burden on the family can 
be quite significant. (JPN3 N)

away as an instant no, but I can’t grant their wishes 
per se. (JPN1 S)

One further risk that deserves special attention is related to 
legal or regulatory sanctions. How they influenced partici-
pants’ decision-making differed substantially. Participants 
spoke about the need and importance to have mutual under-
standing with families in regard to EDAR.

I have never had to worry about being sued or any-
thing like that. There have been conflicts, and it took 
time to understand each other, but in the end, there is 
often mutual understanding. (JPN5 P)

At least one participant had been through legal proceedings 
already. This had an ongoing influence on their approach to 
EDAR.

I’m not really sure what my legal standpoint is. There 
is a chap that is a high risk. I’ve done letters to every-
body, etc. I’ve done everything I can think of. But 
am I going to end up in court because his condition 
changes? or if someone does something that doesn’t 
work on that day? Is that my fault? should I go back 
and assess him again? I ask myself so many questions. 
(UK8 S)

Participants further spoke about EDAR in regard to their 
own or their professional ethics. The idea of ‘doing no 
harm’ was mentioned by at least two participants, who felt 
by allowing EDAR they may have been promoting harm.

If I know that the swallowing function is that bad and 
that my decision [allowing EDAR] is going to harm 
the patient, it’s a dangerous thing to do. That would 
mean that my swallowing assessment is not done 
efficiently. I would say to myself, how is that profes-
sional? (JPN1 S)

Importantly, participants did not only speak about ethics in 
relation to limiting EDAR; many spoke about the impor-
tance of valuing patient autonomy and how this directed 
their decisions, while other spoke about the de-medicalisa-
tion of death.

I think we need to stop medicalising death or end-of-
life and concentrate on patients’ wishes and what they 
would want. (UK12 P)
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to EDAR, with most learning on the job. The systems in 
which people worked also shaped their views, with notable 
differences between those in the community and those in 
hospitals. Perhaps unsurprisingly, many described existing 
pressure on staff, making EDAR more difficult. How clini-
cal and other factors were prioritised also impacted deci-
sion-making. This included the clinicians’ perception and 
priority given to clinical indicators, families’ wishes and 
legal risk. Importantly, even where clinicians expressed a 
desire to honour patient autonomy, other factors may have 
weighed more heavily in their decision whether or not to 
undertake EDAR, like potential legal risk. One final fac-
tor that impacted decision-making related to the clinician’s 
relationship with family, with many discussing the impor-
tance of involving families in the process and the need to 
develop trust.

This study revealed many similarities among Japan and 
the UK, along with differences across the countries but 
also setting (hospital or community), occupation, and indi-
vidual experience, as a whole painting a complex picture 
that speaks to how individual, structural and cultural factors 
shaped decision-making in this context. The main difference 
overall between the countries appears to be that Japanese 
clinicians are more likely to defer clinical decision-making 
to senior staff and/or to side with families’ wishes. This 
is in contrast to the UK, where shared decision-making 
approaches appear to take place more frequently, with an 
individual clinician leading the decision but getting confir-
mations from colleagues. Despite the UK having national 
guidance, there were similar challenges when considering 
EDAR. Guidance alone is not as advantageous: combina-
tion with practical knowledge and experience is what is 
necessary.

One interesting finding is how EDAR was frequently 
associated with end-of-life care in both countries, while the 
initial EDAR guidance aims for autonomy in eating and 
drinking regardless of the disease stage [5]. This was also 
seen in a retrospective study in the UK [11]. While there 
may be a need to increase awareness of the importance of 
autonomy in earlier disease stages, this also shows how in 
reality, EDAR and comfort measures are most sought for 
in end-of-life care. Hence, this indicates a generic need 
for more training and confidence with end-of-life care and 
support for patients and families at this crucial stage, con-
sidering the poor prognoses of older adults with aspiration 
pneumonia/dysphagia [11, 28–30].

The themes from our data were similar to a study of an 
inpatient setting in New Zealand [10], suggesting similar 
difficulties and dilemmas are experienced internationally. 
However, our study compared Japan and the UK, two cul-
turally and religiously differing but similarly developed and 
ageing societies. This also allowed comparison of having a 

Trust and Time

Finally, trust and time were critical factors that shaped the 
ability of participants to develop relationships with patients, 
their families and ultimately how they approached EDAR.

Ultimately, I think it’s about how to build trust with the 
patient and their family. With that, a decision can be 
made on EDAR. I don’t think that’s really something 
you make in writing [by consent forms]. In the past, 
we didn’t have the luxury of spending time building 
trust with patients and their families, but nowadays 
there is a much smaller number of patients per day, so 
I think we have more time. It’s important to have more 
time to build trust, to consider various modifications 
to food textures, to talk with the family, etc. You also 
need time to talk with the patient. I want more time to 
face the patient, not only for the legal stuff or docu-
ments. (JPN1 S)

While Japanese participants spoke about having the time 
and ability to build trust with patients and families, this was 
not always the case, particularly for UK participants.

If we had more time to spend with the patients or less 
caseload that would be so beneficial. Especially in the 
elderly care ward where the patient needs more atten-
tion, time and care. More workforce would be impor-
tant. (UK10 N)
 
[EDAR discussions are] really time consuming. 
Because they aren’t 2-minute discussions. And some-
times it’s not just one discussion but a few, until you 
reach the point that, yes, we are in agreement. Because 
you approach the subject, they need to think about it, 
they’ve never heard of it, they need to know about 
the options, and they will take it back home, they will 
speak to the entire family, they will come back, but it 
takes 2–3 days or even longer, and more family come, 
and we explain again… (UK12 P).

Discussion

The results summarise the challenges clinicians in Japan and 
the UK face in applying EDAR. A number of factors shaped 
attitudes and subsequent decision-making. Views about 
who should make decisions, the extent to which this should 
be collaborative and the need for guidelines varied; these 
were often shaped by training and experience in EDAR. 
Notably many participants reported limited training related 
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Conclusions

Healthcare professionals’ experiences and attitudes towards 
EDAR differed depending on the country, setting, profes-
sion and individual values. To further enable EDAR for 
appropriate candidates and increase confidence in health-
care professionals, support tailored to the setting and pro-
fession will be vital. This highlights the value of this study 
and warrants further quantitative investigation.
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