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Abstract
Background When an adult patient lacks decision-making capacity, care decisions must be made on their behalf 
in their “best interests”. We know little about the experiences of the family members of adult kidney patients with 
cognitive impairments, particularly in relation to best interests decisions. It is anticipated that they have varied 
experiences, with many feeling excluded from the most complex care decisions.

Methods This study aimed to understand the views and experiences of family members of adult kidney patients 
who had undergone a best interests decision in England. Semi-structured interviews (n = 6) were conducted with 
family members to explore their experiences and their views of the best interests process. Interview transcripts were 
then thematically analysed.

Results A range of experiences were reported, with four themes developed: prioritising patient preferences; family 
involvement; opposition to the best interests approach; and the importance of communication amongst all involved. 
Our findings suggest inconsistencies in how best interests decisions are approached in England, which can affect the 
nature and extent of family involvement. Participants highlighted the value of clear communication on all aspects of 
the decision-making process, including clarity on the roles of different stakeholders.

Conclusions When caring for adults who lack decision-making capacity, improvements in communication amongst 
all involved may minimise disagreements that escalate to legal proceedings.
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Introduction
Cognitive impairment in adult kidney patients presents 
challenges to making kidney care and treatment deci-
sions [1]. There are many relevant examples of cognitive 
impairment, including long-term learning difficulties, 
deterioration through dementia, and temporary impair-
ment through delirium. Studies have also demonstrated 
a high prevalence of cognitive impairment in kidney 
patients relative to the general population [2–4]. Contrib-
utors are not clearly defined but include age, cardiovas-
cular risk factors, diet and exercise, and dialysis modality, 
amongst others.

Where a patient lacks the requisite capacity to decide 
about their care, it must be made on their behalf. In Eng-
land, in the absence of a lawfully appointed proxy, such 
decisions are made by the patient’s doctor under the 
Mental Capacity Act 2005 (MCA 2005) in the patient’s 
“best interests”. However, the precise meaning of the 
term is elusive [5], as well as how much the patient’s own 
preferences are to be guiding. Those close to the patient 
– ordinarily family and friends, but sometimes also car-
ers, faith leaders, and others well placed to speak to the 
patient’s views and preferences – are characterised as 
“consultees”. They hold a consultative role, helping the 
care team better understand the patient’s preferences.

Making decisions in line with the MCA 2005 can pres-
ent many difficulties. There may be concerns over how to 
best respect the patient’s autonomy [6–7] and whether 
any previously recorded patient preferences remain 
accurate [8–9]. Then interactions between different par-
ties may increase the difficulty. The literature suggests 
family members are more likely to favour life-sustaining 
treatment (meaning dialysis) [10–11], and we know that 
patients decline dialysis for various reasons [12–13], so 
ensuring those with cognitive impairments are not sub-
ject to dialysis against their best interests is vital.

The BIRD Study (Best Interests in Renal Dialysis) inves-
tigated how best interests decisions under the MCA 2005 
are made in practice. Focused on decisions about dialy-
sis and conservative kidney management (CKM), quali-
tative interviews were conducted with both healthcare 
professionals (HCPs) and family members with the aim 
of understanding their views and experiences of the deci-
sion-making process. This paper presents BIRD Study 
results from interviews with family members, which 
included six participants. Whilst a small sample, our data 
are the first to begin to explore the perspectives of this 
under researched and hard to recruit group and are thus 
an important contribution to understanding.

Whilst this study was in the context of England, the 
challenges of this area of decision making are interna-
tionally comparable [1]. Regardless of who is the legal 
decision maker when a patient lacks capacity, there will 
be others present whose input will have to be navigated. 

In particular, there is potential for confusion between the 
family’s own preferences, what the family are represent-
ing as the patient’s preferences, and what the patient’s 
actual preferences may be. There is, then, a pressing need 
to understand the perspectives of the different parties in 
these decisions.

Materials and methods
Design
This study aimed to understand the views and experi-
ences of family members of adult kidney patients who 
had undergone a best interests decision in England. 
Qualitative methods were used to seek rich, detailed 
insights into the views and experiences of participants 
[14]. We conducted semi-structured interviews [15] 
using an evolving topic guide, prompting participants to 
explore areas of interest whilst affording them freedom to 
recount their views and experiences as they felt comfort-
able. The topic guide was informed by an earlier scoping 
review [1] and an example can be found in the supple-
mentary material.

Ethical approval
This study was reviewed by the Health Research Authori-
ty’s London – Camberwell St Giles Research Ethics Com-
mittee, with approvals granted on 22 December 2020 
(REC reference: 20/LO/1233).

Participants and recruitment
We recruited participants from two kidney units in Eng-
land between June 2021 and April 2022. Recruitment was 
assisted by local collaborators, who were members of the 
healthcare team with an interest in the research. The two 
sites were chosen based on their serving populations of 
largely different ethnicities – one serving a largely White 
population, the other Asian. A third site, based in an 
area with a large Black population, fell through due to 
COVID-19 pressures. Our primary inclusion criterion 
was that participants are or have been involved in a best 
interests decision about dialysis and/or CKM as a family 
member.

Participants also had to be able and willing to consent 
to participation and communicate in English. The use 
of an interpreter was not feasible given study resource 
constraints.

We used purposive sampling to maximise diversity. 
That included various relationships to the patient; demo-
graphic range; and both positive and negative experi-
ences (local collaborators were asked to actively seek 
participants who had negative experiences).

Potential participants were first identified and 
approached by a local collaborator based on recall and 
reviews of patient records. Those interested in partici-
pation were put in touch with JAP and provided with 
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participant information materials. Eligibility was con-
firmed before scheduling the interview. Participants were 
offered the option of an in-person or online interview 
(via Zoom) due to COVID-19 measures. Online inter-
viewing is not considered to significantly impact on the 
quality or quantity of data [16].

Informed consent was given before each interview, 
either written or oral depending on interview location. 
Oral consent was audio recorded and stored separately 
to the interview recording. After interview, partici-
pants were given a £20 shopping voucher as a token of 
appreciation.

Data generation
All interviews were conducted by JAP. Participants were 
unknown to JAP, who introduced himself as a non-clini-
cal PhD researcher.

Interviews were structured around a topic guide, 
amended periodically in response to interviews. Partici-
pants were informed they could take a break or terminate 
the interview at any point without providing a reason. A 
distress protocol was used, based on that of Draucker and 
colleagues [17].

Data analysis
Reflexive thematic analysis was used, following Braun 
and Clarke’s stages of: data familiarisation, inductive cod-
ing, constructing themes, reviewing themes, and naming 
themes [18–19]. This is a suitably flexible approach to 
analysis that allows for in-depth exploration of individual 
experiences whilst interpreting connections that make 
for “themes” [20].

Audio recordings were transcribed verbatim by a tran-
scription service [21] and checked for accuracy by JAP. 
All transcripts were read by JAP before any formal analy-
sis to ensure familiarity, recognising the length of time 
between the first and last interviews. NVivo software 
(version 12) then facilitated inductive, data-driven coding 
by JAP. During coding, JAP maintained notes on candi-
date themes. Following coding, both codes and candidate 
themes were discussed between the authors before final 
themes were constructed and agreed. Regular discussions 
took place throughout the analysis period, allowing for 
any revisions to themes to be considered and agreed.

Results
There were six participants – three at each site (see 
Table 1). The mean length of interviews was 1h04m, with 
a range of 0h51m to 1h20m. Four themes were devel-
oped from the data: prioritising patient preferences (see 
Table 2); family involvement (see Table 3); opposition to 
the best interests approach (see Table 4); and the impor-
tance of communication (see Table 5).

Table 1 Details of participants
Site n= Relationship to patient (n=) Interview location (n=)
1 3 Parent (1)

Spouse (2)
In person (3)

2 3 Child (3) In person (1)
Online (2)

Table 2 Quotes about prioritising patient preferences
Quote # Quote
Q1 My role has always been- Well, you know, in the beginning, it was always as a daughter. It was always to think, “but what would my 

mum want? How is my mum going to feel about this?”. Especially after the stroke because she couldn’t speak for herself. It was always, 
yes, from a point of being a daughter and thinking that, you know, “mum would do this”, or, “mum would want that”. (Participant 05)

Q2 So, it wasn’t like my mum was ever left out or they didn’t acknowledge her. It never felt like that. They did come in, and as they got 
to know my mum, they knew what she was able to do and what she couldn’t maybe do. So, yes, but she was always consulted, and 
then we jumped in where we needed to. (Participant 05)

Q3 We encouraged them [the care team] to address the questions to us while keeping him in mind and reassuring- Holding his [P’s] 
hand, whatever. […] It was always a debate as to how much he could understand, even for us. We didn’t sign with him; we didn’t 
think he could cope with that. We used physical- We basically just hugged him and stroked him, and so forth, to reassure him, and 
encouraged everyone else to do the same. (Participant 01)

Q4 He was, but, yes, he was involved. We did discuss it with him. But that’s as far as, I suppose, it goes, really. […] So, in a sense, he prob-
ably wasn’t involved in that final decision about the haemodialysis. (Participant 02)

Q5 [H]e would have just said to the doctor, “do what you…”. He’s not a confrontational person at all. He would go along with whatever 
the doctor said he thought was best. […] I mean, it’s an acceptance because I think that’s the bit of the nature of dementia really, isn’t 
it, you know, sort of, “everyone else can make the decisions for me”. (Participant 02)

Q6 Okay, so at that point mum could talk. She could breathe, so she was involved in that decision. We had some dialogue with her, me 
and my sister, and it was very much a family decision once my mum was informed about what it means. She wants to live. She wants 
to stay alive. It was just a case of, “well, that’s what you need to do now, mum, if you want to stay alive”. (Participant 04)

Q7 [T]here are religious aspects that you’ve got to cover for people – individuals with religious beliefs of keeping someone alive, the 
treatment that they should get, the treatment that should be withdrawn from them. These kinds of things, if you live in the society 
that we’re living in, we have to take that kind of stuff on board. (Participant 06)

Q8 Some people [understood], but then you can’t blame someone not understanding it. They’re not ignorant – it’s just that they don’t 
know about it. (Participant 06)
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Prioritising patient preferences
Participants considered their role in decisions to be a 
proxy representative of the patient, providing answers 
they felt the patient would – and advocating for them 
(Q1). Several spoke of formalising this proxy role 
through lasting power of attorney for health and welfare 
(LPA-HW).

Whilst the patients concerned were deemed to lack 
capacity to decide about dialysis, participants reflected 
on attempts to involve the patient in decisions, recog-
nition that the patient could still play some role (Q2). 
To that extent, participants took a supporting role in 
enabling the patient’s involvement.

For some, this entailed building protocols around 
the patient’s specific communication needs, particu-
larly where the patient could not communicate verbally 
and those close to the patient had alternative means of 
communication. One participant explained a protocol 

devised with the patient’s school and provided to the 
care team (Q3). This protocol was designed to reassure 
the patient whilst allowing HCPs to draw on the relatives’ 
understanding of the patient’s unconventional indica-
tions of assent and dissent. This, reflected the participant, 
was “a bit of education for the doctors” (Participant 01).

There was nonetheless recognition of limits to the 
involvement of the patient given cognitive impairment, 
such that the patient could not decide even with addi-
tional supports. Some suggested efforts to involve the 
patient in these circumstances may be tokenistic, wherein 
the patient does not make – or is not anticipated to make 
– any meaningful contribution (Q4). A related concern 
was the patient’s disposition being to try to please HCPs, 
going along with things to avoid confrontation, which 
could limit the reliability of any preferences expressed 
(Q5).

Table 3 Quotes about family involvement
Quote # Quote
Q9 I always felt that the consultant and, as I said, the doctor on the ward, they were, normally, but on that one occasion, giving us the infor-

mation and were definitely asking us to make the decision. Yes, so I never felt they were making the decision for us, no. (Participant 02)
Q10 I think you’d be asked questions, but if you didn’t have that power of attorney, then it would be that, in a way, you were being asked be-

cause it’s a polite thing to do to ask you what you think should be done. But the reality is if you don’t have power of attorney, whatever 
you’re trying to get done quite likely wouldn’t be done. (Participant 06)

Q11 Then we [members of P’s family] were able to come in together with our joint decision and say, “right. This is what we want and we are 
not budging”. Then they themselves [the care team] went, “oh, okay then. How do we go about making this happen?”. Then making it 
happen. […] Just because my mum can’t speak for herself it doesn’t mean that that need will not be met. (Participant 04)

Q12 [I]t’s a combined decision, let’s put it like that. But, to be fair, it’s probably more the whole family, rather than just myself and my hus-
band [their husband being the patient]. (Participant 02)

Q13 I would say he [interviewee’s brother] has been the main decision-maker and I’ve been consulted all the way, but sometimes, you 
know, we did disagree on things. […] We had to work together the best we could and think about my mum. She was number one. I 
don’t know how, but we managed and we actually are in a good place now. (Participant 05)

Q14 [I]t was scary. It was like you don’t want to make the wrong decision. You don’t want her to suffer more than what she’s doing already. 
[…] It is pressure. It is daunting. (Participant 05)

Q15 I remember we went in, we asked what happened because, all of a sudden, it happened to my mum. She came in fit and well. Obvi-
ously, you’re upset. That’s why you have all these questions. They are going to be natural questions, how it happened. You’re going to 
look to blame someone. Deep inside, you’re going to look to blame someone. It’s a natural thing that happens. (Participant 06)

Q16 It went on as before. I can’t remember an instance when somebody said, “he’s 18, it’s not for you to decide”. There was none of that, no. 
(Participant 01)

Table 4 Quotes about opposition to the best interests approach
Quote # Quote
Q17 It doesn’t work. It doesn’t work at all. It’s a flawed system. That’s my God honest truth. It’s a flawed system. You know when you go to a 

cashier, you have some that are nice, some that are not nice, some that are going to smile? You can’t put your luck on people, “I might 
get a good service today”, and wish you have a good doctor. (Participant 06)

Q18 I think I’d reached the stage where I thought, if you like, I need to feel as though I would be in charge if I had to, and that if I had to 
make a decision, rather than just saying, “this is what I want”, I would need to have a document. I would need to have power of attor-
ney. […] I think that you wouldn’t have the option to make the decisions if you didn’t have power of attorney. (Participant 03)

Q19 When you make a decision as an LPA holder, you can’t make a decision on your feelings. I can’t make a decision on how I feel. […] It’s 
what she would do. […] Now, I have views different to my mum, but my view doesn’t matter when it’s concerning her. (Participant 06)

Q20 So, had we not had the LPA, my mum would have been off the ventilator, and she wouldn’t be here today. That decision was made 
against the hospital and had to be kept because we knew the legal aspect of it, and that’s the only reason that, God willing, my mum 
is here. (Participant 06)

Q21 I don’t think there’s enough information out there for people to go and protect their families because a lot of people don’t know 
about LPAs and stuff that and how it could help. (Participant 06)
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Thus, there was greater focus on participants advocat-
ing for what they felt the patient would have wanted. This 
was sometimes informed by past conversations wherein 
the patient’s views were expressed, or reflection on the 
patient’s care decisions before losing capacity (Q6). Some 
participants reflected on the importance of the patient’s 
religious beliefs being adequately considered (Q7). One 
recalled conflict with the care team about the impor-
tance of keeping the patient alive in line with the patient’s 
own religious beliefs, finding it challenging when the 
care team does not seem to understand this (Q8). Whilst 
acknowledging that HCPs may not understand these 
views, there was frustration with not feeling heard when 
expressing them on the patient’s behalf.

Overall, participants viewed their role as advocate and 
source of information, providing an intimate knowledge 
of the patient that the care team lacks. They felt passion-
ately about this, portraying a sense of duty to the patient 
in ensuring appropriate decisions. Many noted, however, 
that this was not always their role in practice.

Family involvement
Participants spoke extensively of the nature and extent 
of their role in best interests decisions, especially regard-
ing interactions with HCPs. Some felt they were actively 
making the decision rather than just contributing (Q9). 
Others felt more excluded by HCPs.

Several participants demonstrated clear understanding 
of their role in law, having arranged LPA-HW to ensure 
their decisional role (Q10) following past experiences 
of other relatives’ healthcare. Negative past experiences 

drove some to arrange LPA-HW – they were highly criti-
cal of the family role in best interests decisions. Those 
who felt somewhat sidelined felt it necessary to stand 
their ground (Q11). One suggested they were only per-
mitted to care for the patient at home towards the end of 
their life because the family had previously provided that 
level of care to another relative. They felt the care team 
would not have allowed it “if somebody had said what we 
were saying but hadn’t got the knowledge that my son had 
got [about caring for someone at the end of life]” (Partici-
pant 03).

Whilst acknowledging there was often one relative act-
ing as spokesperson to communicate with HCPs, par-
ticipants spoke of wider family involvement outside the 
clinical setting (Q12). Sometimes, this caused internal 
family conflicts over what was in the patient’s best inter-
ests (Q13), partly owing to the flurry of emotions. The 
desire to ensure the “right” decision was made weighed 
on participants (Q14).

One reflected on the pressure of involvement in deci-
sions and how some may prefer not to participate. Leav-
ing the decision to someone else was suggested as a 
means of letting “this faceless person take the blame for 
their own abilities or inabilities” (Participant 04) should 
there be any negative consequences downstream. Others, 
however, found exclusion upsetting and wanted to hold 
someone accountable (Q15).

For most participants, the patient began kidney care 
as an adult. One, however, reflected on the patient being 
treated in a paediatric unit. They spoke of HCPs respect-
ing what the parents did, making them feel nothing 

Table 5 Quotes about the importance of communication
Quote # Quote
Q22 [H]onestly, one of the biggest things that I’ve learnt during this process, and still to this moment with my mum, all the staff, is commu-

nication. I know it sounds so fickle, but it is the biggest thing, you know, the communication. It’s like if you don’t understand something, 
then say. Don’t just go home thinking, “oh, I needed to ask this and I didn’t”. And they are willing to help. Yes, they are willing to help. They 
want you to be clear on what they’re going to do. (Participant 05)

Q23 It was a meeting of them letting us know what was going on, and then we’re giving our points. You know, it was very balanced. It was 
very equal. We were allowed to give our thoughts, views on my mum’s care. We were allowed to ask questions openly, and by this time, 
we had known them a while as well. So, it was quite comfortable, and we came out of there. Well, I came out of there knowing what’s 
going to happen, you know, what they’re doing with my mum, why they’re doing it and why they’re suggesting what they want to do. 
So, they were good. Those meetings, they were helpful. So, yes, that’s what I feel about them. (Participant 05)

Q24 So, we spent a lot of time before anything happened then, looking at the videos particularly, because they are animated and that does 
help a little bit. (Participant 02)

Q25 We were in a battlefield – we were fighting the world. I wasn’t taking care of my mum. I was fighting the world. I was fighting [hospital]. 
Me and my siblings were fighting [hospital]. (Participant 06)

Q26 Oh well, “no, I’m afraid he’s not on the ward or not available to answer”. You know, “in hospital you can’t always have who you want”. 
There was one occasion when two people had a go and I said, “this doesn’t work”. It was somebody quite senior and, I felt, rather fancied 
themselves at doing this slightly menial work. “Oh, I can remember”. Then failing. [Patient] would be in tears and it was very upsetting. 
(Participant 01)

Q27 I get the feeling that they only give you as much information as they think you need, not everything. They hold back a bit. (Participant 03)
Q28 There was a lot of misinformation. There was a lot of pressure, withholding truths. We found out later on that actually that’s not true. […] 

[T]he pressure is on them to clear the bed. (Participant 04)
Q29 It has been much better because we’ve not had to keep explaining things from the beginning. You know, we’ve built quite a good rap-

port with them, and they’ve got to know my mum. (Participant 05)
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would be done without their knowledge or consent. 
When the patient transitioned to adult care, coinciding 
with a change in the legal role of parents, the participant 
commented on continuing to be heavily involved in deci-
sions (Q16).

Opposition to the best interests approach
Many participants were critical of best interests decision 
making. As noted earlier, several held LPA-HW to avoid a 
best interests decision being made, their discomfort with 
the process stemming from past experience. The general 
feeling was that the patient’s relatives should have a far 
greater role than the best interests approach provides – 
some went as far as saying it should be a family decision. 
LPA-HW was discussed as securing the family’s role as 
the best interests approach introduces an element of luck 
in which doctor ends up making the decision (Q17).

There was frustration expressed that the ability to 
advocate for their loved one was stunted in the absence 
of LPA-HW (Q18) and that it was the only way for them 
to formalise the proxy role they perceived themselves 
having (Q19). Some were confident the patient would 
have wanted to die at home, but felt the care team would 
not have allowed that without LPA-HW. One expressed 
serious concern about what would have happened in the 
absence of LPA-HW (Q20).

The overall concern of participants was a lack of legal 
guarantee of decision-making power for relatives, lead-
ing to varying degrees of opposition to the best inter-
ests approach. With the life and wellbeing of a loved one 
potentially on the line, participants felt it was important 
that they have some authority in the decision so that they 
can fulfil their self-perceived role as proxy and advocate. 
This led one to voice frustration for those who may lack 
knowledge of options such as LPA-HW and may thus 
find themselves involved in a best interests decision 
(Q21).

The importance of communication
Cutting across the themes described above is the theme 
of communication – viewed by participants as essential 
to the best interests process. Participants considered 
it important for HCPs to communicate well not only 
with them, but with the patient – making a point of not 
excluding the patient because they cannot consent to 
care (Q22).

Many highlighted positive experiences whereby HCPs 
communicated very well (Q23). Others reflected on the 
limitations of resources provided, noting how visual aids 
instead of traditional written resources could improve 
understanding both for the patient and any consultees. 
Finding provided resources difficult to understand, some 
sought something more intelligible online (Q24). This 

was because they felt a responsibility to help the patient 
understand, requiring them to also understand.

Several participants recounted poor experiences, 
largely entailing HCPs being rather brusque in man-
ner, skirting around the more interpersonal aspects of 
interaction. Some were more extreme. One participant 
detailed a situation of the family feeling accused of mak-
ing poor decisions for the patient and ignored. Through 
several interactions with HCPs, they felt “the LPA pretty 
much was thrown out of the window” (Participant 06) in 
favour of the care team’s view of the patient’s best inter-
ests. HCPs raised formal concern over the LPA-HW, 
which was suspended pending investigation. For this par-
ticipant, the process proved draining and felt like a fight 
(Q25). Whilst this was the only example of the family-
HCP relationship breaking down to this extent, a similar 
sense of disenfranchisement was reported by many par-
ticipants, felt to stem from poor communication.

There was a sense that clinical pressures and practi-
calities sometimes created communication issues. One 
participant described a particular phlebotomist’s abil-
ity to take the patient’s bloods when others struggled. 
Despite failed attempts by other HCPs and the patient 
being clearly distressed, requests that this phlebotomist 
be called were rebuffed (Q26). This participant acknowl-
edged that “you can’t just have a personal phlebotomist to 
come in whenever you want” (Participant 01) but still felt 
the situation was poorly dealt with.

Beyond the nature of communication, several partici-
pants expressed concerns over content. Some felt HCPs 
were not always as forthcoming with information as they 
would have liked (Q27). They speculated that this was to 
protect them from too much information “because nor-
mal people wouldn’t want to hear it” (Participant 03). It 
was the failure of the care team to recognise that some 
would want to hear it that this participant objected to – 
a criticism of a perceived default position of protecting 
relatives from information overload.

Another participant felt resource pressures on HCPs 
explained a lack of information being provided. They 
described several aspects of the patient’s care relatives 
were initially told were not possible, only to later discover 
there were options available – for example, a mitten to 
stop the patient grabbing tubes (Q28).

Amongst those with LPA-HW, a view was expressed 
that “maybe they’re [the care team] a bit more care-
ful about what they say to you and maybe they give you 
more information than somebody that didn’t have it 
[LPA-HW]” (Participant 03). The suggestion being that 
relatives without LPA-HW may be given selected infor-
mation by the care team, preventing them from building 
a full picture of available options.

In contrast, one participant felt the doctor was “very 
clear and did give both sides of the coin” (Participant 02). 
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When a decision between dialysis modalities had to be 
made, this participant did not feel pushed into a particu-
lar option, finding both to have been explained in com-
parable depth. Though this followed what was perceived 
as an assumption that dialysis would happen and all that 
remained was to choose a modality.

Continuity of HCPs was also considered important to 
communication. One participant spoke of an unpleasant 
experience with a doctor who was filling in for the usual 
consultant, in which that doctor advised against dialy-
sis because “people with dementia don’t look after things 
properly and they get infected” (Participant 02). There 
was a sense that continuity enabled a good relationship 
between the patient, consultee(s), and HCPs given it is 
long-term care in this setting (Q29).

Discussion
Participants clearly felt that, despite cognitive impair-
ment, it is paramount that the patient is involved, as 
much as possible, in any care decision. This was seem-
ingly characterised as respecting the patient’s autonomy, 
ensuring the patient’s views and preferences are central. 
To that extent, participants align with the principles 
underpinning the MCA 2005 (s.4(6) MCA 2005). How-
ever, there is divergence from the MCA 2005 in the deci-
sional strength participants would afford the decision 
they think the patient would have made. They seemingly 
endorsed a substituted judgement model, wherein the 
patient’s assumed decision is followed even if thought 
to be poor. This is perhaps attributable to the confi-
dence participants had in their knowledge of the patient’s 
preferences; they voiced no concerns about accurately 
identifying these. This may be cause for concern given 
literature demonstrating inaccuracies in such prediction, 
particularly in relation to the patient’s discontinuity of 
self [22–23].

Given this, participants spoke of conflict arising where 
they felt HCPs did not adequately recognise the individ-
ual circumstances of the patient or the patient’s personal 
views and preferences (including religious convictions). 
However, whilst some spoke of conflict, others felt that 
they were making the decisions with full support of the 
HCPs – which, if accurate, is at odds with the process 
outlined by the MCA 2005 where those without LPA-
HW are concerned (s.4(7) MCA 2005). This speaks to 
existing literature, which highlights families being given 
an influential role as a form of “defensive medicine” [10, 
23–24].

These conflicts led some participants to oppose the 
best interests system. Considering the limits on deci-
sional power afforded to the patient’s relatives, several 
expressed a preference for some manner of substituted 
judgement, with the family acting as decision maker even 
in the absence of LPA-HW. Interestingly, amongst those 

who did not criticise the best interests system, most 
reported feeling that they had made decisions. A ques-
tion remains over whether they would have opposed best 
interests if they had experienced the exclusion others 
reported.

Overall, the importance of good communication for 
collaborative decision making was considered central. 
Even if they might remain unhappy with how decisions 
are made, all participants valued HCPs being honest and 
forthcoming with information, not leaving them in the 
dark about their loved one’s care. This was equally true of 
those who strongly opposed the best interests decision-
making framework stipulated by the MCA 2005. We 
anticipate the same being true across jurisdictions, even 
if the legal decision maker varies.

Given these findings, it is recommended that further 
training and resources are developed to support best 
interests decision making in this context. Training ought 
to focus on how healthcare professionals can navigate 
conversations about these complex legal decisions, whilst 
resources may benefit all stakeholders – patients, con-
sultees, and professionals – by providing clarity on legal 
requirements and offering an outline decision-making 
approach. In addition to being a significant and novel 
contribution to the kidney care literature, our findings 
also contribute to the wider literature on decision mak-
ing where patients have cognitive impairments. With the 
challenges of best interests decision making being widely 
recognised – including both misunderstanding and 
inconsistency [25–26] – the insight into the process we 
provide may be informative in other contexts. As such, 
we suggest there would be value in exploring the applica-
bility of our recommendations in other care settings.

Limitations
Our sample comprises a small number of family mem-
bers recruited from two kidney units, so is not represen-
tative. However, qualitative research is not intended to 
draw on large sample sizes for the purposes of generalis-
ability. Given how underexplored they are in the litera-
ture, the perspectives of relatives are of great importance. 
Whilst we wanted to recruit more, COVID-19 intro-
duced a range of recruitment challenges.

Our sample also only includes family members. There 
remains a need to understand the perspectives of con-
sultees that are not related to patients – IMCAs (inde-
pendent mental capacity advocates), faith leaders, carers 
etc.

Conclusion
Our findings highlight potential issues in best interests 
decision making in the kidney care context. Poor com-
munication risks undermining the relationship between 
HCPs and relatives, maintenance of which is especially 
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important in chronic care settings where discussions will 
often continue for many years. Equally, if family mem-
bers are, in some settings, taking a deciding role in best 
interests decisions, this is contrary to the MCA 2005 and 
risks the preferences of those family members having too 
strong an influence. As such, acknowledging the poten-
tial for confusion between the family’s own preferences, 
what the family are representing as the patient’s prefer-
ences, and what the patient’s actual preferences may be, 
is necessary for good best interests decision making. We 
note, however, that a position of healthy questioning is 
not the same as an automatic cynicism about a family’s 
motives.

Overall, participants emphasised a strong element of 
luck in the best interests process around who is in the 
patient’s care team. Things that are highly valued – such 
as involving the patient in the decision and communi-
cating clearly and honestly – were felt to be inconsistent 
across individual HCPs, leading some to wholly oppose 
the best interests system. This suggests there may be a 
need for greater consistency in how best interests deci-
sions are approached by HCPs in kidney care.

Acknowledgements
We would like to thank our participants for taking the time to share their 
very personal experiences with us. We would also like to thank our local 
collaborators at the two study sites for making recruitment possible.

Author contributions
All authors contributed to the study design. JAP conducted the data 
generation. All authors contributed to analysis. JAP wrote the first draft of 
the manuscript. All authors read, reviewed, edited, and approved the final 
manuscript.

Funding
This study was funded by the Wellcome Trust (209841/Z/17/Z).

Data availability
The datasets used and/or analysed during the current study are not open 
access, but are available from the corresponding author on reasonable 
request.

Declarations

Ethics approval and consent to participate
This study was reviewed by the Health Research Authority’s London – 
Camberwell St Giles Research Ethics Committee, with approvals granted on 
22 December 2020 (REC reference: 20/LO/1233). All participants provided 
written informed consent to participation following provision of a participant 
information sheet and the opportunity to ask questions. Research was 
conducted in line with the Declaration of Helsinki.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Received: 28 March 2025 / Accepted: 21 April 2025

References
1. Parsons JA, Ives J. Dialysis decisions concerning cognitively impaired adults: a 

scoping literature review. BMC Med Ethics. 2021;22:24.
2. Zhang J, Wu L, Wang P, Pan Y, Dong X, Jia L, Zhang A. Prevalence of cognitive 

impairment and its predictors among chronic kidney disease patients: a 
systematic review and meta-analysis. PLoS ONE. 2024;19(6):e0304762.

3. Berger I, Wu S, Masson P, Kelly PJ, Duthie FA, Whiteley W, Parker D, Gillespie 
D, Webster AC. Cognition in chronic kidney disease: a systematic review and 
meta-analysis. BMC Med. 2016;14:206.

4. O’Lone E, Connors M, Masson P, Wu S, Kelly PJ, Gillespie D, Parker D, Whiteley 
W, Strippoli GFM, Palmer SC, Craig JC, Webster AC. Cognition in people with 
end-stage kidney disease treated with hemodialysis: a systematic review and 
meta-analysis. Am J Kidney Dis. 2016;67(6):925–35.

5. Hedley M. The modern judge: power, responsibility and society’s expecta-
tions. Bristol: LexisNexis; 2016.

6. MacPhail A, Ibrahim JE, Fetherstonhaugh D, Levidiotis V. The overuse, 
underuse, and misuse of dialysis in ESKD patients with dementia. Semin Dial. 
2015;28(5):490–6.

7. Ang A, Loke PC, Campbell AV, Chong SA. Live and let die: ethical issues in a 
psychiatric patient with end-stage renal failure. Annals Acad Med Singap. 
2009;38(4):370–4.

8. Conneen S, Tzamaloukas AH, Adler K, Keller LK, Bordenave K, Murata 
GH. Withdrawal from dialysis: ethical issues. Dialysis Transplantation. 
1998;27(4):200.

9. Scott J, Owen-Smith A, Tonkin-Crine S, Rayner H, Roderick P, Okamoto I, 
Leydon G, Caskey F, Methven S. Decision-making for people with dementia 
and advanced kidney disease: a secondary qualitative analysis of interviews 
from the Conservative kidney management assessment of practice patterns 
study. BMJ Open. 2018;8(11):e022385.

10. Keating RF, Moss AH, Sorkin MI, Paris JJ. Stopping dialysis of an incompetent 
patient over the family’s objection: is it ever ethical and legal? J Am Soc 
Nephrol. 1994;4(11):1879–83.

11. Pruchno RA, Lemay EP Jr, Field L, Levinsky NG. Spouse as health care proxy for 
dialysis patients: whose preferences matter? Gerontologist. 2005;45(6):812–9.

12. Johnston S, Noble H. Factors influencing patients with stage 5 chronic kidney 
disease to opt for Conservative management: a practitioner research study. J 
Clin Nurs. 2012;21(9–10):1215–22.

13. Noble H, Meyer J, Bridges J, Kelly D, Johnson B. Reasons renal patients give 
for deciding not to Dialyze: a prospective qualitative interview study. Dialysis 
Transplantation. 2009;38(3):82–891.

14. Bowling A. Research methods in health: investigating health and health 
services. 3rd ed. Maidenhead: Open University; 2009.

15. Silverman D. 2017. Doing Qualitative Research. 5th edition. London: SAGE.
16. Krouwel M, Jolly K, Greenfield S. Comparing skype (video calling) and in-

person qualitative interview modes in a study of people with irritable bowel 
syndrome – an exploratory comparative analysis. BMC Med Res Methodol. 
2019;19:219.

17. Draucker CB, Martsolf DS, Poole C. Developing distress protocols for research 
on sensitive topics. Arch Psychiatr Nurs. 2009;23(5):343–50.

18. Braun V, Clarke V. Using thematic analysis in psychology. Qualitative Res 
Psychol. 2006;3(2):77–101.

19. Braun V, Clarke V. Reflecting on reflexive thematic analysis. Qualitative Res 
Sport Exerc Health. 2019;11(4):589–97.

20. Braun V, Braun C. Thematic analysis: A practical guide. London: SAGE; 2022.
21. UK Transcription. n.d. Transcription Services.  h t t p s :   /  / w w  w .  u k t  r a n s  c r i  p t  i o  n . c o 

m /
22. Feely MA, Albright RC, Thorsteinsdottir B, Moss AH, Swetz KM. Ethical chal-

lenges with Hemodialysis patients who lack decision-making capacity: 
behavioral issues, surrogate decision-makers, and end-of-life situations. 
Kidney Int. 2014;86(3):475–80.

23. McDougall R. Best interests, dementia, and end of life decision-making: the 
case of Mrs S. Monash Bioeth Rev. 2005;24(3):36–46.

24. Ang A, Loke PC, Campbell AV, Chong SA. Live or let die: ethical issues in a 
psychiatric patient with end-stage renal failure. Annals Acad Med Singap. 
2009;38(4):370–4.

https://www.uktranscription.com/
https://www.uktranscription.com/


Page 9 of 9Parsons et al. BMC Nephrology          (2025) 26:220 

25. Taylor HJ. What are ‘best interests’? A critical evaluation of ‘best interests’ 
decision-making in clinical practice. Med Law Rev. 2016;24(2):176–205.

26. Donnelly M. Best interests, patient participation and the mental capacity act 
2005. Med Law Rev. 2009;17(1):1–29.

Publisher’s note
Springer Nature remains neutral with regard to jurisdictional claims in 
published maps and institutional affiliations.


	“You can’t put your luck on people”: a qualitative study of family views on the best interests decision-making process concerning adult kidney care in England
	Abstract
	Introduction
	Materials and methods
	Design
	Ethical approval
	Participants and recruitment
	Data generation
	Data analysis

	Results
	Prioritising patient preferences
	Family involvement
	Opposition to the best interests approach
	The importance of communication

	Discussion
	Limitations

	Conclusion
	References


