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Abstract

Background: End-stage renal disease (ESRD) is increasing both globally and in Asia.
Singapore has the fifth highest incidence of ESRD worldwide, a trend that is predicted
to rise. Older patients with ESRD are faced with a choice of haemodialysis, peritoneal
dialysis or conservative management, all of which have their risks and benefits.
Objective: This study seeks to explore perspectives on decision making amongst
older (>70) Singaporean ESRD patients and their caregivers to undergo (or not to
undergo) dialysis.

Design: Qualitative study design using semi-structured interviews.

Setting and participants: Twenty-three participants were recruited from the largest
tertiary hospital in Singapore: seven peritoneal dialysis patients, five haemodialysis
patients, four patients on conservative management and seven caregivers.

Results: While some patients believed that they had made an independent treatment
decision, others reported feeling like they had no choice in the matter or that they
were strongly persuaded by their doctors and/or family members to undergo dialysis.
Patients reported decision-making factors including loss of autonomy in daily life,
financial burden (on themselves or on their families), caregiving burden, alternative
medicine, symptoms and disease progression. Caregivers also reported concerns
about financial and caregiving burden.

Discussion and conclusion: This study has identified several factors that should be
considered in the design and implementation of decision aids to help older ESRD
patients in Singapore make informed treatment decisions, including patients' and car-
egivers' decision-making factors as well as the relational dynamics between patients,

caregivers and doctors.
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1 | INTRODUCTION

With trends showing increasing incidence, end-stage renal disease
(ESRD) is a growing public health concern globally.! In Singapore, a
small, densely populated and rapidly ageing city-state, ESRD inci-
dence has almost doubled between 1999 and 2015,2 making it the
fifth highest incidence worldwide.® These figures are expected to
continue rising due to population ageing and a high local prevalence
of diabetes.*

Haemodialysis (HD) and peritoneal dialysis (PD) are primary
therapies for ESRD, and evidence from Singapore suggests that for
younger and healthier ESRD patients, PD is the most cost-effective
treatment choice.’ However, there is increasing evidence of the lack
of survival advantage of dialysis over conservative management
(CM), which focuses on symptom management, for ESRD patients
over the age of 75 and with multiple comorbidities.®” Given that
there is no clear optimal treatment strategy for older ESRD patients,
many factors may influence their decision on which treatment to
pursue. These include average life expectancy, quality of life, care-
giver burden, availability of transport and cost.8?

As ESRD patients and their caregivers navigate these choices,
there is a need for supportive, contextually appropriate decision-
making aids to enable informed decision making. Evidence from
Singapore has shown that lack of knowledge of CM and deference
to physician recommendations may lead older ESRD patients to seek
dialysis10 and that a small proportion of patients later regret their de-
cision to start dialysis.'* Work done elsewhere has also shown that
most older patients have unrealistic expectations of dialysis upon
commencing treatment,'? and has suggested the need for age-spe-
cific information tailored to older ESRD patients that clearly com-
municate the risks, benefits and burdens associated with dialysis.13

Presently, there is limited research exploring the treatment de-
cision-making process of older ESRD patients and caregivers, and
the majority of current literature is centred on Western populations.
As rates of ESRD and associated risk factors rise in Asian popula-
tions, it is important to better understand the decision-making pro-
cess of patients and caregivers within Asian contexts. Singapore's
culture and policy structures are uniquely and deeply rooted in the
principles of self-reliance and family as the first line of support.***®
Individual and family responsibility are emphasized in health-care
policies such as Medisave, a mandatory saving scheme that requires
citizens to set aside a portion of their income to pay for their own
or immediate family members' medical expenses.16 This paper thus
seeks to explore perspectives on decision making amongst older
Singaporean ESRD patients and their caregivers to inform the devel-
opment and implementation of contextualized and culturally appro-

priate decision-making aids.

2 | MATERIALS AND METHODS

This qualitative study followed the guidelines of the Consolidated
Criteria for Reporting Qualitative Studies (Appendix S2).

2.1 | Setting

The study was conducted at Singapore General Hospital, the largest
tertiary hospital in Singapore.

2.2 | Participants and recruitment

This study used two methods to sample key informants: purposive
sampling to recruit patients with ESRD and snowball sampling to
recruit their caregivers. The inclusion criteria were as follows: pa-
tients had incident chronic kidney disease Stage 5 (glomerular fil-
tration rate < 10 mL/min), were aged 70 years or older and were

currently receiving HD, PD or CM. Caregivers were primary informal
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FIGURE 1 Participant recruitment flow chart
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ID Pseudonym Gender Age range Ethnicity

Patient characteristics
PAO8 Bee Eng F 76-80 Chinese
PA12 Irene F 71-75 Chinese
PA19 Chiang Tee M 71-75 Chinese
PA31 Wen Xi M 71-75 Chinese
PBO9 AiJia F 76-80 Chinese
PB11 Siew Leng F 76-80 Chinese
PB24 Mei Leng F 71-76 Chinese
PB31 Huang M 76-80 Chinese
PB36 Vivian F 76-80 Chinese
PCO5 Seng M 71-75 Chinese
PC10 Nur F 81-85 Malay
PC11 Leong M 71-75 Chinese
PC16 Larry M 71-75 Chinese
PC32 Priya F 71-75 Indian
PC35 Fang F 76-80 Chinese
PC42 Chia M 71-75 Chinese

Caregiver characteristics
CPAO8 Chin Boon M Spouse Chinese
CPA25 Cynthia F Child Malay
CPB24 Jun Hao M Child Chinese
C1PB31 Alice F Godchild Chinese
C2PB31 Patricia F Godchild Chinese
CPC42 Ying F Spouse Chinese
CPC44 Eng F Spouse Chinese

caregivers who had a close personal relationship with the patient
and were aged 21 years or older.

Participants were approached and recruited face-to-face by re-
searchers(EH, JK,VH, RQ) during appointments at Singapore General
Hospital with the assistance of renal coordinators, nurses and doc-
tors. In total, 62 participants were approached; 38 declined or did
not respond, and one dropped out due to hospitalization. Reasons
for refusal included being too tired and frail to have a prolonged
conversation or not wanting to talk about their experience. Twenty-
three participants from four participant categories were included in
the study: seven PD patients, five HD patients, four patients on CM
and seven caregivers. Of these participants, 14 were female and nine
were male. All but three participants were Chinese. Patients had a
mean average age of 75 (range 71-85). Figure 1 displays a flow chart
of the participant recruitment process, and Table 1 shows the basic

demographic characteristics of each included participant.

2.3 | Data collection

Semi-structured, in-depth interviews were conducted with all 23 par-
ticipants by researchers (JK, EH, RQ, VH, HLQ) trained in the study
protocol, interview guide and qualitative research methods. Interviews
were conducted in English (n = 8), Chinese (n = 9) or Malay (n = 1) by

TABLE 1 Participant characteristics

Treatment type
e table

CcM
CM
CcM
CM
HD
HD
HD
HD
HD
PD
PD
PD
PD
PD
PD
PD

researchers fluent in that language. All caregivers were interviewed
jointly with patients except two who were interviewed alone as the pa-
tient declined to participate in the study. Efforts were made to ensure
that both the caregiver and patient had the opportunity to contribute
equally in these dyadic interviews,'” such as probing for the other par-
ticipant's opinions if only one of them responded initially.
Interviewers followed an interview guide (Appendix S1) while
conducting interviews. The guide included topics such as socio-
demographics and caregiver support, medical history and medica-
tions, doctor-patient relationships, decision-making processes and
lived experiences. Interviews primarily took place in participants'
homes or waiting areas within the hospital (at the request of partic-
ipants). Each interview lasted approximately 30-60 minutes. Audio
recordings and field notes were taken during all the interviews. Data
collection ceased when the researchers were confident that data
saturation had been reached, which is defined by Saunders et al'®
as the point at which no new information is being generated by ad-

ditional interviews.

2.4 | Ethics

Informed consent for participation and recording was obtained be-

fore the interviews started, and participants signed a Participant
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Information Sheet and Consent Form in their language of preference
(Chinese, Malay or English). Participants could refuse to answer any
of the questions and/or discontinue their participation in the research
at any time. Efforts were made to conduct interviews in private, quiet
places that individual participants found comfortable and appropriate.
All interview materials were also stored securely to ensure data confi-
dentiality. Each excerpt in this paper includes the number of the inter-
view and code letters (F for female, M for male) so that extracts from
the same individual can be linked. To maintain anonymity, all names

reported are pseudonyms and identifying data have been excluded.

2.5 | Reliability and validity

In establishing the rigour of our enquiry, we employ the four trust-
worthiness criteria for qualitative research developed by Lincoln and
Guba: credibility, dependability, confirmability and transferability.'?
To increase the credibility and dependability of our research, investi-
gator triangulation and stepwise replication were implemented. This
involved multiple investigators analysing the same data set separately,
comparing their interpretations of the data and resolving inconsisten-
cies. Where interpretations differed, the investigators discussed until
consensus was reached on the interpretation that was most consist-
ent with the original meaning of the data. Confirmability of the find-
ings was also secured by requiring all investigators to keep reflexive
notes and participate in regular meetings to ensure that interpreta-
tions of the findings were not influenced by personal opinions and
biases but were grounded in the data. Finally, the transferability of
our study has been facilitated by the use of purposive sampling and
detailed descriptions of the study methodology and context.

WILEY- 1%

2.6 | Patient and public involvement (PPI)

Patient and public involvement in research is not a common prac-
tice in Singapore for a variety of reasons, including lack of funding.
Consequently, patients were not involved in the design and conduct
of the study, interpretation of results or the writing of this paper.

2.7 | Data analysis

Interviews were recorded and then translated into English (if nec-
essary) and transcribed in full. To ensure reliability, professional
bilingual transcriptionists who were familiar with local culture and
colloquialisms were hired to translate and transcribe the interviews
simultaneously. The respective interviewers (EH, JK, RQ) then dou-
ble-checked all transcripts against the audio recordings and rectified
any missing or misinterpreted information to ensure semantic and
conceptual accuracy. This approach was preferred to back and for-
ward translation, which is usually insufficient to obtain equivalence
in meaning.?° Three researchers (EH, JK and VH) coded interviews
using QSR Nvivo 11 Software utilizing a combination of inductive
and deductive thematic analysis. A priori themes were first derived
from the research aims, interview questions and previous literature.
Next, a posteriori themes were generated from the data and refined
using techniques from grounded theory, including the constant
comparative method and line-by-line analysis to test preliminary as-
sumptions.?! Data analysis ceased when the researchers agreed that
inductive thematic saturation had been achieved, which is defined
by Saunders et al as the point at which no new codes or themes

are emerging from the data. Triangulation was carried out regularly
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throughout the analysis process by comparing independently coded
data sets and discussing disagreements until consensus was reached

on the final list of codes and themes.'®

2.8 | Conceptual framework

We used a conceptual framework to guide our analysis of patient and
caregiver treatment decision making (Figure 2). We first considered
the role of socio-economic factors, as well as doctor-patient and
caregiver-patient relationships, in the decision-making processes of
older ESRD patients and their families.?>?* We then used emergent
themes to better inform the structure and content of our framework.

3 | RESULTS

Table 2 presents a summary of the key themes, subthemes and ex-
amples of evidence. Firstly, we will describe the roles of patients,
families and doctors in the decision-making process. Secondly, we
will explore the factors that informed patients' and families' initial

decision to accept or decline dialysis, as well as factors that caused

TABLE 2 Keythemes and examples of evidence

Theme Subtheme Examples of evidence

patients who initially declined dialysis to start it. All quotes by pa-
tients are presented with the accompanying ID number, pseudo-
nym, gender, age range, ethnicity and treatment type (HD/PD/CM).
Quotes by caregivers are presented with their ID number (matched
with the patient's), pseudonym, gender, relationship to the patient
and the patient's treatment type.

3.1 | Roles of individuals involved in the decision-
making process

Some patients reported that they had made an independent treat-
ment decision, while others reported feeling like they had no choice
in the matter or that they were strongly persuaded by their doctors

and/or family members to undergo dialysis.

3.1.1 | Role of patient

Many patients stressed that the final decision to accept or reject di-
alysis was theirs to make and that they made it on their own, even if
they had consulted with health-care professionals and family mem-

bers during the decision-making process:

Role of patient in
decision making

Role of family in
decision making

Role of doctor in
decision making

Decision-making
factors

Perception of an
independent
decision

Persuasion by family

Perception of ‘no
choice’

Advice by doctor

Loss of autonomy in

daily life

Financial burden

Caregiving burden

Alternative medicine

Symptoms and dis-
ease progression

‘Interviewer: So you all made a decision together?
Patient: No. | made the final decision because I'm the person in trouble, they support’. [PC11_
Leong_M_ 71-75_Chinese_PD]

‘He initially refused to undergo dialysis and delayed it for a long time because he didn't want to
pose a burden on our children. He only underwent it after our children persuaded him... He only
gave in after our children cried and kneeled down to beg him'. [CPC42_Ying_F_PD_Spouse]

‘Patient: So | told the doctor and the doctor told me that | had to undergo dialysis.
Caregiver: There was no choice; we had to start dialysis straightaway’.
[PB31_Huang_M_ 76-80_Chinese_HD]

[C1PB31_Alice_F_HD_Godchild]

‘He would use positive words to help us and advise us. It's because of him that | accepted dialysis.
Otherwise, | wouldn't have accepted it’. [PC42_Chia_M_ 71-75_Chinese_PD]

‘But I've seen many people here in wheelchairs who keep drooling and need people to feed them;
to be honest it’s better to die than to lead such a life. What is the point of prolonging such a life?
Therefore | said that | don’t want to undergo dialysis’. [PA19_Chiang Tee_M_ 71-

75_Chinese_CM]

‘I mean you got children but you don't want to be a burden to them also, for nothing you know di-
alysis is running thousands of dollars for what. | mean inside me | really regret it's a burden to my
daughter but naturally, she won't accept that. She says that's a duty of a daughter to her mother
you know according to her’. [PC32_Priya_F_71-75_Indian_PD]

‘Even if your son is capable, he has to take care of himself and his own family. Does he still have to
take care of you? Can you bear to ask him to take care of you? If he starts taking care of you, he
cannot stop taking care of you; but if he continues taking care of you, it's a problem too’. [PA19_
Chiang Tee_M_71-75_Chinese_CM]

‘The [TCM] doctor there said that, if there's need for dialysis, at last, you also must go. Not to say
that the Chinese herbs will cure you, will help you to improve anything... just to control it, that's
all...not enough...doctor does say that’. [PB36_Vivian_F_76-80_Chinese_HD]

‘He only came for dialysis because it reached the point where he couldn't breathe prop-
erly... By then, he had no choice as he was suffering... He told us to just let him die. But the
doctor told him that he might not die right away and instead suffer in a vegetative state’.
[CPC42_Ying_F_PD_Spouse]
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Interviewer: So you all made a decision together?Pa-

tient: No. | made the final decision because I'm the

person in trouble, they support.
[PC11_Leong_M_71-75_Chinese_PD]

This insistence on making an independent decision largely stemmed
from a notion of self-reliance and taking personal responsibility for
one's own problems. Patients expressed a reluctance to implicate oth-

ers in the consequences of their treatment decision:

Interviewer: Back then, when you were asked to un-
dergo dialysis, did you discuss it with your children?
Patient: Yes, but | was told to make the decision myself.
This decision cannot be made by others. Interviewer:
Please explain more. Patient: If they make the decision
for me to undergo dialysis, it means they will have to
take care of me.

[PA19_Chiang Tee_M_71-75_Chinese_CM]

3.1.2 | Role of family

Families played a substantial role in the treatment decision-making
process, often by persuading patients to start dialysis. Notably, sev-
eral patients in our study acceded to the wishes of their children for
them to undergo dialysis.

The wife of a PD patient recounted how her husband eventually
acquiesced to dialysis after receiving very strong and persistent per-

suasion from their children:

He initially refused to undergo dialysis and delayed it
for a long time because he didn't want to pose a bur-
den on our children. He only underwent it after our
children persuaded him... He only gave in after our
children cried and kneeled down to beg him.
[CPC42_Ying_F_PD_Spouse]

These narratives reflected a process of negotiation between pa-
tients and families and showed the powerful influence that families

had over patients' decisions.

3.1.3 | Role of doctor

The relationship that patients have with their doctors is complex and
has a bearing on their treatment decision-making process. Many pa-
tients in this study had an asymmetrical relationship with their doc-
tor, in which the doctor's opinions held a lot more weight than their
own. These patients felt that they were not in a position to question
their doctors' recommendations because doctors were more edu-

cated than them about medical affairs:

| also don't know what is dialysis...now do | know,
those days old people where got school..we know
nothing...whatever they say we just listen only...

WILEY- %%

the one who listen just the children so they would

know....I just heard people said only...but who are we

to say anything? We are not doctors.
[PC10_Nur_F_81-85_Malay_PD]

Based on the foundations of such an asymmetrical relationship,
many patients and caregivers felt like they did not have a choice but to

undergo dialysis when their doctors presented it as a necessity:

Patient: So | told the doctor and the doctor told me
that | had to undergo dialysis. Caregiver: There was no
choice; we had to start dialysis straightaway.
[PB31_Huang_M_76-80_Chinese_HD]
[C1PB31_Alice_F_HD_Godchild]

On the other hand, some patients described accepting the
advice of their doctors to undergo dialysis within a positive doc-
tor-patient relationship as doctors made an effort to encourage,

reassure and support them during the decision-making process:

He would use positive words to help us and advise us.

It's because of him that | accepted dialysis. Otherwise,

| wouldn't have accepted it.
[PC42_Chia_M_71-75_Chinese_PD]

3.2 | Decision-making factors

Common factors that patients considered when making the decision
to undergo dialysis included loss of autonomy in daily life, financial
burden (on themselves or on their families), caregiving burden, alter-
native medicine, symptoms and disease progression. Caregivers also

reported concerns about financial and caregiving burden.

3.2.1 | Loss of autonomy in daily life

Many patients were afraid that they would lose autonomy in their
daily life if they commenced dialysis and this was a crucial factor in
their decision making. For example, Vivian, who originally rejected
dialysis, thought that it was meaningless to prolong her life with di-
alysis because she believed that the time-consuming nature of dialy-
sis and its side-effects would restrict her daily life and take away her
freedom to travel:

| said, “I'm not in for anything why | extend my life?”
Extend this type of life is no good. You bear for the
pain, you got to take medicine every day, go for dialy-
sis...no doubt one week three times...the other three
days, gone. You are tired, you cannot go anywhere,
even Johor Bahru also cannot go.
[PB36_Vivian_F_76-80_Chinese_HD]

For many patients, these perceptions were shaped by witnessing
peers undergo dialysis and the negative impacts that it had on their
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lives. For example, Chiang Tee, who has so far chosen not to start di-
alysis, described how he saw his friend become wheelchair-bound and
dependent on a helper for his daily activities, and how he perceives
such a life to be worse than death:

I've seen many people here in wheelchairs who keep
drooling and need people to feed them; to be honest
it's better to die than to lead such a life. What is the
point of prolonging such a life? Therefore, | said that |
don't want to undergo dialysis.

[PA19_Chiang Tee_M_71-75_Chinese_CM]

The quotes reveal that for these patients, it was quality rather than
quantity of life that featured as a leading consideration when making

their treatment decision.

3.2.2 | Financial burden

The financial burden of dialysis was raised as a significant deci-
sion-making factor by many patients, who perceived that treatment
expenses would be extremely burdensome for themselves or their
families.

For example, Irene, who is currently still deciding whether to
start dialysis, shared that the cost of dialysis is her primary consid-
eration. As she does not have family support, she is worried about

being able to afford dialysis without incurring debt:

| cannot be spending above my budget. | don't want to
be in debt. Ah, that is the number one thing... Because
I don't have family support...I don't want to depend on
anybody...And | also don't want to be obligated to my
church members.
[PA12_Irene_F_71-75_Chinese_CM]

On the other hand, Priya related how she initially refused to un-
dergo dialysis because she was reluctant to place a financial strain on
her daughter, but her daughter regarded it as her ‘duty’ to provide fi-

nancial support for her mother's care:

I mean you got children but you don't want to be a
burden to them also, for nothing you know dialysis
is running thousands of dollars for what. | mean in-
side me | really regret it's a burden to my daughter
but naturally, she won't accept that. She says that's a
duty of a daughter to her mother you know according
to her.

[PC32_Priya_F_71-75_Indian_PD]

In short, while many patients were hesitant to start dialysis be-
cause of the perceived financial burden, the family caregivers in
our study did not regard the cost of dialysis as a reason to reject it
but rather as a challenge they should and could find ways to cope
with.

3.2.3 | Caregiving burden

Patients recognized that their decision to undergo dialysis would
give rise not just to financial but also caregiving obligations for their
family, and this was a major factor in their decision making.

For example, one of the main reasons why Chiang Tee rejected
dialysis was because he could not bear to pose a long-term caregiv-
ing burden on his son:

Even if your son is capable, he has to take care of him-
self and his own family. Does he still have to take care
of you? Can you bear to ask him to take care of you?
If he starts taking care of you, he cannot stop taking
care of you; but if he continues taking care of you, it's
a problem too.

[PA19_Chiang Tee_M_71-75_Chinese_CM]

While patients' families also acknowledged the caregiving respon-
sibilities of dialysis as a genuine concern, it did not deter them from

encouraging patients to undergo dialysis:

Our children told him that they are willing to shoulder
the burden and he needs to take care of himself. After
much persuasion, he finally conceded. Before that, he
totally refused. He even refused when the doctor told
him to undergo dialysis...
[CPC42_Ying_F_PD_Spouse]

In short, while the caregiving burden associated with dialysis was
a prominent reason for patients to reject it, the families in our study
showed a willingness to shoulder this burden and even persuaded pa-

tients to undergo dialysis.

3.2.4 | Alternative medicine

Furthermore, some patients stated that they preferred to try alter-
native medicine, in particular traditional Chinese medicine (TCM),
before accepting dialysis. Only when TCM was perceived to no
longer be an effective mode of treatment because of the severity of
their conditions did these patients resort to dialysis.

In particular, Vivian understood that TCM would not provide a
cure for her kidney disease, but she still sought TCM to delay the
initiation of dialysis:

The [TCM] doctor there said that, if there's need for
dialysis, at last, you also must go. Not to say that the
Chinese herbs will cure you, will help you to improve
anything... just to control it, that's all...not enough...
doctor does say that.
[PB36_Vivian_F_76-80_Chinese_HD]

On the other hand, Chiang Tee claims that he has been cured by a
folk remedy that was recommended to him by a friend and available
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on the Internet, which is why he believes that he does not need to

undergo dialysis anymore:

After that, someone introduced to me to a concoc-
tion of lychee seeds and pig kidney. 7 lychee seeds
and pig kidneys. You know, when one is not afraid
of death, everything goes. So | tried drinking it. My
friend's wife took care of me by boiling that soup for
me. | drank that three times and SGH told me to take
a blood test. After the blood test, the female doctor
told me that | don't have to visit the doctor for kidney
problems anymore. | asked, am | supposed to just wait
for death? She said no, it's good; | don't have to un-
dergo dialysis.

[PA19_Chiang Tee_M_71-75_Chinese_CM]

3.2.5 | Symptoms and disease progression

Finally, many patients explained how their decision to initiate dialysis
was strongly influenced by increasingly severe symptoms that oc-
curred alongside disease progression. This was a determining factor
for several patients who initially declined but subsequently accepted
dialysis.

For example, Siew Leng described how she originally rejected di-
alysis because she was young and symptom-free, but extreme swell-
ing in her body eventually drove her to initiate dialysis because she

could no longer walk:

At that time | was young, what for | go for dialysis?
Nothing wrong with me. I'm okay, | can walk, and |
can do anything. After that | just forget about it, noth-
ing wrong...until you know what happened? | was all
swollen, my leg, my hand, even my feet, all swollen
with water. What to do? So swollen | can't walk, so
have to go for dialysis, that's how | started.
[PB11_Siew Leng_F_76-80_Chinese_HD]

Ying also conveyed that it was only when the patient began to ex-
perience breathing difficulties that he decided to commence dialysis,

not out of a desire to prolong his life but to avoid further suffering:

He only came for dialysis because it reached the
point where he couldn't breathe properly... By then,
he had no choice as he was suffering... He told us to
just let him die. But the doctor told him that he might
not die right away and instead suffer in a vegetative
state.

[CPC42_Ying_F_PD_Spouse]

In other words, many patients only decided to start dialysis when
their symptoms were beginning to affect their everyday functioning
and quality of life, which is consistent with their concerns regarding
loss of autonomy in their daily life.

WILEY-—

4 | DISCUSSION

This qualitative study explored perspectives and experiences of the
decision to undergo dialysis amongst older ESRD patients and their
caregivers in Singapore ahead of a study to design ESRD patient de-
cision-making aids. We organized our findings based on a framework
to understand the patient decision-making journey and the various
factors that influence this decision. Based on our findings, we make
some recommendations regarding the creation and implementation

of decision-making guides.

4.1 | Key findings and recommendations

Patients' decision-making process involved weighing the per-
ceived benefits and risks of dialysis, which evolved over time and
were shaped by personal values on life and death. Some patients
explicitly valued quality of life over longevity; rather than fearing
death, they feared a life of suffering and dependence on others.
These fears were often perpetuated by witnessing peers' nega-
tive experiences of dialysis. Hence, for many patients who had not
yet suffered severe symptoms of ESRD at the point of decision
making, factors such as loss of autonomy in managing daily life,
financial burden and caregiving burden tilted the scales against
dialysis. Conversely, patients' experience of gradually worsening
symptoms that impeded their daily life shifted the balance in fa-
vour of dialysis. These results correspond with studies in other
countries as well as a qualitative study in Singapore which found
that major factors driving patients to decline dialysis included age
and life completion, financial and physical costs of dialysis, and
the perceived pain and suffering caused by dialysis.zs'29 Our study
adds that many older ESRD patients in Singapore seek alternative
medicine such as traditional Chinese medicine (TCM) as a means
to delay dialysis, and the main reason why many eventually decide
to start dialysis despite initial rejection is to relieve intensifying
symptom burden (rather than to extend their lives). Our study also
adds that although family members have worries about the car-
egiving and financial responsibilities associated with dialysis, they
demonstrate a willingness to undertake it and often persuade pa-
tients to undergo dialysis, emulating the traditional Asian value of
filial piety.°

Given the above, decision-making aids for older Singaporean
ESRD patients and caregivers should firstly offer an opportunity for
dialogue about quality of life after commencing treatment, focus-
ing not just on survival but also on alleviating the impact of dialysis
on patients' and their families' daily lives, including how to maintain
autonomy in everyday activities (for patients) and handle the prac-
ticalities of caregiving (for caregivers). Secondly, many patients and
caregivers in our study were unaware of the financial structures
available to help them mitigate the cost of dialysis. Decision-making
aids should offer information about access to financial and psycho-
social supports that can break down barriers in decision making by

defraying the costs associated with dialysis uptake. Thirdly, none of
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our participants described CM as an option, as was the case in a
similar study in the United States.3! Patients either saw themselves
as rejecting dialysis or regarded CM as an intermediate step before
commencing dialysis—none perceived themselves to be actively
choosing CM. Given that many patients' primary motivation for
starting dialysis was symptom management, decision-making aids
should educate patients on CM, a less costly option that focuses
on minimizing symptom burden and maximizing quality of life.®? It
is imperative that decision aids make patients aware of CM as an
option, as well as provide complete information on the relative risks
and benefits of CM, HD and PD. Fourthly, as many older ESRD pa-
tients in Singapore may first turn to TCM with the understanding
that they will undergo dialysis if/when their condition reaches a crit-
ical stage, decision-making aids should clarify any misconceptions
patients have about TCM from an evidence-based perspective and
explain renal disease progression alongside any repercussions of late
dialysis.

Several patients in our study reported that they had no choice
but to comply with their doctors' recommendation to undergo dial-
ysis because of the pervasive assumption that ‘doctors know best’.
Their narratives reflected an asymmetrical doctor-patient relation-
ship in which patients held doctors in high regard and felt powerless
to negotiate their care. This type of asymmetrical relationship has
been widely reported in care for chronic conditions.®3¢ In terms

of dialysis decision making, work by Ladin et al*!

reported similar
results, where patients perceived a lack of choice because of the
belief that the decision belonged to their physicians or that dialysis
was necessary to avoid imminent death. However, unlike patients
in that study who perceived doctors' persuasion negatively, some
patients in our study perceived doctors' efforts to encourage and
advise them as a positive factor that convinced them to start dialy-
sis. Patients in our study also often regarded themselves as the final
decision-maker, even if their decision was to follow the advice of
their family members who in turn trusted their doctors' recommen-
dations. Patients' emphasis on making an independent decision was
largely driven by a sense of individual responsibility and reluctance
to burden the family, reflecting cultural values in Singapore that pro-
mote self-reliance and prioritizing the interests of the family group
over that of the self in isolation.*>?’ These values can be tied back
to the Confucian conception of personhood, which comprises both
the vertical dimension of a self-determined, self-reliant person and
the horizontal dimension of a relational, altruistic person.3®%” The
Confucian view of autonomy recognizes that individuals do not make
decisions in a vacuum but within a network of relations with others.

This complex dynamic between ESRD patients, caregivers and
doctors highlights the need for contextualized and culturally rel-
evant decision-making aids that meets the needs of all parties in-
volved in the decision-making process.>® Decision aids can equip
patients and caregivers with greater knowledge, reduce decisional
conflict due to feeling uninformed or unclear about personal val-
ues, and empower them to participate more actively in decision
making.39 However, decision aids may not be able to overcome the
strong influence of physician recommendations. A recent survey in

Singapore revealed that if patients were educated on CM as an op-
tion, 54% of patients and 42% of caregivers would choose CM, but
if their physician recommended dialysis, 49% of patients and 68%
of caregivers would then change their decision.'® Therefore, deci-
sion aids for ESRD patients and caregivers should be implemented in
tandem with decision counselling by different professionals (i.e. not
just physicians but also nurses, medical social workers etc) who are
trained in shared decision making, bias awareness and communica-
tion skills to support patients in making decisions that are consistent
with their values and preferences.*>*! In order to respect patients'
autonomy in the fuller, relational sense, professionals must also learn
how to involve families in decision making while protecting patients
from undue pressure.42 This necessitates training on resolving pa-
tient-family disagreements and treading the fine line between per-
suasion and coercion, the latter of which has been defined as the use
of ‘threats, harassment, berating, intimidation, or other manipulative
tactics designed to force vulnerable patients to change well-estab-
lished beliefs or preferences’.*® Another article examining end-of-life
decision making in Singapore has similarly advocated for a multidis-
ciplinary team approach that provides more holistic and objective
support for decision making to counter the dangers of pure physi-

cian-led paternalism or family-led determination.**

4.2 | Strengths and limitations

This study is the first study to focus on the perspectives and experi-
ences of ESRD patients above the age of 70 in an Asian population.
It is also the first study to include the views of family caregivers to
capture the complex inter-relational dynamics in decision making for
this population. A further strength of our study was the inclusion of
participants from multiple ethnic backgrounds (Chinese, Malay and
Indian), with interviews conducted in the language of participants'
preference, which adds to the diversity of experiences and factors
reported.

Nonetheless, our sample was still largely dominated by Chinese
Singaporeans, who make up more than 75% of Singapore's total pop-
ulation.*® Another limitation of the study is the underrepresentation
of certain patient groups including those taking conservative man-
agement for ESRD from community clinics. Our patient population
was also comprised of older patients, who have been found to re-
port higher levels of satisfaction with care than younger groups.46
Furthermore, many patients approached had declined to be inter-
viewed, due to either being too frail to hold a long conversation or
not wanting to talk about their treatment choice. This could have
skewed the views reported in this study, which reflects the perspec-
tives of patients who were more open to talking about their deci-
sion-making experience. Lastly, there was a lack of PPI in this study,
as the practice is not commonly adopted in Singapore. Given that
our study sought to understand patient decision making and inform
patient decision-making aids, PPl could have helped to improve the
relevance of our research to patients, strengthen the validity of our
findings and recommendations, as well as increase the usefulness

of our research outputs. The potential of introducing patient and
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public involvement to research in Singapore thus merits serious

consideration.

5 | CONCLUSION

This study has identified several factors from patient and caregiver
perspectives to consider in the creation and implementation of deci-
sion-making aids for older ESRD patients in Singapore. These include
patients' and caregivers' treatment decision-making factors (loss of
autonomy in daily life, financial burden, caregiving burden, alternative
medicine, symptoms and disease progression), as well as the relational
dynamics between patients, caregivers and doctors. These factors
should be taken into account in the development of decision-making
aids to help older patients make informed and autonomous treatment
decisions. In addition, decision-making aids should be implemented in
tandem with decision counselling by a multidisciplinary team of profes-
sionals who are trained in shared decision making, including how to in-
volve families in the decision-making process while protecting patients
from undue family pressure or medical paternalism. Future research in
this field should explore in greater detail the experiences of Malay and
Indian patients and their caregivers, as well as consider the inclusion of
PPI to strengthen the design of such work.
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