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Abstract

Background Dialysis prolongs the life of people with end-stage renal

disease (ESRD), but for patients who are elderly and suffer multiple

comorbid illnesses the benefits of dialysis may be outweighed by its

negative consequences. Non-dialytic conservative management has

therefore become an alternative treatment route, yet little is known

on patients’ experience with choosing end-of-life treatment.

Aims To gain insight into the decision-making process leading to

opting out of dialysis and the experience with conservative non-

dialytic management from the patients’ perspective.

Design Qualitative study using semi-structured interviews. Inter-

pretative phenomenological analysis was undertaken as the frame-

work for data analysis.

Setting/Participants N = 9 ESRD participants who have taken

the decision to forego dialysis were recruited from the advanced

care programme under the National Healthcare Group, Singapore.

Results Participants discussed life since ESRD diagnosis, and the

personal and contextual factors that led them to choose conserva-

tive management. The perceived physical and financial burden of

dialysis both for the individual but most importantly for their fam-

ily, uncertainty over likely gains over risks which were fuelled by

communication of negative dialysis stories of others, coupled with

sense of life completion and achievement led them to refuse dialy-

sis. All participants took ownership of their decision despite con-

trary advice by doctors and were content with their decision and

current management.

doi: 10.1111/hex.12075
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Conclusions Study highlights the factors driving patients’ decisions

for conservative non-dialytic management over dialysis to allow

medical professionals to offer appropriate support to patients

through their decision-making process and in caring them for the

rest of their lives.

Background

A global increase in the prevalence of end-stage

renal disease (ESRD) due to an ageing popula-

tion and a worldwide epidemic of chronic dis-

eases has resulted in many patients being

considered for renal replacement therapy.1 Sin-

gapore, a small country with a rapidly ageing

population and a high incidence of diabetes,

has the fifth highest incidence of ESRD in the

world with approximately 750 patients diag-

nosed each year.2

Akin to a death sentence before the advent of

renal replacement therapy, ESRD can now be

treated with kidney transplantation or dialysis.

Each of the renal replacement therapies requires

lifestyle modifications in terms of long-term

compliance to medications, dietary restrictions

and accommodation of dialysis schedules.

Potentially creating employment problems,

social isolation, dependency on others, strained

family relationships and financial stress, some

struggle with the decision of whether to com-

mence dialysis, in effect rejecting a potentially

life prolonging intervention in the face of an

advanced, progressive, life-limiting condition

with a significant symptom burden.3

Conservative management can only aim to

palliate symptoms and complications of ESRD,

avoiding factors that can accelerate the deterio-

ration of renal function and addressing psycho-

social and spiritual issues of patients and their

families.

In older patients with worse comorbid loads

and poor general condition, there is great uncer-

tainty on survival benefits versus the physical

and psychological costs of dialysis.4,5 Clinicians

are hence faced with the dilemma of whether to

recommend dialysis and extension of life at all

costs. For patients who doubt that they will gen-

uinely gain from dialysis and feel that remaining

alive while struggling with the burden of dialysis

is not in line with their life goals, the decision to

decline dialysis becomes an informed end-of-life

choice.

Public interest and curiosity may be aroused

in questioning an individual’s reasons for what

appears to be the refusal of a life-sustaining

measure, yet little is understood about the deci-

sion process from patients’ perspective. The

majority of previous studies focused on the

underlying reasons from the physician’s per-

spective, in a decision which is very much

physician-centred,6,7 or derived data from

administrative databases rather than directly

from patients.7 A further concern relates to the

under-representation of culturally and linguisti-

cally diverse patient samples. The only study to

directly assess patients’ reasoning behind dialy-

sis refusal was conducted in Netherlands with

Caucasian patients.8 Results highlighted the

importance of personal values towards life and

death, yet the pertinent organizational and cul-

tural specificities make it hard to extrapolate to

other settings. In Singapore, dialysis is fee for

service with subsidies determined on basis of

means testing and family income. Practical and

financial considerations may hence become

more important when considering dialysis.

Moreover, the cultural values of collectivism

and interdependence in Asian cultures, as well

variation in beliefs about health and illness

highlight the need to further explore decision

making in non-Western patients. This informa-

tion can potentially inform the development of

culturally sensitive decision support pro-

grammes both in the local context and also in

most Western settings where there are substan-

tial numbers of ESRD patients from an Asian

background.

This study aims to examine the patient’s

decision-making process and reasons for
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declining dialysis, their beliefs and feelings of

the value and impact of conservative manage-

ment in our local context.

Methods

Participants

Participants for this cross-sectional qualitative

study were recruited from ESRD patients

referred to palliative care (advance care plan-

ning programme) from the renal departments

of 3 public hospitals in Singapore (September

2010 – June 2011). All eligible patients during

the study window were invited to participate,

targeting between seven and nine participants.

Ethics approval was obtained from domain-

specific review boards (DSRB) of the partici-

pating hospitals and written consent obtained

from all patients.

Inclusion criteria were chronic kidney disease

stage 5 (glomerular filtration rate <15 ml/min),

decision made to decline dialysis after counsel-

ling with hospital renal teams, ability to commu-

nicate verbally with researchers and permission

granted by their renal and palliative physicians.

Exclusion criteria were inability to give con-

sent due to dementia or other mental illnesses,

inability to communicate verbally with

researchers or deemed by clinicians to be too

unwell or to be too distressed to participate.

Data collection

All patients meeting the inclusion criteria were

invited to participate by their renal or palliative

attending physician, with a brief explanation of

the study and its requirements. An information

sheet in English and simplified Chinese was

administered and followed up by a phone call

approximately a week later from a coordinator

to address any questions and ascertain interest

in participation. When verbal or written con-

sent was given, the contact details were sent to

the researcher, who contacted participants to

arrange a time for the interview.

Semi-structured interviews were conducted

using an interview schedule as a guide while

allowing the interview to take its own direc-

tion. Prompts assisted participants, if needed,

in responding to questions. Interviews were

conducted by the second author (FT) who is

trilingual in English, Mandarin and Hokkien

dialect. A translator was used for one interview

conducted in the Teochew dialect.

Interviews took place at a location of the

patient’s choice, away from the hospital, and

lasted between 45 and 90 min. These were digi-

tally recorded and transcribed verbatim includ-

ing pauses, laughs and other significant non-

verbal information. Interviews conducted in

Mandarin or dialects (N = 8) were first tran-

scribed into Chinese before being translated

into English for data analysis. All respondents

received a nominal sum of reimbursement for

their participation.

Data analysis

Interpretative phenomenological analysis (IPA)

was applied as the framework for data analysis

using an iterative process of idiographic the-

matic analysis, integration and interpretation9:

In brief, the left-hand margin recorded the

initial descriptive analysis and any reflexive

comments. Initial notes were then condensed as

themes in the right-hand margin (completed

independently by two researchers, with any dif-

ferences resolved through discussion). This pro-

cess was carried out with each transcript to

ensure themes were not imposed. Themes were

compared across the transcripts and clustered

into ‘superordinate’ themes/categories. Find-

ings were then talked over with the clinician

researcher (AS) and followed by discussion in

which all three interdisciplinary researchers

(FT: clinical psychology; KG: health psychol-

ogy; AS: geriatric and palliative medicine)

‘interrogated’ the findings relative to existing

research and their field of expertise.

Results

There were 40 patients referred to Advanced

Care Programme during the period of study.

Twenty-eight patients were excluded due to
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dementia resulting in inability to communicate

verbally, confusion and actively dying, and 1

patient had schizophrenia. None were denied

permission by their attending physicians or

deemed to be too distressed to participate.

Twelve were available for recruitment, of which

three patients initially showed interest but later

declined. Two patients expressed concerns that

family members may not be comfortable with

the interviewer coming into their house to con-

duct the interview, and another patient was

fearful that the researcher’s role was to encour-

age him to opt for dialysis, despite repeated

reassurances that it was not the case.

The sample comprised nine patients

(Table 1), all from a Chinese background with

five men and four women, ranging in age from

61 to 84 years (median of 81). Six participants

were conversant in Mandarin, 1 in Hokkien, 1

in Teochew and 1 in English.

Analysis of the qualitative data yielded sev-

eral themes, which were grouped into three

main categories: ‘The impact of ESRD’, ‘Mak-

ing the Decision’ and ‘Feelings towards their

choice of treatment’ (see Table 2). Each of the

themes is illustrated below using quotes derived

from the participant’s transcripts.

The impact of ESRD

Participants discussed vividly about the

changes that ESRD has brought upon their

lives and their coping responses to these

changes. The issues most talked about were

that of symptomatic burden associated with

the disease, followed by costs required to man-

age their illness.

The physical and financial burden

‘I feel nauseous sometimes… I have headaches

too [] My chest has been painful, which may

be due to the lack of blood. (NSK). I feel

physically weak … I might be able to walk in

the morning, but my body will ache as the day

goes on’ (LHL).

Participants shared concerns about the

expenses. They felt that although it costs less not

being on dialysis, expenses for consultations and

medications are considerable. Most were open

to assistance. Participants reported: ‘The injec-

tions are very expensive’ (LAS); ‘Every time my

daughter collects medication on my behalf, it’s

going to cost her …. If I can get some help with

that… it’ll be the best’ (LHL).

Coping – limiting worrisome thoughts and

contentment

In tandem with discussion on symptoms and

costs, participants spoke of engaging in coping

techniques, which helped them conceptualize

this life-limiting diagnosis and remain positive

during the period of their end-of-life. These

were related to living life in the moment and

enjoying simple pleasures with family and

friends. Shifting their focus away from physical

limitations, participants chose to concentrate

on the aspects of lives or activities that

remained untouched by their physical troubles.

‘I’m taking it day by day now. I have

enough to eat and enough to wear, that’s good

Table 1 Study participants

Pseudonym Gender Ethnicity Age

Time since Kidney Disease

diagnosis (years)

Language used to

conduct interview

R1 AAG M Chinese 81 10 Hokkien

R2 GSK M Chinese 69 10 Mandarin

R3 HBL F Chinese 82 10 Mandarin

R4 LAS M Chinese 76 5 Mandarin

R5 NSK M Chinese 61 8 Mandarin

R6 LHL F Chinese 82 4 Mandarin

R7 THE F Chinese 84 1 Teochew

R8 WCY M Chinese 77 2 Mandarin

R9 AV F Chinese 70 6 English
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enough for me. My son treats me very well, so

I am very contented’ (GSK); ‘What’s the point

of thinking so much? Live each day as it

comes… I love watching television programs.

When my daughter visits me… she’ll accom-

pany me’ (LHL).

Focusing on the present while avoiding

ruminating on what lays ahead was a common

way of coping with poor prognosis and immi-

nent demise. ‘With a disease like this, what is

the point of thinking so much when you

decided not to go on dialysis?’ (NSK).

Some appeared to accept a new definition

and state of health, encompassing both func-

tional capacity to social and family life.

‘I can still meet my friends below the block

to chitchat’ (NSK); ‘It hasn’t affected my fam-

ily life, my relationship with my wife is very

good’ (LAS).

‘No, not any effect. I just have to take my

medication and have regular injections, I can

still eat my meals and sleep’ (HBL).

Making the decision

This category refers to the decision-making

process from deliberation to determination or

verbalization of this decision, that is, the con-

text, the parties involved and patients’ reasons

for rejecting dialysis.

Immediate rejection of dialysis

All but one of the participants reported that

they rejected dialysis immediately when it was

offered as a treatment option upon diagnosis

of ESRD. There was no struggle to make sense

of the situation or extensive deliberation on

treatment alternatives. Patients straightaway

refused dialysis and clearly communicated this

to their physicians.

‘Well, the doctor did encourage me to go on

dialysis, but I said “no” I knew from the start

that I did not want to go through dialysis if

my kidneys ever failed’ (NSK).

Participants were knowledgeable of basic

dialysis procedures, that is, scheduling and

access. Yet what weighed greatly in their deci-

sion to immediately reject dialysis were their

perceptions of others’ lived experiences or

information garnered through friends, family

or the media, rather than the procedural infor-

mation provided in medical consultations.

Hearsay and lay stories shared via various

non-medical sources relayed the pain and

trauma of dialysis, the burden afflicted on

patients and families, as well as unsuccessful

treatment outcomes thereby reinforcing precon-

ceived fears and anxieties about dialysis. ‘I

have seen my friends go through dialysis and

the shows on television. The people on dialysis

look so weak and helpless’ (THE).

These often biased accounts served to form a

negative impression on the participants’ minds

well before they have been educated by their

medical team about the process and benefits of

dialysis.

Personal ownership of decision

Participants indicated that they were the ones

who made the decision themselves. ‘I made the

decision myself’ (NSK, LAS, GSK, AAG,

THE, AV); ‘no one made the decision for me’

(LHL).

Only after the decision was made, they pro-

ceeded to inform their family members of this

Table 2 Summary of results

Superordinate themes Subordinate themes

Impact of ESRD Physical and financial burden

of condition

Coping techniques – limiting

worrisome thoughts and

contentment

Making the

decision

Immediate rejection of dialysis

Personal ownership of decision

Balancing odds and reaching

decision:

Age and life completion

Financial and physical burden

of dialysis

Unacceptability of being a

burden to the families

Stories of suffering and

burden inflicted by dialysis

Inevitability of death

Feelings towards

their choice of

treatment

Satisfaction with decision

Appreciation for medical teams
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decision and elicit their views. ‘Then I dis-

cussed it with my family… My life belongs to

me, but also to everyone else, so I discussed

with them…’ (WCY).

In all of these patients, family members were

found to be supportive of the decisions that

they made: ‘my wife said that it would be diffi-

cult for me to attend regular dialysis sessions

and not pursuing dialysis is a good option’

(LAS); ‘…with my sons and daughters. They

all mentioned that I shouldn’t go on dialysis’

(AAG). The approval by family reinforces their

decision and also serves to reassure patients

that family support will be rendered at difficult

times ahead and that family well-being and

harmony is preserved.

Although families’ stance was in unison with

patients’ decision, participants indicated that

their medical teams strongly encouraged dialy-

sis. When patients’ informed health care pro-

fessionals of their decision to decline dialysis,

they felt as though they were being pressured

to change their decision. These feelings contrib-

uted to patients’ reluctance to approach and

seek support from their medical team during

their decision-making process as their decision

is against doctors’ recommendations. Partici-

pants reported: ‘There is really nothing to dis-

cuss with the doctor. [] the doctor is wary and

persuaded me to accept dialysis []… all they

would do is to encourage me to go on dialysis

and tell me the benefits of dialysis’ (LAS); ‘He

just kept encouraging me to go on dialysis [] he

told me that I was still young, why don’t I con-

sider dialysis’ (NSK).

Balancing the odds in reaching the final decision

Major considerations in the final decision to

reject dialysis were age and the sense of life

completion, financial and physical costs of dial-

ysis, perceived pain and suffering inflicted by

dialysis, and the inevitability of death.

Age and life completion

Patients who felt age played a factor and had a

strong sense of life completion indicated: ‘I’m

so old… there is no use for dialysis’ (AAG).

One participant explains: ‘If I was younger…

in my forties or fifties, I will opt for dialysis…
but not now at this age, where I don’t have a

care in this world’ (THE).

The sense of life completion was strong in

the participants who said that they have

achieved everything they have wanted in life.

They had a strong sense of contentment and

felt that they have had enough. For instance,

they have children or grandchildren who are

grown and independent; hence, they do not

have reasons to actively try to increase their

life span. The participants of this study noted:

‘I am already 60 plus years old, my children

are big… There is no need for me to consider

so much’ (NSK); ‘I’m 77 years old and I don’t

have any more concerns’ (LAS).

The idea of having led a complete life and

fulfilment of life goals seems to be coincident

with that of decrease in death anxiety. ‘yes. I am

not afraid of death [] If it is my time to die then

I’ll die. It’s time to go when my time is up’

(LAS); ‘I said no (dialysis), die never mind, I’ve

seen everything already, my children have grown

up, my grandchildren. God has given me every-

thing already, that’s more than enough’ (AT).

Financial and physical cost of dialysis

Many feel that the financial, time and physical

cost of dialysis outweighs the benefits. Finan-

cial concerns were vividly voiced. Dialysis

incurs substantial costs even when subsidies

may be granted for financially needy patients.

‘Even if financial assistance or a grant is

available, you will still need to come out with

two-thirds of the cost. How can I ever afford

it? [] it really has got to do with the financial

concerns’ (LAS); ‘that’s the predominant issue’

(NSK).

‘Rich people have the luxury to spend their

money on dialysis in order to extend their lives

by 1–2 years, but for poor people like us, the

sooner we pass on the faster we will be released

from our burdens’ (LAS).

Participants also described dialysis as costing

a lot of time: ‘It’s very troublesome. I need to go

to the dialysis centre 2–3 times a week [] it’s a

waste of time [] you want me to sit there for 2 h

is enough to scare me half to death’ (THE).
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Unacceptability of being a burden to the families

Dialysis was discussed as a family burden. Par-

ticipants’ concerns that they would be a burden

stems from the amount of money required

from the family for dialysis and the support

needed for them to attend dialysis. Being finan-

cially dependent on their spouse or children to

support daily and medical needs, they may per-

ceive that their families do not have the finan-

cial means to support an additional dialysis

cost.

‘I did not want to be a great burden to my

children [] … my children will still be burdened

financially’ (GSK).

In addition, they may not think that it is

realistic for their children to take time out

from employment regularly to bring them for

dialysis in case it inconveniences them in earn-

ing a living. Their primary concern was primar-

ily on family’s well-being and resources rather

than extending life.

‘If I go on dialysis, I will be a burden to my

entire family. I rather not be a burden [] their

livelihood will be impacted [] my son just got

married, so I don’t want to be a burden to

him’ (NSK).

There was a sense of self-sacrifice for the

common good of the family, ‘So I told myself

that I did not want it’ (GSK); ‘I am old, I do

not need to be spending so much of my fam-

ily’s money’ (HBL).

Concerns were also raised for the emotional

stress for their significant others and the dis-

ruptiveness of accommodating dialysis into

family routine. ‘everyone is working and it is

too troublesome for them to bring me to dialy-

sis’ (HBL); ‘Money is a small issue, because

there are financial aids, the main problem is

burden on family…I thought that my wife

would have a hard time and a lot of stress, she

needs to take care of the whole family…’

(WCY).

The stories of suffering and burden inflicted by

dialysis

Participants recounted stories, which contrib-

uted to their decision to decline dialysis: ‘I

have heard of others going through dialysis for

a while, but they give up on it too. They

stopped their dialysis treatment [] they gave up

because they couldn’t tolerate the pain. It was

too painful [] it’s a very painful process and it

makes me scared after listening to it’ (NSK);

‘people tell me it’s a painful and physically

draining process’ (HBL). One patient shared

that she learned of the dialysis process through

television shows: ‘… and the shows on televi-

sion… the people on dialysis look so weak and

helpless’ (THE).

Several patients witnessed others going

through personally: ‘This is because I have seen

others on dialysis, and it looks like they are

suffering’ (GSK); ‘I’ve seen friends around the

neighborhood who went for dialysis, they were

rather active prior to dialysis… but after going

through dialysis, they become yellow… they

didn’t go out and move as much. I don’t want

that to happen to me [] I also have this relative

who was in her forties, she was diagnosed with

kidney failure and she bought the machine to

have dialysis done at home. There was nothing

wrong with her prior to starting dialysis. After

she started, she began to bloat and after some

time… she passed away in the hospital. That’s

why I knew even before the diagnosis of kid-

ney failure if a day will come that I need dialy-

sis, I will reject it’ (THE).

‘…I visited my friend, who’s a kidney

patient, after the dialysis… water dialysis, they

put the tube in and take out, then she’s got

diabetes blister, she suffered a lot. Whole life.

No changing. Nothing. I said I’d better die,

whole life no cure, no nothing, no point, I

say…’ (AV).

Many had the fixed belief that dialysis is a

painful process: ‘They get poked and prodded

all over their arm till there is nowhere left to

poke’ (NSK); ‘They use instruments and keep

poking you and poking you with needles. It’s

scary just looking at it [] scared of the pain’

(LHL).

Inevitability of death

Participants expressed pragmatism in that the

amount of trouble they have to experience will
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not lead to a prolonged lifespan or prevent

death, which is inevitable: ‘… dialysis won’t

cure you [] it still doesn’t change anything []

you will have to go through dialysis until the

day you die’ (NSK); ‘even if I go on dialysis it

will not prolong my life for many years’

(LAS); ‘if I’m meant to die, why should we

waste the time and money?’ (THE); ‘they have

been on dialysis for more than 10 years, they

are still receiving dialysis up till today and at

the end, they still have to die’ (GSK).

Feelings towards palliative management

During the interview, participants also spoke

about their feelings towards their treatment

decision, as well as the health care services they

have been receiving. Participants reported satis-

faction with regard to their decision and much

appreciation for the services they have received

thus far from the hospital and home hospice

teams.

Satisfaction with decision

Participants expressed satisfaction with their

decision to pursue conservative management: ‘I

thought that it was a good decision, I am happy

with it’ (HBL); ‘I’m very happy! Going on dial-

ysis is like staying in prison’ (THE).

Participants were aware that their life was

precarious and uncertain; yet there was no out-

ward verbal or non-verbal expression of dis-

tress, worry or dread of their present condition

and/or the prospect of deteriorating.

‘I have accepted my condition and I’m not

insistent on anything anymore’ (THE). I am

living happily now. If you live…you live, if

you die…you die’ (WCY).

Although no regret was voiced, there was

also a sense of resignation and a reluctance to

dwell on the topic: ‘I am satisfied, what can I

do if I’m not satisfied?’ (LHL); ‘There is noth-

ing I can do about it. I do not regret because

this is my life’ (NSK).

Participants’ reasons for their satisfaction

with conservative management include the flex-

ibility it gives them, lesser intrusion to their

daily life and less pain, while giving them the

opportunity to have greater control over their

lives and continue to build relationships. This

allowed them to maintain some normality in a

life-changing situation in terms of social inter-

actions and engaging in daily family life. ‘I’m

at home, I can spend time with my children

and grandchildren [] this is the kind of life I

want to live, rather than to be stuck in a dialy-

sis centre’ (THE); ‘Freedom’ (LHL); their med-

ical management/regime is perceived as

effective yet non-intrusive which reinforced

their decision and allows them to feel ‘normal’

and essentially not sick. ‘I like that my body

feels a lot healthier after my injections. Even

with my kidney problems, I can’t really feel

that there is something wrong with me’ (LAS);

‘I feel like a normal person. The only difference

is that I take medicine in the morning and

evening’ (AAG).

They were able to rationalize and explain

their decision showing awareness of basic dial-

ysis procedures. ‘I prefer conservative manage-

ment. With dialysis, each treatment session

takes approximately 4 h to complete and you

need to attend dialysis session 2 to 3 times a

week. It’s too burdensome. And you don’t stop

at dialysis treatment, you will still need to have

injections and accumulating costs are just too

high []’ (LAS).

Appreciation for medical teams

Their satisfaction with their decision is inextri-

cably linked with the positive experiences of

the programme and meaningful relationships

with palliative care personnel. Participants

shared their appreciation for the team of

doctors, nurses and counsellors who were

responsible for their care, emphasizing their

commitment to support the patient at a

humanistic level in addition to provision of

core clinical care. Patients valued the support

from professionals who were seen caring, posi-

tive and sensitive to the individual. ‘Everyone

has been so helpful and they have been great

to me. The doctors and counsellors come fre-

quently and explain things to me as well’

(NSK); ‘The nurses have been so kind and

good to me [] they answered any questions I
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had and would help me whenever I needed

help’ (HBL).

Discussion

This qualitative study gained an in depth

insight into the experience and decision-making

process of ESRD patients managed without

dialysis. The findings revealed the complex

interplay of personal values (life appreciation;

sense of completion; concern for family well-

being), social influences (lay perceptions) and

contextual/organizational factors (health care

policies) underlying patients’ choice and experi-

ence with declining dialysis.

Life with ESRD entails the reconciliation of

physical suffering with coping strategies to pro-

mote acceptance of a new life and a changing

state of health. As disease progresses, patients

experience more symptoms due to uraemia and

fluid retention yet manage to tailor life around

them and continue valued daily activities.

Focus is shifted away from physical domains

to non-physical aspects of life such as spending

time with family, contentment with fulfilment

of basic needs and enjoyment of relationships.

As all these patients are under the care of palli-

ative teams, it is uncertain whether medical

care ameliorated their symptoms or their dis-

ease has not caused any symptoms as yet and

whether palliative counselling played a part in

the shift of focus away from physical symp-

toms targeting the growth of non-physical

domains to improve global quality of life. Pre-

vious studies in other patient populations have

similarly shown that the process of accommo-

dating to illness often involves recalibration of

internal standards and/or reprioritization of life

domains.10,11 These shifts reflect a beneficial

process for patients as a mark of positive adap-

tation and acceptance of changing health.

Participants were aware of their diagnosis

and demonstrated not only an ability to accept

the reality of facing their end-of-life, but also

held the responsibility for decision to reject

dialysis themselves.12 Similar to a review of the

Hong Kong Registry13 where it was found that

patients who withhold dialysis are far more

common than those who discontinue, this pop-

ulation in Singapore rejected dialysis straight

away when the topic was broached. While

holding personal responsibility may reflect the

ethos and culture of the group surveyed, preva-

lent local values of frugality and pragmatism

may underscore the decision of these partici-

pants in putting family and society before self

and protecting their families and medical teams

from the consequences of their failing health

by taking sole responsibility for the decisions.

This may be similar to findings from an Aus-

tralian study14 which showed that patients tend

to ‘protect others’ during the contemplation

phase until their decision was fully made.

Even though patients immediately rejected

dialysis without any deliberation, it is still

important to recognize that the deliberation

process may have started well before the need

for dialysis was formally brought up in medical

consultations. Lay stories and mass media give

rise to preconceived ideas before communica-

tion with the medical team. Although patients

did not have any first-hand experience with

dialysis, they discussed vividly the trauma and

futility of dialysis. Lay perceptions and hearsay

constituted living proof that dialysis is painful,

unsafe and cannot extend life. This form of

communication was more influential than

information provided in the context of medical

consultations. Carefully planned and timed

education is therefore critical in clarifying mi-

sperceptions and preparing patients to make

well-informed decisions. To this end, peer sup-

porters, as yet underutilized source of informa-

tion within medical settings, may be a useful

addition to existing programmes. Moreover,

the content of such programmes needs to be

carefully structured so as to cover both proce-

dural information as well as information about

the subjective experience of life on dialysis as

the latter is highly valued by patients.

It is also important to recognize that despite

the lack of decisional conflict and reports of

satisfaction with the decision, the process of

arriving at a decision may be difficult journey,

more so when protecting their families and per-

haps even protecting the medical team who
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have rapport with them and may have certain

expectations of them. With these issues in

mind, it is important that patients are sup-

ported by non-judgmental counselling and that

consideration of all the relevant facts is pre-

sented in an unbiased and acceptable manner.

Patients seem to fear that doctors would

strongly recommend dialysis and pressure them

into accepting, resulting in a reluctance to dis-

cuss their decisions and the consequences. Fur-

ther communication barriers may stem from a

need to avoid conflict as they feel they may be

going against the doctor’s recommendations,

compounded by a general reticence perhaps

due to culture. Health care professionals could

work towards projecting a more neutral stand-

point by being more open to understand the

patient’s perspective in declining dialysis and

improving communication skills to avoid one-

sided flow of information from health care pro-

fessionals. This will create an avenue for

patients to continue to receive support and dis-

cuss options with their doctors, facilitating

their ability to overcome any barriers associ-

ated with dialysis or palliative management.

Improved communication may also serve to

identify and address inaccuracies and misun-

derstandings about dialysis fuelled by biased

information through hearsay and lay stories.

Personal and cultural values were the main

drivers for patients’ decision to reject dialysis.

The exigencies of dialysis were evaluated not

solely against gains/burden to the individual

but most importantly after consideration of

family well-being.12,15,16 Previous work has

highlighted the importance of beliefs about

dialysis burden and costs8; yet what is unique

in this study is that the notion of burden in

patients from Asian background is more

embedded into the context of family in line

with the values of interdependence and collec-

tivism, which emphasize family well-being over

that of the individual. Decisions are taken by

the individual but are driven by a strong sense

of being beholden to family. Health care

policies in our local context may serve to rein-

force the sense of obligation as dialysis costs

are borne by the immediate family. Medical

subsidy is determined not solely on individual

means but also on immediate family income.

The increased emphasis on family well-being

highlights the need to more carefully align edu-

cational sessions to these cultural values and to

tailor decisional support on treatment options

with reference to both individual and their

family. Connecting to this, early input and

direct engagement of family may be a valuable

addition to existing pre-dialysis education pro-

grammes.

When with advanced age obligations towards

family have largely been met,5,17 patients

express a sense of life completion and content-

ment that comes with achievement of goals

that explain the lack of motivation to prolong

life and a preference to maintain status quo.18

Interestingly, these patients demonstrated a

sense of resignation or acceptance of the tran-

sience of life and showed an unwillingness to

prolong life at any cost. They did not demon-

strate anger against the medical profession but

instead showed appreciation towards both the

palliative and renal teams despite the medical

teams not fulfilling the traditional roles of sav-

ing lives. When queried about their feelings

towards their choice of treatment, the partici-

pants disclosed satisfaction and very little

regret. They accepted the shortening of longev-

ity as a trade-off for greater freedom and less

burden of medical care, less perceived pain and

suffering and being less of a burden to family

and society.

Despite the above findings, which support

the idea that elderly patients prefer conserva-

tive management as more in line with per-

sonal goals and values, medical professionals,

however, need to exercise caution to avoid

over-generalizing that elderly patients are not

interested in dialysis. Concerns about the

financial and overall burden to family weigh

heavily on patients’ decisions. Assessment pro-

cesses should therefore be robust enough to

find out the needs and preferences of the

patients and to communicate financial

resources available in supporting them espe-

cially in settings where dialysis cost is borne

largely by the individual.

1027

© 2013 John Wiley & Sons Ltd

Health Expectations, 18, pp.1018–1029

Declining dialysis – a qualitative exploration, A S T Seah et al.



Limitations

There were recruitment difficulties. A consider-

able number of patients were deemed not eligi-

ble due to dementia. This is common in cases

of dialysis abatement.19,20 Although challeng-

ing, future research should explore decision-

making process for this non-cognitively intact

segment of population not represented in our

sample as this may be driven by different fac-

tors and/or agendas. Related to this, although

we invited all eligible patients irrespective of

ethnicity, our respondents were all Chinese.

Greater effort is needed to reach out to the

other major ethnic groups (Malay, Indians and

Eurasians) of the local community. Culturally

and linguistically competent researchers and

health care providers may be at better position

to elicit participation and most importantly

facilitate education and decision support pro-

grammes. Finally, this is a single point cross-

sectional study. Given that the decision-making

process around dialysis in ESRD patients is

known to be fraught with ambivalence and

that decisions may change, longitudinal studies

are warranted to explore how patients’ deci-

sions and experience with palliative manage-

ment may change throughout their disease

trajectory, although these participants have not

changed their decisions to date.

Conclusion

In this group of ESRD patients declining dialy-

sis and progressing towards end-of-life, their

decision-making process shows a logical and

consistent flow based on their understanding of

disease and the effects of dialysis, guided by

values of the importance of family, the sense of

life completion and the transience of life. As

health deteriorates, they are better able to

accept a different definition of health focusing

contentment on basic physical fulfilments in

relevant life domains.

Understanding these issues that patients face

will allow medical professionals to offer appro-

priate support to patients through their deci-

sion-making process and in caring them for the

rest of their lives. Physicians are often focused

on the curative paradigm and find that their

guidance is not needed if the end point is

death; however, the end-of-life is often where

medical support and guidance is most indis-

pensable.
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