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Abstract

From  an  ethical  perspective,  resource  limitations  provide  a 

challenge  for  healthcare  providers.  Handling  disclosure  of  the 

financial  details  of  treatment  options  in  a  way  that  empowers 

patients,  even  in  the  face  of  extreme  poverty,  requires  careful 

consideration  of  the  personal  preferences  and  motivations  of 

each  patient. This  article will  consider  the  high  costs  of  dialysis 

for  patients  experiencing  extreme  poverty  in  light  of  various 

ethical principles, including informed consent and truth­telling. It 

will conclude that a graduated method of disclosing the physical 

and  financial burdens of each  treatment option  is  the best way 

forward, particularly for healthcare workers engaged in resource­

limited settings.
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Introduction

Chronic kidney disease entails progressive loss of kidney 
function and has an estimated global prevalence of 13.4% [1]. 
A proportion of these cases — currently estimated to be 
between five and ten million people worldwide — progress 
to end-stage kidney disease, a condition characterised by 
water retention, fatigue, uraemia, electrolyte and pH 
imbalances, and renal anaemia, among other symptoms [1, 2, 
3]. Progression to end-stage kidney disease indicates a need 
for renal replacement therapies, such as dialysis. However, 
referral patterns have been shown to be inconsistent 
depending on patient age, co-morbidities, and perceived 
ability to pay for treatment [3, 4, 5]. The latter point has been a 
particularly common concern in low- and middle-income 
countries.

Dialysis is one of the most expensive life-sustaining 
interventions commonly used around the world, and 
nations at all income levels are struggling to keep up with 
growing demand [6]. Jha notes that interventions for end-
stage kidney disease account for 2-6% of healthcare 
expenditure in developed countries, despite these patients 
only accounting for 0.1-0.2% of the total population, citing 
examples such as the USA (6.3% of the Medicare budget), 
Japan (4.1% of the total health budget) and the UK (1.3% of 
all health spending) [7]. Bradshaw et al also note a large 
increase in dialysis demand in “resource-constrained” 
settings, noting similar rates of growth in dialysis 
populations in South Africa, Mexico, Brazil, the Philippines, 
China and India [6]. In their 2019 study of the effectiveness 
of India’s Pradhan Mantri National Dialysis Programme 
(PMNDP) for defraying the costs of dialysis for low-income 
families, these authors found 91% of their 835 participants 
on maintenance haemodialysis experienced catastrophic 
health expenditure, even after the relevant subsidies [6]. 
Catastrophic health expenditure was defined in this study as 
monthly out-of-pocket medical expenses exceeding 40% of 
non-food household expenditure. Distress financing, 
defined as “borrowing from family/friends, selling 
possessions, or taking out loans to fund dialysis care” was 
reported in 77% of participants, who were subsidised by a 
mix of charity and/or government support, and private 
patients recruited from various dialysis clinics in Kerala, India 
[6]. These authors compare this “near universal” financial 
distress related to maintenance dialysis to other costly 
diagnoses for patients in India, with cancer and 
cardiovascular events requiring hospitalisation leading half 
the affected households to experience catastrophic health 
expenditure [6]. While prior to the PMNDP many end-stage 
kidney disease sufferers in India died without receiving 
appropriate renal replacement therapy [8], the direct and 
indirect costs of treatment, including loss of income, 
continue to cause significant financial hardship for affected 
families. For this reason, it is recommended that end-stage 
kidney disease patients be provided more counselling on 
both the medical and financial implications of treatment [6].

From an ethical perspective, resource limitations provide a 
challenge for healthcare providers. Ethical guidance 
documents state that lack of resources should not influence 
referral to dialysis services for patients with end-stage 
kidney disease [7]. However, studies have found that 
concerns regarding patient finances and insurance 
contribute to physicians’ non-disclosure of chronic disease 
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diagnoses, including cancer and chronic kidney disease [9]. 
For example, when faced with two patients with similar 
conditions, the one perceived to have more financial 
resources may be referred to dialysis services while the other 
is recommended conservative care only. This diminishes 
decision-making opportunities for patients, who are best 
placed to make choices in line with their values and personal 
situation. Financial influences on dialysis referral and uptake 
are seen not only among patients from low- and middle-
income countries, but also socio-economically disadvantaged 
sub-populations within high-income countries with universal 
health coverage [10]. This article will consider the high costs 
of dialysis for patients experiencing extreme poverty, in light 
of the ethical principles of informed consent and truth-telling. 
While these are certainly not the only ethical considerations 
of importance here, they represent central concerns in 
modern medical practice and bioethics.

Informed consent: General requirements

In 2017, Brennan et al published the paper “Time to improve 
informed consent for dialysis: An international 
perspective” [11]. This article claimed there was widespread 
failure among nephrologists and other healthcare workers to 
promote autonomous decision-making among patients with 
chronic and terminal kidney disease, suggesting patients 
were typically being “told when they will need dialysis,” rather 
than being informed of all their treatment options and given 
an accurate description of the likely risks and benefits of 
dialysis [11]. These authors found that patient expectations 
were not being met with regard to the level of information 
provided to aid treatment decisions, noting nephrologists 
had an ethico-legal obligation to explain “[1] the nature of 
dialysis, [2] relative risks associated with dialysis and [3] 
alternatives to dialysis,” including conservative, non-dialytic 
management [11]. In response, a flowchart was developed to 
help healthcare providers gain informed consent from renal 
patients. Brennan et al’s paper provides valuable groundwork 
for the current discussion of promoting patient autonomy in 
resource-limited settings; however, while it is international in 
scope, it predominantly focused on high-income countries 
where dialysis is widely available. The following discussion 
will explore whether extreme poverty poses an 
insurmountable barrier to autonomy and informed consent 
for patients with end-stage kidney disease, using Brennan et 
al’s framework as a reference point for achieving legally valid 
informed consent. The novelty of our approach here is that 
we argue full and detailed disclosure of all relevant treatment 
options is not necessarily required for informed consent to be 
obtained, with a graduated method of disclosure that 
includes the financial implications of treatment potentially 
representing a more patient-centred approach.

Extreme poverty and impacts on decision­making capacity

The first relevant consideration here, is whether extreme 
poverty in and of itself impacts decision-making capacity. We 
argue that it does not. While uraemic symptoms of confusion 

or classical signs of dementia may impact patient 
competence, poverty, even in the extreme, does not 
diminish a patient’s ability to retain and process 
information, or their capacity for cognitive reasoning. This 
does not negate the fact that extreme poverty may cause 
greater levels of vulnerability among these patient 
populations, as will be discussed shortly, but in the absence 
of other impediments, the presumption of competence 
among adult patients should be retained. As opposition is 
not anticipated on this point, for the remainder of this 
discussion we will assume patients in resource-limited 
settings are to be considered competent in an equivalent 
manner to those from high-income settings. 

Poverty as coercion 

The second consideration is how voluntary choices can be 
made under potentially coercive conditions of poverty. This 
is where increased vulnerability might seem to obviate 
genuine freedom of choice. For an action to be considered 
voluntary typically requires that the agent involved be free 
from coercion or force and able to freely choose from 
among a series of options. Force is easily avoidable by, for 
example, refraining from pushing treatment on a non-
consenting patient, or unduly restricting access to available 
treatments. Under Indian law, the definition of consent must 
be read from The Indian Contract Act and the decisions of 
the Supreme Court. The broad principle for free consent that 
the law lays down is that free consent is given only when 
there is no threat of fraud, coercion, or undue influence [12]. 
Ethics demands that the doctor must disclose to the patient, 
all relevant information regarding the treatments, prognosis, 
benefits, and costs. Once this information is laid out before 
the patient, they may autonomously wish to make a choice 
that is not practically feasible, and if this is due to financial 
constraints, there is a compelling case to be made that any 
decision to forego the desired treatment is therefore 
“coerced”. Further, if a choice is considered free only if the 
agent making it could legitimately have chosen otherwise 
in the situation, this calls into question whether any 
financial decision made from a position of extreme poverty 
can be considered voluntary. The infantilising implications 
of such a proposition notwithstanding, it must be noted that 
no patient, irrespective of socio-economic status, makes 
treatment decisions in a vacuum. Renal patients must weigh 
up numerous risks and benefits when deciding on 
treatment options, with one study in Australia 
demonstrating that patients will sometimes trade increased 
life expectancy through dialysis for other goals, such as 
avoiding the need to travel from remote locations to 
advanced treatment facilities [11]. It is likely some of these 
patients would have chosen differently had services been 
available in their local hospitals, thereby indicating their 
choice to refuse dialysis was potentially “coerced” by the 
circumstances of having limited care available in remote 
areas. As such, while the case for financial coercion is strong 
in resource-limited settings, this is not a unique challenge to 
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informed consent. As Ladin et al describe it, “[d]ialysis is an 
optional, preference-sensitive treatment” [13]. Even if this one 
option is not feasible for a given patient, either due to cost or 
location, this does not undermine the capacity for voluntary 
decision-making in general.

Poverty and obligations of truth­telling

The final consideration is whether extreme poverty negates 
the obligation to provide sufficient information to patients 
regarding dialysis in contexts where they cannot reasonably 
afford it. This is sometimes justified by physicians in resource-
limited settings as being the more compassionate choice, 
since hearing about a treatment that is financially out of 
reach might cause psychological distress. There are a number 
of obvious concerns here, including that physicians might be 
making assumptions about a patient’s financial status that are 
untrue, eg they might have a wealthy relative they could 
approach to pay for dialysis, or they might choose to go into 
debt to fund their treatment. The norm of truth-telling in the 
doctor-patient relationship is also violated in this scenario, 
which could be particularly problematic if the patient or their 
family then learns of dialysis from other sources. As we have 
previously demonstrated, if a patient is supposed to make a 
free and informed decision about the course of treatments, 
doctors need to lay out all relevant options before their 
patients and not withhold information. When discussing 
appropriate ways to inform patients of treatment options, 
including dialysis and conservative care, Piccoli et al claim a 
paternalistic approach tries to influence a patient to select 
the option the physician believes to be best, which might 
incorporate judgments about financial ramifications of 
treatment decisions, while a holistic approach involves 
“presenting information honestly but not necessarily 
impartially” [14]. These authors claim a more impartial, 
informative method is often perceived to lack empathy, while 
a dynamic model “offers a choice of all the feasible options… 
[and] discusses with the patient how to adapt the options to 
their needs and preferences” [14]. As such, the treatment 
chosen is a compromise between the best medical option 
and “a reasonable, but more feasible one” [14]. We argue there 
is no reason to exclude financial feasibility in this dynamic 
model. Although extreme poverty might effectively remove 
the option of choosing dialysis for some patients, a failure to 
disclose the existence of this treatment functionally removes 
their ability to refuse this option too. In terms of moral agency, 
it is important to remember that the physician is not 
responsible for causing the first obstacle to free choice 
(poverty); however, they are directly implicated in limiting 
patient autonomy in the second (through withholding 
information). In short, a lack of choice by patient circumstance 
should not be compounded by a lack of choice by physician 
design. We argue the level of information about a treatment 
option a patient receives should be driven by that patient’s 
needs. This will sometimes include a request not to hear all 
the details of a treatment option that is not financially 
feasible, but this should be determined by the patient, not the 

assumptions of their healthcare providers. In this way, 
physicians would not be withholding pertinent information 
the patient needs to make an informed choice, as for some 
individuals the only relevant facts influencing their decision 
are the costs of a proposed treatment.

Having established that minimum thresholds for informed, 
voluntary consent are possible even in the face of extreme 
poverty, we can now address how physicians might gain 
financial consent for treatments in resource-limited settings.

Financial consent and financial toxicity

Patients with chronic kidney disease are known to suffer 
physically, psychologically and economically in a manner 
that has been likened to that of cancer sufferers [15]. In 
2013, Zafar and Abernethy coined the phrase “financial 
toxicity” to refer to the quality-of-life impacts of large out-of-
pocket medical expenses for cancer treatment [16]. Here we 
can apply the same analysis to high-cost dialysis treatment. 
Zafar and Abernethy relate stories where cancer patients 
have described “spending their savings, canceling vacations, 
and working more hours in order to afford their cancer 
care,” claiming “life-altering, cost related complaints” now 
form part of the cancer experience for patients [16]. Despite 
this, these authors note oncologists are not trained to deal 
with the supposedly “toxic” financial side effects of 
expensive cancer therapies, which include both the 
“objective financial burden” of treatment and the “subjective 
financial distress” that collectively lead to poor quality of life 
and lower quality care [16]. Some argue the same lack of 
training exists for nephrologists faced with the ethical 
dilemma of discussing dialysis with patients for whom it 
would represent a significant, or unmanageable, economic 
burden [17].

When considering informed consent [15–18] in the context 
of potential financial toxicity, or catastrophic health 
expenditure, the issue of financial consent arises, eg should 
physicians be obligated to disclose the risk of financial 
harms of treatment options alongside possible physical 
harms? If we consider “material risk” in the way Brennan et al 
do in their framework and the requirements under the law, a 
patient should be warned of any risk they are “likely to 
attach significance to,” including ones necessitating a 
change in lifestyle [11]. Zafar and Abernethy note that 
cancer patients sometimes lament that they can no longer 
afford to “do anything,” [16] while dialysis patients often 
describe their treatment regime as a kind of “prison” [14]. 
Both responses indicate substantial impacts on lifestyle and 
quality of life measures. In terms of dynamic information 
exchange, Zafar and Abernethy advocate for transparency 
when discussing treatment costs with patients and 
negotiating reasonable trade-offs when a patient is unable 
to afford a more expensive option [18]. Suggesting cost 
considerations be integrated into practice guidelines, these 
authors believe it is possible to make “cost conscious 
decisions that are still within the scope of acceptable, 
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standard care” [18]. While they draw their sample from 
American cancer patients with health insurance, the same 
principles can be applied to renal patients experiencing 
extreme poverty, especially in regions for which only 
conservative or palliative care for end-stage kidney disease is 
considered standard care. It is also important to note that 
neither the right to choose or refuse a treatment carries with 
it a positive right to demand access to that treatment, 
including in a resource-limited setting [19]. Furthermore, if 
allowing financial toxicity to be considered a potential risk 
and harm of treatment, physicians might be justified in 
refusing access to dialysis on the grounds that the expected 
benefits do not outweigh the potential (economic) risks. This 
brings about a situation in which physicians might be 
ethically obligated to discuss the option of dialysis, while 
being simultaneously ethically obligated to refrain from 
referral on the grounds that it would cause significant 
financial harm to the patient, or their loved ones. Dilemmas 
surrounding a conflict between providing best medical care 
and avoiding financial harm have already been reported in 
the case of undocumented migrants in the United States, of 
which Wack and Schonfeld claim 91% can access emergency 
dialysis under Medicaid, but only 51% routine treatment [20]. 
While outpatient care is medically preferable to waiting until 
emergency conditions are met, the financial ramifications for 
the uninsured are such that suboptimal care might yield 
better overall cost/benefit analysis. This demonstrates that 
risks and benefits have to be considered on an individual 
level, paying close attention to patient values and 
preferences.

Whether nephrologists and other healthcare workers have an 
ethical obligation to advocate for more affordable care for 
renal patients falls outside the scope of this discussion but 
suffice it to say the removal of financial barriers to treatment 
in resource-limited settings is not the only method of 
improving outcomes for these patients. Doctors must have 
frank discussions with the patient about their financial 
situation and the possible courses of treatment as a means to 
further patient autonomy. Promoting autonomy and the 
feeling of control over treatment decisions is expected to 
improve wellbeing even in cases where patients are unable to 
access expensive options, including life-sustaining dialysis.

The challenge: Promoting autonomy and truth-
telling in the face of extreme poverty

Promoting autonomy among end-stage kidney disease 
patients involves respecting patients’ unique situations, 
values and preferences. According to Brennan et al, in high-
income settings, like Canada and Australia, there is a 
recognised legal obligation for physicians to provide patients 
with information about their three main options: dialysis, 
conservative care, and renal transplantation [11]. The authors 
quote Justice Kirby, who claims in the absence of such 
relevant information “[a]ny choice by the patient…is 
meaningless” [11]. It is well established that a competent 
patient can refuse medical interventions, and that physicians 

are under no obligation to provide futile or harmful 
treatments, but there can be significant disagreement 
regarding the relevant risks and benefits of a proposed 
treatment, especially if the cost of some treatment options 
is prohibitive. However, any argument that patients in a re-
source-limited setting should be denied access to 
information about dialysis on the grounds that it might not 
be financially viable for them, suggests that patients for 
whom a compatible match has not yet been found should 
be denied knowledge of renal transplantation. This attitude 
is particularly problematic in the light of evidence that most 
patients want to know details of their illness and options, 
even if the news is bad [11]. There is also a legal duty on the 
doctors to lay out all the options before them including the 
prognosis, treatment options, alternatives and the potential 
risks and benefits [21].

Handling disclosure of the financial details of treatment 
options in a way that empowers patients, even in the face of 
extreme poverty, represents an ethical challenge. Cassidy et 
al suggest ascertaining patients’ “preferences for the 
quantity and type of information desired with every visit,” 
noting the need to assess “patient readiness to receive 
information” while also allowing sufficient time to reflect on 
options and make decisions [22]. We argue in favour of 
making graduated disclosure the norm, with patients in 
resource-limited settings being able to decide for 
themselves what information they wish to receive. This 
method, already practised in some regions when discussing 
non-subsidised cancer therapies, could be adapted for renal 
patients using the general outline below:

• First, a discussion of disease diagnosis and prognosis, 
including a description of how the disease naturally 
progresses without intervention and what can be 
offered to make the patient more comfortable.

• Next, the patient will be asked whether they wish to 
hear about conservative or palliative care options, 
after being told roughly what these options cost.

• If the patient consents to learning about these options 
they will be discussed and then the patient will be 
asked whether they wish to hear about dialysis or 
other potential treatments, again following some 
indication of what the cost might be.

• The treatments should be presented in order of 
increasing cost. Discussion will continue until the 
patient either requests no further disclosure or the 
relevant options have been exhausted.

This method respects a patient’s right to know all the 
available options, but also respects their right not to know 
or hear detailed descriptions of options they cannot afford, 
should they prefer this. Researchers note it is important to 
make clear to patients that conservative care does not 
mean “medical abandonment,” [11] but rather preservation 
of “residual kidney function” [14]. As such, it is not offered in 



Indian J Med Ethics Vol VIII (Cumulative Vol XXXI) No 1 Jan-Mar 2023

[50]

contrast to dialysis and other expensive options, but rather 
always in concert. It makes sense, therefore, to outline these 
care options before broaching the topic of dialysis. To meet 
the requirements for truth-telling, an accessible summary of 
dialysis can be provided using the above method, alongside 
its rough cost estimate, with the patient determining what 
they wish to hear further about this treatment option, if 
anything. This is in line with Cassidy et al’s suggestion 
regarding the “quantity and type” of information desired, 
keeping in mind that a patient can change their mind in 
future encounters and request information they had 
previously asked not to have disclosed in detail [22]. Instead 
of making the patient hear all the details of an intervention 
they know they will not be able to afford, or worse, learning 
the financial constraint only after hearing all of this 
information, this method balances the needs for disclosure in 
a personalised way. In terms of securing informed consent, we 
argue the level of detail required to gain informed consent for 
a treatment option going ahead, in terms of its specific 
processes and potential side effects, is much higher than the 
level of information a patient may need to identify an option 
is financially toxic to them. Importantly, when the patient is in 
control of the exchange, the health practitioner is not 
withholding information based on their own assumptions 
about what is in the best interest of the patient. 

The following hypothetical discussions between Dr Diya and 
her patient, Prashant, who lacks the means to fund dialysis 
treatment, highlight the contribution adopting this method of 
graduated disclosure as standard practice might make:

Scenario 1: no graduated disclosure

Dr Diya: Given your diagnosis, I recommend dialysis. This involves 

the use of a machine that can clean your blood, as your kidneys 

are no longer able to do this effectively. You would need to come 

into  the  clinic  for  three­hour  sessions,  three  times  a  week. 

Common  side  effects  of  the  treatment  involve  bloating, muscle 

cramps  and  difficulty  sleeping.  However,  the  treatment  could 

extend your life by 5­10 years.

Patient Prashant: I don’t think I can afford to take that much time 

off work. Also, is there a cost for this treatment?

Dr Diya: Unfortunately, the out­of­pocket expense is X.

Prashant: I can’t afford that.

Dr  Diya:  Ok,  so  we  can  talk  about  conservative  care  options 

instead then…

Scenario 2: graduated disclosure

Dr  Diya:  Given  your  diagnosis,  without  treatment  we  expect  to 

see  your  kidney  function  continue  to  deteriorate  and  your 

symptoms  to  become  more  severe.  We  will  provide  advice  on 

things  to  make  you  more  comfortable  and  manage  your 

symptoms that can be done at home with minimal expense. We 

can also discuss conservative care options available through our 

clinic. These would cost approximately X per week. Would you like 

to hear more about these options?

Patient Prashant: Sure

Dr Diya: We can arrange a dietician  to help with your nausea 

and  appetite  issues,  treat  your  anaemia,  closely monitor  your 

fluid balance, etc.  It  is difficult to estimate how much time this 

will  give  you,  but  it  could  be  days  to  weeks. We  also  have  a 

machine available at  the clinic, called a dialysis machine,  that 

can fulfil some of the role your kidneys used to. This would cost 

Y per week. Would  you  like  to hear more about  this option or 

have any specific questions?

Patient  Prashant:  I  can’t  afford  that.  I’ll  just  stick  to what  you 

said before.

Although in both cases Prashant ultimately receives 
conservative care, in the second example they learn of this 
option in a way that does not automatically cast it in an 
inferior light. They also had the opportunity to ask for 
specific information that might be relevant to them, such as 
life expectancy on dialysis, but did not have this information 
forced upon them when the benefits are not personally 
achievable, given their financial situation. Dr Diya has not 
arbitrarily chosen to withhold information from Prashant 
here, so they will not stumble across dialysis in their own 
research and feel betrayed. For this patient, the financial 
consideration has already disqualified this treatment option 
for their personal circumstances, so it is not meaningful to 
provide them details of dialysis session times or side effects. 
This patient is still able to choose to hear such details about 
dialysis, even knowing they won’t be able to afford it, if they 
prefer to have the information anyway. But unlike in the first 
scenario, they are not put in a situation where the 
knowledge has been provided without the essential 
financial context, and left to bring up the cost themselves, 
only to discover the treatment will not be feasible for them.

Importantly, this form of graduated disclosure incorporating 
financial information need not be limited to end-stage 
kidney disease or cancer patients, but rather could be 
applied in any treatment context in which out-of-pocket 
expenses are anticipated. This would apply in both high and 
limited resource settings, and to existing and novel 
interventions, with a particular focus on chronic conditions 
as these are the ones likely to involve ongoing health 
expenditure. While this is undoubtedly already occurring in 
practice, the lack of a systematised approach to conducting 
and analysing this method needs to be redressed. While it is 
beyond the scope of this paper to suggest means of 
evaluating the potential efficacy of the approach, we 
advocate for future studies that look at this issue. We will 
now move on to address the most likely objection to this 
proposal, in terms of obstacles to patient autonomy.  

Objection: Presenting artificial choices

One anticipated objection to the arguments presented here 
regarding promoting patient autonomy through graduated 
disclosure of end-stage kidney treatment options, including 
dialysis, to patients in resource-limited settings, revolves 
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around whether we are just presenting artificial choices. To 
answer this objection, it is first necessary to establish that not 
all patients with access to dialysis choose to use it, and the 
patterns of refusal have changed over time in line with 
renewed focus on patient-centred care and autonomy [23]. It 
is also the case that while it is life-sustaining, dialysis is not 
necessarily considered a quality of life enhancing treatment 
[24], with many dialysis patients reporting symptoms of 
depression and anxiety [25]. Some patients refuse dialysis on 
mental health grounds, or for social reasons that are quite 
distinct from financial considerations [19], and it would be 
impolitic to assume all patients in extreme poverty might 
refuse dialysis purely on financial grounds. Seah et al’s 
investigation of the reasons behind dialysis refusal among 
end-stage kidney disease patients in Singapore, indicated 
“cultural values of collectivism and interdependence in Asian 
cultures” were influencing decision-making, in addition to 
knowledge of others’ “lived experiences” of dialysis causing 
poor quality of life [26]. Similar cultural values and definitions 
of selfhood in relation to kinship ties would need to be 
considered when presenting treatment options to patients in 
India and other countries where dialysis demand is currently 
significantly outstripping supply. Also, while Seah et al noted 
“[f ]inancial concerns were vividly voiced” among participants 
in their study, physical and time costs were also factors in 
refusing dialysis [26]. Even if financial considerations were the 
major reason patients experiencing poverty refused dialysis, 
the evidence still suggests patients prefer to know about 
their options and feel more in control of their treatment 
journey [27]. For some, feeling in control might also include 
limiting information exchange regarding treatment options 
they deem inappropriate for their situation, including their 
socio-economic situation. It is also important to note here 
that while excluding patients from dialysis programmes is 
usually done for medical considerations, socio-economic 
status, and particularly extreme poverty, has been used as 
grounds to exclude some patients in resource-constrained 
settings [28].

Piccoli et al claim that patients involved in shared decision-
making over their care “appeared more confident and 
satisfied with decisions” than those who felt “pushed into a 
choice,” [14] which would presumably include those who felt 
assumptions about their financial status were influencing 
how treatment options were framed or whether they were 
disclosed at all. Even in cases where patients have a terminal 
diagnosis, studies show truth-telling from their physician is 
expected and welcome, and that patients value being able to 
plan their remaining time and, where relevant, engage with 
cultural and religious rituals for the end of life [27]. It seems 
implausible that financial disclosures can sometimes be more 
sensitive than a terminal diagnosis. 

Conclusion

Resource limitations pose practical and ethical challenges for 
healthcare workers serving the needs of end-stage kidney 
disease sufferers around the world. Such constraints have 

often been shown to result in moral distress for 
nephrologists [29]. Patients experiencing extreme poverty 
have the right to be made aware of relevant treatment 
options as well as their financial implications, with 
graduated disclosure providing one method of promoting 
patient autonomy while minimising potential distress 
associated with providing detailed knowledge of 
unobtainable options. This type of medical and financial 
disclosure should be the norm when dealing with 
treatments for which there is an expected out-of-pocket 
expense, including dialysis. 

Conflict of Interest: None declared

Statement of similar work: None declared

References

1. Lv J-C, Zhang L-X. Prevalence and disease burden of chronic kidney 
disease. Adv Exp Med Biol. 2019; 1165:3–15.

2. Lees JS, Welsh CE, Celis-Morales CA, Mackay D, Lewsey J, Gray SR, et 
al. Glomerular filtration rate by differing measures, albuminuria and 
prediction of cardiovascular disease, mortality and end-stage 
kidney disease. Nature Med. 2019 Nov; 25(1):1753–1760.

3. Thurlow JS, Joshi M, Yan G, Norris KC, Agodoa LY, Yuan CM, et al. 
Global epidemiology of end-stage kidney disease and disparities in 
kidney replacement therapy. Am J Nephrol. 2021; 52(3):98–107.

4. Mendelssohn DC, Kua BT, Singer PA. Referral for dialysis in Ontario. 
Arch Intern Med. 1995 Dec 11-25; 155(22):2473–2478.

5. Moosa MR, Kidd M. The dangers of rationing dialysis treatment: The 
dilemma facing a developing country. Kidney  Int.  2006 Sep; 70(6):
1107–1114.

6. Bradshaw C, Gracious N, Narayanan R, Narayanan S, Safeer M, Nair 
GM, et al. Paying for hemodialysis in Kerala, India: A description of 
household financial hardship in the context of medical subsidy. 
Kidney Int Rep. 2018 Dec 20; 4(3):390–398.

7. Jha V. Setting up a national dialysis service in India: Change, choice 
and principles. Nephrology. 2016 Nov; 21:913–915.

8. Shaikh M, Woodward M, John O, Bassi A, Jan S, Sahay M, et al. 
Utilization, costs, and outcomes for patients receiving publicly 
funded hemodialysis in India. Kidney Intl. 2018 Sep; 94(3):440–445.

9. Abdi Z, Gallagher H, O’Donoghue D. Telling the truth: Why 
disclosure matters in chronic kidney disease. Br J Gen Prac. 2012 Apr; 
62(597):172–173.

10. Walker RC, Howard K, Tong A, Palmer SC, Marshall MR and Morton 
RL. The economic considerations of patients and caregivers in 
choice of dialysis modality. Hemodialysis  Int. 2016 Oct; 20(4):634–
642.

11. Brennan F, Stewart C, Burgess H, Davison SN, Moss AH, Murtagh FEM, 
et al. Time to Improve Informed Consent for Dialysis: An 
International Perspective. Clin  J  Am  Soc  Nephrol. 2017 Jun 7 [cited 
2022 Jul 12];12(6):1001–9. Available from: https://
cjasn.asnjournals.org/lookup/doi/10.2215/CJN.09740916 

12. Kumar A, Mullick P, Prakash S, Bharadwaj A. Consent and the Indian 
medical practitioner. Indian  J  Anaesth. 2015 [cited 2022 Jan 30]; 
59(11):695. Available from: http://www.ijaweb.org/text.asp?
2015/59/11/695/169989 

13. Ladin K, Lin N, Hahn E, Zhang G, Koch-Weser S, Weiner DE. 
Engagement in decision-making and patient satisfaction: a 
qualitative study of older patients’ perceptions of dialysis initiation 
and modality decisions. Nephrol Dial Transplant. 2016 Aug 30 [cited 
2022 Jul 12];gfw307. Available from: http://ndt.oxfordjournals.org/
lookup/doi/10.1093/ndt/gfw307 

14. Piccoli GB, Sofronie AC, Coindre JP. The strange case of Mr. H. 
Starting dialysis at 90 years of age: clinical choices impact on ethical 
decisions. BMC  Med  Ethics. 2017 Dec [cited 2022 Jul 12];18(1):61. 
Available from: https://bmcmedethics.biomedcentral.com/articles/
10.1186/s12910-017-0219-4 

15. dos Santos Tavares AP, Tzanno-Matins C, Arruda MJC, Antunes B. The 
need for training in palliative care for physicians in other specialties: 
Brazilian nephrologists empowerment (or appropriation) on renal 
supportive care. Ann  Palliat  Med. 2018 Oct [cited 2022 Jul 12];
7(S3):S176–86. Available from: http://apm.amegroups.com/article/
view/20630/21258 

16. Zafar SY, Abernethy AP. Financial toxicity, Part I: a new name for a 



Indian J Med Ethics Vol VIII (Cumulative Vol XXXI) No 1 Jan-Mar 2023

[52]

The FMES is supported by occasional grants from philanthropists and subscriptions to the journal.

APPEAL FOR DONATIONS TO THE FORUM FOR MEDICAL ETHICS SOCIETY

The Indian Journal of Medical Ethics (IJME), has been published for over 30 years by the Forum for Medical Ethics Society 

(FMES) since 1993. IJME is a multi-disciplinary academic journal providing a platform for original content and discussion on 
all aspects of healthcare ethics, as well as law, history, literature, philosophy and the humanities where they intersect with 
health and healthcare. We are committed to maintaining our editorial independence which is critical to safeguarding the 
scientific integrity of what we publish. Therefore, wider support from all those who are committed to social justice in health is 
essential.

FMES is registered under the Societies Registration Act, 1860 and the Bombay Public Trusts Act, 1950. Donations are eligible 
for tax exemption under Section 80G of the Income Tax Act, 1961. Donations are solicited only from Indian individuals and 
entities, as donations from foreign individual/entities are not permitted under Indian law. However, foreign readers/authors 
may wish to support the journal by:

• Gifting subscriptions to the print or soft PDF copies of the journal;

• Voluntarily paying any amount for full text views of individual online articles or PDF downloads;

• Or paying a fee for article processing when submitting an article to be considered for publication

• For more details on how to support us, write to admin@ijme.in or visit our website https://ijme.in/subscribe/

SUPPORT OPEN ACCESS ACADEMIC PUBLICATIONS, DONATE TO THE FMES CORPUS FOR THE PUBLICATION OF IJME!

growing problem. Oncol Williston Park N. 2013 Feb;27(2):80–1, 149.
17. Luyckx VA, Miljeteig I, Ejigu AM, Moosa MR. Ethical Challenges in the 

Provision of Dialysis in Resource-Constrained Environments. Semin 
Nephrol. 2017 May [cited 2022 Jul 12];37(3):273–86. Available from: 
https://linkinghub.elsevier.com/retrieve/pii/S0270929517300074 

18. Zafar SY, Abernethy AP. Financial toxicity, Part II: how can we help with 
the burden of treatment-related costs? Oncol Williston  Park  N. 2013 
Apr;27(4):253–4, 256.

19. Moss AH. Ethical Principles and Processes Guiding Dialysis Decision-
Making. Clin J Am Soc Nephrol. 2011 Sep [cited 2022 Jul 12];6(9):2313–
7. Available from: https://cjasn.asnjournals.org/lookup/doi/10.2215/
CJN.03960411 

20. Wack K, Schonfeld T. Patient Autonomy and the Unfortunate Choice 
between Repatriation and Suboptimal Treatment. Am  J  Bioeth. 2012 
Sep [cited 2022 Jul 12];12(9):6–7. Available from: http://
www.tandfonline.com/doi/abs/10.1080/15265161.2012.692444 

21. Sharma G, Tandon V, Sarat Chandra P. Legal sanctity of consent for 
surgical procedures in India. Indian  J Neurosurg. 2012 Jul [cited 2022 
Jul 12];01(02):139–43. Available from: https://www.thieme-connect.de/
products/ejournals/abstract/10.4103/2277-9167.102281 

 22. Cassidy BP, Harwood L, Getchell LE, Smith M, Sibbald SL, Moist LM.
Educational support around dialysis modality decision making in 
patients with chronic kidney disease: Qualitative study. Can  J  Kidney 
Health Dis. 2018 Jan [cited 2022 Jul 12];5:205435811880332. Available 
from: http://journals.sagepub.com/doi/10.1177/2054358118803323 

23. García MG, Martínez Ocaña JC, Rodríguez Jornet A, Almirall Daly J, 
Ponz Clemente E, Ibeas J et al. [Choosing not to dialysis in chronic 
renal failure in stage V (Renal Failure). Evolution of the characteristics 
of patients between 1992-1995 and 2000-2003]. Nefrología. 2007; 

27(5):574–580. [Spanish].
24. Sas C. Advanced care planning for patients with end-stage renal 

disease. Health & Social Work. 2018; 43(1):63–66.
25. Griva K, Kang AW, Yu ZL, Mooppil NK, Foo M, Chan CM, et al. Quality 

of life and emotional distress between patients on peritoneal 
dialysis versus community-based hemodialysis. Qual  Life  Res. 2014 
Feb [cited 2022 Jul 12]; 23(1):57–66. Available from: http://
link.springer.com/10.1007/s11136-013-0431-8 

26. Seah AST, Tan F, Srinivas S, Wu HY, Griva K. Opting out of dialysis - 
Exploring patients’ decisions to forego dialysis in favour of 
conservative non-dialytic management for end-stage renal disease. 
Health Expect. 2015 Oct [cited 2022 Jul 12];18(5):1018–29. Available 
from: https://onlinelibrary.wiley.com/doi/10.1111/hex.12075 

27. Hing Wong A, Chin L, Ping T, Peng N, Kun L. Clinical impact of 
education provision on determining advance care planning 
decisions among end stage renal disease patients receiving regular 
hemodialysis in University Malaya Medical Centre. Indian  J  Palliat 
Care. 2016 [cited 2022 Jul 12];22(4):437. Available from: http://
www.jpalliativecare.com/text.asp?2016/22/4/437/191788 

28. Moosa MR, Maree JD, Chirehwa MT, Benatar SR. Use of the 
‘Accountability for Reasonableness’ approach to improve fairness in 
accessing dialysis in a middle-income country. PLoS One. 2016 Oct 4 
[cited 2022 Jul 12];11(10):e0164201. Available from: https://
dx.plos.org/10.1371/journal.pone.0164201 

29. Ducharlet K, Philip J, Gock H, Brown M, Gelfand SL, Josland EA, et al. 
Moral distress in nephrology: perceived barriers to ethical clinical 
care. Am  J  Kidney  Dis. 2020 Aug [cited 2022 Jan 30];76(2):248–54. 
Available from: https://linkinghub.elsevier.com/retrieve/pii/
S0272638619311217


