International Journal of Current Research and Review Research Article

DOI: http://dx.doi.org/10.31782/IJCRR.2022.14210

b Community Perception of Chronic Kidney Disease in
oWe Supebeda, Chhattisgarh

secﬁlolflgmcare Vinay Rathore!, Rahul Pal?, Abhiruchi Galhotra3, Saurabh Nayak!, Snehalata*,

istmpactFactor— \fjyekanand Jha®, Nitin M Nagarkar®

(2020-21): 1.899
IC Value (2020): 91.47
SJIF (2020) = 7.893 'Assistant Prqfessor, Department of Nephro[ogy, AIIMS Raipur, India; *Assistant Professor, Department (f Community Medicine, BRLSABVM

Medical college Rajnanclgaon, CG, India; *Professor, Department of Community & Family Medicine, ATMS Raipur, India; ‘Schoolof Public Health,
Copyright@]CRR ATIMS Raipur, India; *George Institute for Global Health, New Delhi, India, *Director and CEO, ATIMS Raipuy; Indlia.

ABSTRACT

Introduction: An unusual number of Chronic kidney disease (CKD) cases have been reported from the village of Supebeda of
district Gariyaband in Chhattisgarh. Recent studies have shown that the clinical profile of CKD patients in this village fits into the
profile of CKD of Unknown Origin (CKDu).

Objectives: We conducted this study to explore the perception of the community about CKD in Supebeda.

Material & Methods: This study was undertaken as a part of the outreach initiative of the Health Department of the Govern-
ment of Chhattisgarh from October 2019 to January 2020. We conducted six In-depth Interviews (IDI) on a purposive sample of
CKD patients and one Focus Group Discussion (FGD) with 11 mitanins (ASHA workers). Interviews were audio-recorded and
transcribed verbatim. Data was analyzed manually using discourse analysis.

Results: All six respondents of IDI were farmers and had nonspecific symptoms of body aches, loss of appetite & weakness.
They sought treatment from private practitioners from the nearby state of Odisha because of proximity and preferred to go to
Raipur only when they needed advanced treatment. The majority of these patients had received analgesics, herbal and ayurve-
dic drugs from rural practitioners. The study also revealed stigmatization of the village because of this disease. The participants
of FGD were of opinion that CKD in the village was due to consumption of contaminated water and that it has led to ostracization
of the village and reduced opportunity to get employment for the people of Supebeda.

Conclusion: We document community perception and health-seeking behavior of a remote village in Chhattisgarh state with a
high prevalence of CKD. The study revealed a strong influence of socio-economic determinants, the influence of local myths,
difficulties in accessing healthcare and stigma associated with kidney disease.
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INTRODUCTION past two decades.? CKD in these select demographics can-
. ) o . not be attributed to the known/traditional risk factors. The
The public health importance of chronic kidney disease generic term “Chronic Kidney Disease of Unknown Etiol-

(CKD) due to its increasing burden and high cost of treat- ogy (CKDu)” has been used to describe this entity since the
ment has been recognized in recent years. The Global burden early 2000s.}

of disease study has shown that while the main drivers of

CKD around the world are diabetes, hypertension and glo- In India, this condition has been described from coastal vil-
merular disease,' a large proportion of CKD in low and low lages of the Srikakulam district in Andhra Pradesh and parts
middle-income countries are caused by indiscriminate use of ~©f Odisha.* A variety of hypotheses, including prolonged de-

nephrotoxic drugs, herbal medications, toxins and infections. ~ydration leading to heat stress, heavy metal toxicity, pesti-

cide exposure, snake bite and genetics, have been proposed.?
A high prevalence of CKD, primarily amongst rural com-

munities engaged in agricultural work, has been observed in Recen.t media reports? have highlighted the high burden of
select geographical areas in several countries (El Salvador, (;KD mn Supejbeda village O_f Gagyaband d1'str1ct, Chhat-
Nicaragua, Costa Rica, Egypt, Sri Lanka and India) over the tisgarh state in central India (Figurel), with reports of
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many deaths since 2009. One report estimated that over
100 people out of the total population of 1182 had ad-
vanced CKD in the village.’ The issue of deaths suspected
to be due to CKD in this village has been highlighted in
media and has been raised in state assembly.® A recent
study has shown that the clinical profile of CKD patients
in this village fits into the profile of CKDu.”The reports
also talk about anxiety, fear and sense of uncertainty in
the minds of people about the nature of this disease and
its causative factors.

With the global nephrology community increasing the focus
on patient-centric approaches, this study was carried with the
aim to understand the perception of the people of Supebeda
regarding kidney diseases.

MATERIAL & METHODS

This qualitative study was conducted between October
2019 and January 2020 as a part of the outreach initiative
of the Health Department of the Government of Chhattis-
garh to provide support to the people affected with CKD in
Supebeda.

Focus group discussion (FGD) and in-depth interviews (IDI)
were conducted to understand the community perspectives
about the disease, its cause and its impact on people’s health
and livelihoods. Participants were selected using a purposive
sampling method and included patients diagnosed with kid-
ney disease, community leaders and frontline health workers
(Mitanin).

Semi-structured interviews were used to collect data. Ini-
tially, participants were explained the purpose of the visit.
All interviews were conducted face to face. Each interview
began with an open-ended question.

The content of these interviews explored the causes of
kidney diseases, symptoms, food habits, means of liveli-
hood, addiction history, pesticide use, preventive and con-
trol measures of the disease, complications of the disease,
health-seeking behaviour and the response of the govern-
ment.

The interviews were conducted in the local language
(Hindi), audio recorded, and transcribed verbatim. Tran-
scripts were checked to ensure that they did not contain
any mistakes. The transcripts in Hindi were subsequent-
ly translated into English by bilingual interviewers and
reviewed by the research team. The data was analyzed
manually (as the small number of transcripts did not re-
quire qualitative data analysis software), using the dis-
course analysis, which involves naturally occurring talks
and all types of written texts. The themes identified are
mentioned in table 1.

RESULTS

A total of six IDIs were conducted with six patients with
CKD (5 males and one female) and a focus group discussion
was conducted with 11 Mitanins.

In-depth Interview: The findings of IDI are summarized in
tables 1 and 2. The interviews revealed that all the respond-
ents perceived that CKD is caused due to contaminated wa-
ter. All the respondents were of the opinion that the village
faces stigmatization because of media highlights. We de-
scribe the perception of one of the patients as narrated.

“Sir, the main problem of kidney diseases is due to contami-
nated water and media highlight has led to stigmatization of
village. People of other villages are afraid of marrying their
sons and daughters due to stigma of kidney disease in the
village.” (CKD patient in his 50s)

Most of the patients had nonspecific symptoms like loss of
appetite, weakness and body aches.

“I have had regular body aches, and itching all over the body,
for almost a year” (A male CKD patient in his 40s)

“I have loss of appetite, episodes of vomiting & fatigue most
of the time” (A female patient of CKD in her 40s).

Most of the respondents were regular consumers of tobacco,
while some gave a history of frequent consumption of lo-
cally distilled alcohol.

“I have been chewing gudakhu for last 20-25 years”. (A
CKD patient in his 60s)

“I have been smoking bidi and sometimes drink locally
brewed alcohol but now quit alcohol for last three months”
(A CKD patient in his 30s).

All respondents were farmers by occupation. Most of them
were not able to work because of the illness. Many patients
used analgesics for body aches.

“I am not working due to my illness, previously worked as a
farmer for 15 years (A male CKD patient in his 50s)

Most of the respondents took herbal medications and ayur-
vedic drugs from local practitioners since the nearest medi-
cal facility is quite far. Some patients took treatment from
the local community health centre. For specialized care, in-
cluding dialysis, they travelled to the hospitals in Raipur, the
state capital.

“I had been taking treatment from the hospital at Dharam-
garh because the distance was hardly 2 km from Supebeda
(A CKD patient in mid 50s.) (Dharamgarh is a town located
in Odisha)”

“I went to Ramkrishna hospital (private hospital in Raipur)
250 km from our village because it requires dialysis. There
is no facility of dialysis nearby and the dialysis machine at
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CHC, Deobhog, is not working.”’(A female patient in her 40s
requiring dialysis).

Focus group discussion findings: The key issues discussed
were sorted into three major themes of interest: Food and
water, health-seeking behaviour and occupation.

Food and water: The participants were of the firm belief
that kidney damage is because of the consumption of con-
taminated drinking water sourced from borewells. They felt
it might be contaminated because they perceived its taste to
be somewhat different, almost metallic. People felt that wa-
ter should be drawn from a river close by — the ‘Tel River’
which contained ‘pure water’. They also believed that the
Alexandrite mine located near the village might also be
responsible for kidney disease. Some unique eating habits
were reported; breakfast generally consisted of a sweet dish
(gulgula) in the morning. The previous day’s cooked rice
soaked in plain water overnight, known locally as “Maadh”
was alsotaken as a meal.

Occupation: About two-thirds of the population of the vil-
lage depend on agriculture or cattle grazing. A majority of
people worked as unskilled farm labourers for daily wages.
However, an increasing number were not able to work due to
illness and were busy seeking treatment.

Health-seeking behaviour: Most of the villagers prefer
going to private physicians in a nearby town, which is in
a different state, Odisha. They did not see a reason to seek
care in the state public health system because the closest
facility was quite far — they would need to spend more time
and money to get there. They often sought prescriptions for
over-the-counter analgesics for body aches that would de-
velop as a result of heavy manual labour. Interruptions in
treatment were common, both because of temporary relief
in symptoms and the high cost of treatment. They would
take some ayurvedic medicines from local health practi-
tioners. Several myths were prevalent — for example, preg-
nant women did not take folic acid and iron supplements, as
it was perceived that these lead to big babies. They thought
that a bigger-sized baby might create difficulties for normal
delivery.

They pointed out that the water plant (fluoride-free water)
set up by the state government two years ago was often not
working because of a series of technical issues.

The villagers narrated several social problems, including
ostracization of the village and reduced opportunity to get
employment that involved manual labour. Interestingly,
kidney disease was perceived to affect the ‘marriage abil-
ity’ of the local population, as families from outside the
village were unwilling to enter into a matrimonial rela-
tionship with local residents because of perceived health
issues.

DISCUSSION

Through this qualitative study, we describe the perception
of the community of village Supebeda regarding the grow-
ing burden of CKD in the village and understand the health-
seeking behaviour. Most of the reported issues were related
to lack of access to essential needs — like clean drinking
water, secure employment and essential healthcare. We con-
firmed the presence of social practices that give insights to
their perceptions and health-seeking behaviour. A majority
of the patients belonged to the agricultural occupation- they
are directly exposed to chemical pesticides. Our findings
suggest that while some patients raised serious concerns
about the rising burden of CKD in the communities, the ma-
jority had a lack of awareness of its risk factors and adverse
consequences. Although there was a strong suggestion that
they blamed poor groundwater quality or local mining activ-
ity when asked for the basis, they were unable to provide
supporting arguments. Studies from other regions of the
world have reported poor knowledge and awareness of CKD
amongst healthcare providers and patients, which aligns with
our findings.”"

Our findings also identify the major impact of socio-eco-
nomic determinants on health-seeking behaviour and rea-
sons for the delay in seeking medical advice. Lack of public
health facilities nearby, the high cost of travel and treatment
combined with the loss of income related to taking time off
for medical treatment came out as important reasons for de-
layed diagnosis. Interruptions in treatment due to financial
reasons and misperception that lack of symptoms indicate
the absence of disease may also contribute to disease pro-
gression. The stigma associated with the diagnosis of kidney
disease, which leads to social exclusion and loss of job op-
portunities, creates a vicious cycle of ill-health and poverty.

A number of social practices that can affect human health ad-
versely, especially in the presence of other risk factors, were
found to be common. This included tobacco use, use of over-
the-counter pain killer medicines and consumption of herbs
therapy. Our study showed an overall lack of awareness
about the adverse health impact of these practices.

Finally, we found a general apathy and fatalistic attitude to-
wards their health in the villagers, with the focus on liveli-
hoods and social stigma leading to a neglect of health issues.

CONCLUSION

We document community perceptions and health-seeking
behaviour of a village with a high prevalence of CKDu. The
study revealed a strong influence of socio-economic deter-
minants, the influence of local myths, difficulties in access-
ing healthcare, and stigma associated with kidney disease.
Multi-pronged action is needed to influence awareness,
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change behaviour and develop a resilient healthcare system
that can respond to the needs of the community

Limitation: Since this is a qualitative study with a limited
sample size, the findings cannot be generalized unless they
are combined with population-based quantitative research.
Since, this study was done as a part of service delivery the
sample size of our study for IDIs and FGDs was limited.
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Table 1: Themes, Subthemes and codes in relation to CKD as extracted from In-depth interview

S.No Thematiccategory Subcategories
1 Perception a) Related to cause of disease
b) Stigmatization
¢) Hardship
2 Symptoms
3 Addiction history a) Tobacco use
b) Alcohol drinking
4 Livelihood means a) Farmer
b) Farm labourer

Extracted codes

a)
b)
c)

a)

a)
b)

a)

Contaminated water
Not getting water from Tel river
Mines as a cause of CKD

Media highlight has increased their problem

Death of sole breadwinner
Not able to work because of illness

Loss of appetite, weakness, burning micturition,
pain & itching

a)
a)
a)

Most of the participants chew Tobacco
Some participants regularly consume alcohol

All the participants were involved in agricultural
activities
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Table 1: (Continued)

S.No Thematic category  Subcategories Extracted codes
5 Health seeking behav- a) Treatment initiation a) People seek medical advice only when they could
iour not work properly.
b) They also used pain killers to feel better and
work

¢) Border of Odisha is about 1 - 1% kilometre, the
patients prefer to go there for health care because
of close proximity

d) People use to take ayurvedic and herbal medi-
cines

b) Treatment Compliance a) Stop taking medicines once symptoms subside

and feel better.

b) Poor compliance in patient with long duration of

treatment
Table 2: Findings of In-depth interviews
Perception Symptoms Addiction History Livelihood Means Health Seeking Behaviour
P(1) 1. Kidney’sare dam- 1. Body aches Consumption of  Totally depends on Taking treatment from near-
aged because of 2. Burning micturi-  gutka since last cattle by hospital (CHC, Deobhog)
contaminated tion 10-15 YIS
water 3. itching all over the
2. Media highlight body
has increased their 4. swelling
problem (stated
by all patients)
P(2) 1. loss of appetite, Chew tobacco since Not working due to my Taking treatment from
2. episodes of vomit- 15 years and drink illness, previously he =~ Ramkrishna hospital (private
ing alcohol occasion-  worked as a farmerin  hospital) because it requires
3. fatigue most of the ally the past for 15 yrs dialysis also.
time
P(3) No symptoms Chew gudakhu* Farmer Taking treatment from CHC
forlast20-25 years Deobhog
P(4) 1. back pain No alcohol and construction worker  Didn’t go to hospital because
2. Pain lower ex- tobacco use of work, taking treatment
tremities since 6-8 from medical store.
months
P(s) 1. disturbed sleepat  Cigarettes and Patient did not re- Taking treatment from near-
night due to urina- sometimes drink  spond. by hospital Dharamgarh(the
tion, locally brewed distance was hardly 2 kms
3. swelling inlower  alcohol but now from their village Supebeda
extremities since quit alcohol since 3 and it is located in Odisha)
2-3 months months
P(6) 1. swelling in lower Smoke and chew  He is not working Ayurvedic medications taken
extremities followed tobacco in the past since 7-8 months due 2 years back but symptoms
by and presently quit to illness; initially he  did not resolve so shifted to
2. generalized since 2 years be-  worked as a farmer. allopathic medicines. (Private
weakness all over  cause of my illness. facilities i.e. Ramkrishna
the body since 6 hospital)
months

# Gudakhu is a paste- like substance, a mixture of tobacco, molasses, jaggery, and red kharia (a form of soil), widely consumed in
Chhattisgarh, Odisha, Jharkhand.®
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LOCATION MAP OFSUPEBEDA VILLAGE @
TAHSIL - DEVBHOG, DISTRICT - GARIYABANDH, CHHATTISGARH
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Figure 1: Map showing the Location of Supebeda.
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