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 Health hazards can occur in many situations that may 
create  crisis/extreme situations 

 Globally, Chronic Kidney Disease(CKD) is an emerging 
health hazard in many populations. 

 CKD is one of the leading diseases prevailing in the Dry 
Zone in Sri Lanka. The disease is rapidly increasing in the 
North Western, North Central and Uva Province in Sri 
Lanka( See the map) 

 The problematic nature of the recent phenomenon is that 
the etiology of the disease is unknown or uncertain. 

 Emerged as a problem since late 1980s and by now it has 
become a disaster 





 The  disease commonly manifests in farmers of low socio-
economic background and most affected patients belong 
to 30-60 year age category. Some of whom were anyway 
surviving in a subsistence economy.  

 The number of those affected and dying has shown a 
progressive increase, threatening the existence of whole 
communities living in this area and repeatedly, NCP has 
recorded the highest number of deaths due to chronic 
renal failure in the country.  

 The disease is prevalent among farming communities and 
has devastated the economy of these areas in a number of 
ways.  

 

 

 

 



 The loss of productivity from illness, the costs of care for those 
affected, and preventive action have taken a toll on the life of these 
communities.  

 Already the health services are burdened by the illness and there are 
indications that implicit rationing of healthcare provision is taking 
place. For example, older persons with chronic kidney diseases are not 
being provided with dialysis(healthcare providers use some inhumane 
criteria to justify the need for services when delivering the limited 
facilities that available)  

 Health sector face many challenges due to transformation from Welfare 
State to Neo-liberal economic policies since 1977(Public- private mixed 
delivery system) 

 Since Sri Lanka lacks a comprehensive social care  system, the loss of 
productivity, the costs of care and prevention all have cumulative 
impacts and therefore have the potential to push families and 
communities towards poverty 

 

 
 



 

 To understand the perceptions and  interpretations of 
lay people and the experts with regard to CKDu   

 To understand the socio-economic and psychological 
impacts of  the disease on individual, family and the 
community.  

 To identify methods of mitigating adverse effect of the 
disease. 



 Ethnographic Methodology –  

 Illness narratives from phenomenological perspective 

 In depth interviews with care takers and other family members 
of  patients 

 Focus Group Discussions with villagers and community leaders, 

 Key informant interviews with health care providers and 
administrators at both regional and national levels 

 Life histories of people who died from CKDu and the experience 
of family members 

Two geographical locations with specific characteristics  

 Padaviya(Resettlement   area)- Madawachchiya- Traditional 
villages (200 patients 100 from each location) 

 

 



Focus of this paper
The paper focuses on  

 How Professionals responded to the hazard 

 The community discourse and their experience 

 Gaps in the interactions between lay and  professionals 

 Ethical issues related to scientific investigations and 
distribution of services 

 Disease burden, coping mechanisms and there 
impacts 

 Need for Social work interventions and challenges 

 

 



  
 Initially CKD was identified by some of the local 

practitioners after investigating  a significant number 
of patients who visited them seeking treatment for 
symptoms such as continuing fever, back pain, urine 
infection, headache, loss of appetite, swollen legs etc..  

 After doing further investigations of the above 
patients, the practitioners were able to recognize  the 
CKD  that is prevailing in this locality 

  The practitioners  have also found that the rapidly 
growing  CKD in this context is not associated with  
any known factors of CKD (diabetes , hypertension  and chronic 
glomeronephrities)  

 

 



 

Identifying CKD patients and providing treatment for them 
 More attention has been paid on identifying patients  for which a 

number of screening  programmes were conducted at village level ( 
2003 -2005) 

 Labeled as Kidney patients - large number of people were diagnosed and 
labeled as CKD patients  

 Categorized patients into five groups based on severity of the illness( 
Glomerular Filtration Rate-GFR) and setup clinics for treatment 

 Patients  at stage 1 & 2 –instructed to attend the clinic once a year,   and 
for the stage 3-once in 6 months 

 Stage 4 & 5 are considered as critical conditions and they are instructed 
to attend the monthly clinic 

 Number of clinical limitations- research patients’ no explanations with 
regard to their position other than the label as a patient 

 Prescribe medicine but out come is problematic  
 

 
 



 Discovering the etiology of CKD has become a critical challenge 
for the experts who come from various disciplines.  

 Biomedical approach plays a dominant role in understanding  
etiology of the disease rather neglecting local medical systems 
and the lay perspective 

 There are number of studies(Population prevalence  and case-
control studies)  without concrete conclusions 

 Some of those studies are metal analysis of urine, analysis of hair 
and nail samples of patients for arsenic and renal biopsy 
studies(WHO)  

 Postmortem study- postmortem specimens of CKD patients 
(kidney, liver and bone tissues) -WHO 

 



 Biomedical explanation of disease focus on biological 
changes to the relative neglect of social, cultural and 
psychological factors  

 It is visible that the lay perception of the disease is totally 
neglected throughout the process of discovering etiology 

 Subjective interpretations deemed irrelevant  and patient is 
considered as a passive object and their involvement has 
limited only to providing necessary objects(hair, nail, tissue 
of kidney, water sample etc) for scientific investigations 

 The environmental studies too operated from top-to-
bottom by experts from various disciplines with 
contradictory conclusions, created further confusion 
among the villagers.  

 Less attention to study it as a geo-environmental issue  
 



 
 
The village discourse on etiology of CKDu 
 
 The villagers perceive CKDu  as a struggle between ‘life and 

death’  in their everyday life. 
 The uncertainty has created a discourse within the 

community which is quite complicated and contradictory.   
 The local discourse is a critique on the available 

explanations given by various experts as they happen to be 
contradictory to one another. 

 However, there are diverse opinions among the villagers on 
the origin and the history of the disease and also about the 
causes of CKD based on their experiences 

 New phenomenon due to mismanagement between the 
natural and social environments 

 Unsafe water  is identified as  one of the major factors 
 



 Freshwater fish, roots of lotus and some vegetables get from the 
village tank- Created a negative impact on livelihood  activities  

 Some herbal plants used by Ayurveda and traditional medical 
system( biomedical system operates as against local medical 
systems  rather than integration with them)  

 Drinking water-Time to time contradictory findings (cost for 
drinking water, water filters) some of the wells were abandon  

 Using aluminum utensils –additional cost for clay pots 
 Recent debate on arsenic in locally produced rice(contradiction 

between different groups of researches and  politicians which 
was ignored by the lay  people 

 The explanations by experts have led to  disappointment  and 
confusion among people. However, there is a discourse among 
villages on causes, preventive measures, healthcare services on 
CKD   
 



 “ I was identified as a CKD patient at the mobile clinic in 2005. My urine 
sample was not good at that time and I was asked to repeat the test for 
anther two times and found that protein passes with my urine. 
Therefore, I referred to Kandy hospital for further checkups where I 
lost a part of my kidneys as doctors wanted a piece of my kidneys  for 
their investigations. However, still I do not know the outcome of that 
test. I was referred back to the nearest hospital for treatment where I 
was asked to come for checkup once in 6 months and later on once a 
year. Last month only I attended the clinic and doctors said that  I am 
ok. I had only  a urine problem but not the CKD. I drink polpala or 
ranawara ( herbal medicine) once a week for my urine problem as 
advise by my mother. After started taking herbal medicine my urine 
problem was disappeared. So, I am ok now. However, I am bit worried 
as I have lost a part of my kidney. Will it be a problem for my kidney?” 
asked from the researcher by a 35 years old woman in Madawachchyia 

 

 

 

 

 



Negative impression on dialysis 

 Facilities for dialysis is  very limited and it is not doing in a 
systematic manner. Criteria for selection is very “inhuman”   

 According to the village narratives  

   “If you started dialysis it  means you can’t live more than 
three months”. 

 “ One of my relatives undergone dialysis and he died after 
one week of starting dialysis”. 

  “ when the doctor ask me to go for dialysis I was crying a 
lot. My husband too. I didn’t tell my children about this as 
they too feel bad” 

 



  Kidney transplantation is useless and just waste of money 
 As a CKD  patient pointed out “ even if I have money I would 

never go for kidney transplantation. I would distribute the 
money among children. So at least they may have a better future” 

 Hardly found any successful story as there are no prerequisite for 
the purpose(ex. experience of a boy who undergone for 
transplantation died two years after the operation-stigma, and 
discrimination) 

 New Practices  related to religious and ritual healing – 
weekly “bodi-puja”, Meditation programmes, attending healing 
rituals in distance places( weekly a bus  came from padaviya to 
distance place to attend the god assembly)  

 Try to keep the disease as a secrete due to stigma 
 Started people migrating from this locality due to illness 
 

 



The impact of CKDu on Everyday 
life of the Patient 
 the villagers perceive CKDu as a struggle between “life and death” in 

their everyday life. As an outcome of this health hazard, the wellbeing 
of the patient and his/her family as well as the wellbeing of the entire 
community gradually deteriorates 

 Grate impact on the domains of everyday life of the patient - livelihood 
activities, domestic task, duties and responsibilities associated with 
various social roles, personal activities of patient and participation of 
social activities etc. 

 The general pattern is that most of the patients struggle to continue 
with the same lifestyle with little adjustments until physically he/she 
become inactive or incapable of movement  even though their 
productivity gradually deteriorates due to illness. 

 Some exceptional cases where patient’s everyday life has become more 
active than in the past due to illness where patients have expedited 
certain tasks in order to fulfill his/her social responsibilities with 
regard to  family before the situation becomes  worst  
 



Social stigma attached to CKDu- 
 A most disturbing factor is the stigma attached to CKD 

 The villagers are suspicious that CKD has a genetic factor as 
there are cases of several members of the same family identified 
as CKDu that has negative consequence 

 Villagers associate the illness with an immature death, with lot 
of sympathy which in return harmful for the individuals as they 
are being labeled as CKDu. 

  Severely damage the personality of the concern person and also 
the members of his/her family.  

 The societal responses has resulted for some people to hide their 
sickness from others as they are labeled as “Wakugadu karayo” 
(Kidney people), “Waku Gadu Set Eka”( set of Kidney people), 
“Waku Gadu Gansiya” (a gang of  Kidney patient) 

 



Emotional impact 
 The emotional impact on the patient and his/her family is 

tremendous due to the fact that the disease has no cure and 
the feeling associated with immediate death (if the patient 
is at the acute stage) or death after a few months 

 This has created traumatic situation within the family and 
the community 

 Many of the patients have resorted to various types of 
religious, ritual and supernatural healing practices up to its 
maximum level to restore and enhance their mental 
wellbeing for which they have to spend out-of–pocket 
expenses, time and other resources 

 



Family as a Unit of Suffering  
 
 Family has been greatly affected by CKDu in various ways.    
 Firstly, the family has been affected by low productivity of 

the ill- member due to his/her illness  
 Secondly by allocating its resources, both human and 

material, to manage ill-health of that particular member   
 Thirdly, the emotional and social cost of illness on family.  
 Managing ill-health related to CKDu has been receiving 

more attention within the family while neglecting, delaying 
or scarifying most of the needs of other members of the 
family (health, education development activities).  

 It is important to consider family as a unit of suffering 
while assessing the impact of ill-health related to CKDu 
and planning interventions to mitigate it 
 



The entire community as a vulnerable 
group 

 CKDu has many adverse effects on the concern 
communities as it devastates both human and material 
resources in the community having the sick population 

 entire community needs to be considered as a vulnerable 
group when designing any intervention with regard to 
mitigating adverse effect of CKDu.  

 There are a number of occasions where the community has 
expressed their tension and dissatisfaction when 
interventions (such as distribution of water filters, clay 
pots, awareness raising programmes etc.) have been 
targeted only to CKDu patients but not the entire 
vulnerable community.  

 

 



Greater demand for Social work 
 Necessary to address the issues of CKDu as a social problem rather 

than merely a health problem that required more social interventions 
 Integration of professional social workers into both clinical and 

community settings should be given foremost priority in this regard 
 Need to integrate clinical social workers into the local healthcare 

delivery system urgently to minimize/overcome clinical limitations.  
 Such clinical social workers can work in collaboration with health care 

providers to address the emotional wellbeing of patients. 
 Family as a unit of suffering which demands for family social workers to 

address most of the adverse effects of CKDu on family.  
 There is an urgent need for integrating community social workers to 

the local context who can organizing such communities to mobilize 
there resources at different levels to mitigate the disaster 

 Grater demand for social workers at individual, family and community 
levels to re-organize the everyday life of people in this context 



Challenges 
 Many social services were established in the welfare system yet, all 

those services fell within bureaucratic systems.  The need for social 
work and the capacity of social work as a separate profession was not 
recognized. At present there is only few professional social workers in 
mental hospitals 

 In other settings officers perform the relevant task 
 Social work never became a separate academic discipline in Sri Lanka 

as in India and many other South and East Asian countries 
 The country had a tradition of volunteer work / Shramadana, 

community work or helping the needy 
 Non governmental organizations were active from the  early 20th 

century/ YWCA, YMCA, Mahila Samithi 
 These were more help related and sometimes capacity building, yet 

empowerment was not a concern or not a major concern 
 



 This situation has paved the way for many unauthorized 
personnel who claim to have authority in the field under  
various labels to substitute social workers where there is a 
demand 

 These include voluntary organizations, NGOs, and even 
government officials who use their bureaucratic power in 
problematic situations ex. Untrained counselors, hospital 
staff, social service officers, military, police, teachers, 
village level leaders all those who posses no formal training 
in social work(ex. Eligibility  for social benefits is decided 
by Social service officer based on the severity of the disease 
progression than the need of the patient ) 

 Challenge to maintain the identity as a professional social 
worker 

 



 The study has explored the ground reality of CKDu in Sri Lanka where a 
number of limitations are highlighted. The whole process operates from 
top-to-bottom where the lay perception is totally neglected, their 
involvement limits only to providing  objects for scientific investigations 

 The empirical evidence of this study suggest a conceptual shift with ethno-
medical model to address CKDu as a community health problem and a 
social problem.  

 The conceptual framework needed to be shifted from individual to group, 
single cause of explanation to multiple or chain of causes and from curative 
to analytical approaches where  the community  should be at the center.  

 The ethno-medical model with a holistic perspective enhances 
collaboration among multidisciplinary groups not only to discover the 
etiology but also to manage ill-health with  culture-sensitive mechanisms 

 



 

 

                

             Thanking You! 


