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Summary
     Podoconiosis (endemic non-filarial elephantiasis) is a neglected tropical disease that causes affected individuals intense social stigma. Although some studies have investigated community-based stigma against podoconiosis, none has yet attempted to assess coping strategies used by patients to counter stigma. This study aimed to describe and categorize the coping strategies employed by podoconiosis patients against stigma. From January-March 2010, data were gathered through in-depth interviews with 44 patients, 6 focus group discussions (with a total of 42 participants) and 2 key informant interviews. The coping strategies employed by patients to deal with stigma could be categorized into three areas: active, avoidant and through changing the relational meaning. Of these coping strategies, avoidant coping is the most negative since it encourages isolation and pushes those employing it towards more risky decisions Many podoconiosis patients are forced to use this strategy through lack of control due to extreme poverty. Intervention programs must therefore create circumstances in which patients are empowered to actively cope with stigma and play a role in stigma reduction.
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Introduction  

     Podoconiosis is one of the most neglected tropical diseases, causing long term morbidity in affected populations.1 It is common among poor farmers with persistent barefoot contact with irritant red clay soil rich in silicate particles. Areas of high prevalence of podoconiosis have been documented in tropical Africa, Central America and north India.2-5 Of these countries, Ethiopia appears to have the highest number of people with podoconiosis 5:  11 million people are at risk through exposure to irritant soil, and an estimated 1 million people are affected nationwide.6  In Wolayta area, one of the podoconiosis-endemic areas in Ethiopia, 5.46% of the total population is estimated to be affected by podoconiosis.6  As podoconiosis is non-communicable and causes long term morbidity rather than mortality, the chronically debilitating consequences of the disease rarely gain the attention of policy makers at national or international level.2,6

     Podoconiosis is highly disfiguring, places a large economic burden on individual patients and endemic areas7 and is associated with intense social stigma.8,9  The manifestations of social stigma are social isolation, differential treatment at social events such as funerals and weddings, discrimination in marriage and denial of leadership roles and decision making in community affairs.8 Stigma and physical stressors combine to cause severe negative effects on the social and economic wellbeing of affected persons. Podoconiosis limits chances of marriage and employment, causes family disintegration and mental distress and limits access to higher education and health services.5-10 Studies indicate that people in stressful situations cope in a range of ways in order to master, tolerate or minimize stressful events.11,12 Coping strategies refer to the specific efforts people make to minimize or avoid the stress that would otherwise result from problematic situations11. These coping strategies may result in  positive or negative effects on the wellbeing of the individuals using them.11,12  No study has yet identified the coping strategies podoconiosis patients employ to reduce stigma-induced stress.  The aim of this study was to describe the coping strategies patients with podoconiosis employ against stigma and explore the effects of these coping strategies on their wellbeing.    

Methods
Study area  
     Wolaita zone is located in southern Ethiopia, 385kms from Addis Ababa. The zone is divided into 14 administrative Woredas. A total of 1.7 million people live in Wolaita Zone.13  Wolaita is one of the most densely populated areas in the country with a density of 290 people per square kilometer. Most people earn their living from subsistence agriculture.  Direct and indirect contact of subsistence farmers with the soil leads to a high prevalence of non-filarial elephantiasis. Many patients in the zone use the services of a local nongovernmental organization, the Mossy Foot Treatment and Prevention Association (MFTPA), which offers prevention and treatment free or at a nominal fee. The organization gives treatment to thousands of podoconiosis patients per year in 15 outreach sites. The outreach sites are located 15 to 65km from the headquarters in Sodo town.2
Study design 

     A cross-sectional qualitative study was conducted from January to March, 2010, to assess stigma and coping strategies of podoconiosis patients. Qualitative data collection techniques such as Focus Group Discussions (FGDs), In-Depth Interviews (IDIs) and Key Informant Interviews (KIIs) were employed. These techniques are commonly used in  behavioural and sociological research, including in earlier research in podoconiosis8,14 Three types of semi-structured interview guides were used to conduct FGDs, IDIs and KIIs. A FGD guide was prepared for podoconiosis patients, community and religious leaders, health agents and social workers at the clinic sites, and an IDI guide was prepared for podoconiosis patients. The project director and the head of the MFTPA social work department were the key informants for this study. The interview instruments were prepared in English, translated into Amharic (the ‘national’ language) or Wolaitigna (the local language) as appropriate, and back-translated into English to check for consistency. We found high consistency in the majority of the translations. Pilot testing of the instruments and fieldwork were done by AT, a native speaker of the local language. 

Sampling and study subjects 

     Four older clinic sites of the Mossy Foot Treatment and Prevention Association (MFTPA): Shanto (Damot Pulasa Wereda), Sura Koyo (Damot Woyde Wereda), Bale (Kindo Koysha Wereda) and Areka (Boloso Sore Wereda) were included in the study.  Advanced stage podoconiosis patients were sampled as in-depth interview informants with the help of the MFTPA clinic site staff. FGD participants were also recruited based on their experience and knowledge about podoconiosis.  Men and women took part in separate discussion groups in order to encourage free exchange of ideas to gender sensitive questions. Data collection from the study subjects continued until no new information emerged from further interviews. A total of 88 participants (42 participants in seven discussion groups, 44 in-depth interview informants and 2 key informants) were involved in the study. 

Data Analysis

      All the data, which were collected in the local language and taped, were transcribed and translated into English.  Efforts were made to maintain the originality and clarity of information during transcription and translation. The textual information was analyzed manually through careful interpretation of meanings and cross checking of association between categories. To identify and describe the coping strategies from data, the study adapted the conceptualization of coping and coping strategies of Richard Lazarus.  Active coping, avoidant coping and changing of the relational meaning are the three types of coping strategies categorized under problem-focused and emotion-focused coping.11 In this study, those actions which contribute positively to the wellbeing of podoconiosis patients were categorized under ‘active’ coping strategies. The coping strategies of patients who avoid relationship to the stigmatizing environment were categorized under ‘avoidant’ coping. ‘Changing of the relational meaning’ as a coping strategy was used by patients who are indifferent to the stressful environment. Having identified the coping strategies from data collected from the study subjects, discussions about their outcomes were inferred from what patients do or think and how they behave against the stigmatizing environment and grouped into themes. 
Results  

     Of the 88 study subjects, 40 were female and 48 male, while the minimum and maximum ages were 16 and 75 respectively. Results of the study on coping strategies are presented in the following order: stigma in social events, mate selection and marriage, and family relationships. 

Coping with stigma in social events 
      Overt manifestations of stigma during social events such as weddings, funerals, schools, church, employment opportunities have been well described in earlier studies on stigma.8,9 In this study, attention was paid to the coping strategies employed by patients against stigma manifestations in social events. Podoconiosis patients employ a range of coping strategies to overcome the stigmatizing environment in social events. ‘Avoidant’, ‘active’ and ‘changing of the relational meaning’ coping strategies are those most commonly employed.
     According to in-depth interview informants, avoidant coping strategies are the most common ways through which they reduce stigma induced stress in social events. Some dropout from school, some avoid going to church, some avoid appearing in weddings and funerals. 

I didn’t want to have contact with anybody before I started treatment in this organization. I felt uncomfortable when I sat beside other people. This was because I feared that my foot may have some odd smell [a 16 year old male patient].

When I appear in funerals and weddings and even church, people don’t like to be there where I am. They feel uncomfortable while approaching me. As a result, I prefer to hide myself than appearing in such places [a 28 year old male patient]. 
    Conversely, there are some podoconiosis patients who employ active coping strategies to reduce stigma induced stress. Keeping their feet clean, wearing shoes and long clothes are some of the active coping strategies used. These coping strategies have positive outcomes for patients in maintaining enduring social relationships with non-patient community members.  
 I never refrain from taking part in any social activity. But I still somehow feel not at ease so that I do many things to prevent other people from recognizing my situation. I always wear wide and long trousers. I wash my feet and socks regularly before wearing shoes. I even try to walk like normal people [a 22 year old male patient].  
 Even my children don’t like to sit beside me when my feet develop a bad smell. They always fetch water from the river so that I can wash my feet. Thus, I don’t remember a time when I’ve been ignored by others [a 55 year old male patient].
      Changing the relational meaning is another form of coping strategy employed by podoconiosis patients. This coping strategy is found to expose patients to covert discrimination. Covert discrimination is manifested in the form of covert unwillingness of community members to accommodate the patients in social settings. The main reason described by focus group discussion participants and in-depth interview informants is appearing at occasions where a  number of people gather without washing or wearing closed foot wear.

Most of the individuals sitting beside me went away one by one holding their nose. It was in the church. I finally recognized that the smell of my foot had repelled everybody sitting beside me. On that day I was wearing shoes with wet socks which I think created the bad smell [a 20 year old male patient]. 
Some patients go to public places wearing shoes without properly washing their feet and socks. Because of the bad smell created, other people feel uncomfortable. Such patients are not committed to keeping their hygiene thinking that the disease is always with them [FGD participant, 75 years].
     Taking part in a range of social events without adequate foot hygiene and without wearing shoes and clean socks exposes the patients to negative reactions from unaffected individuals. However, negative reactions from community members do not disturb those patients who cope with stigma by changing the relational meaning of the stressful environment. For patients who keep participating in social events without wearing shoes and washing their feet, discrimination is an ‘expected’ event because patients are powerless to change the stigmatizing situation, due to their limited access to water and shoes.
    The availability of coping resources plays a determinant role in whether podoconiosis patients change the relational meaning of the stressful environment or employ avoidant or active coping strategies.  Some in-depth interview informants indicated that having adequate material resources and appropriate social support helped them cope actively with stigma in social events.
I didn’t face any insults or disrespect. People knew that I was an active merchant before my foot became like this. They always expressed their sympathy and respect for me. I never expected any material help from others. My children are also well educated and serve in different government positions. Thus, all people who know me respect me well. Thus, I never hesitate to take part in any social events despite my foot condition [a 50 year old female patient]. 

Coping with stigma in mate selection and marriage 

     The issue of stigma in mate selection has been well described in earlier studies.8,9 The perception that the disease is hereditary, the fear of recurrent costs of treatment and of physical disability are reasons that non-patients avoid selecting patients as marriage partners. According to in-depth interview informants and FGD participants, to find a non-patient partner is harder for women than men. Male podoconiosis patients  have a better chance of finding a marriage partner as they have better access to resources than women. Women podoconiosis patients remain unmarried for long periods of time or forever compared to males. If married, their probability of divorce through pressure from their husbands is also high.  
People consider that a woman cannot handle household activities if she is a podoconiosis patient. Men avoid marrying affected women assuming they will be a burden. In addition, anticipation of feelings of embarrassment and shame from friends and extended family members also forces men not to approach such a woman. Thus, women face difficulty in marrying non-patients [FGD participant, 42 years].  
It is especially difficult for women to get married to non-patients. If they have better assets, male patients manage to marry or gain the agreement of non-patients. I myself married an unaffected woman though my foot is swollen. However beautiful or knowledgeable a woman is, men will hesitate to approach her for marriage if her foot is swollen [a 35 year old male patient].  
      Some unmarried podoconiosis patients participated in this study, and said they would avoid marrying unaffected people. Such patients think union with unaffected people inadvisable considering the insults and humiliation that may come after marriage. They also do not want to get married to other patients thinking that such a union would create additional burdens in their life.  
I was approached by a non-patient but I didn’t want to marry him. I fear the insults and hatred that may come after engagement.  My preference is I want to marry a non-patient after I recover from the disease. I don’t want to experience insults and mistreatment after getting married to a non-patient. If I decide to marry a non-patient, I want to secure the full consent of his parents [a 20 year old female patient].    
       According to the study subjects, podoconiosis patients may take one of a range of actions to find an unaffected marriage partner. Abduction, changing place of residence, and allowing premarital sex are some of these strategies. 

I tried four times before I was married to my current wife. The first effort immediately failed when the girl’s parents recognized that I was a podoconiosis patient. I gave the girl both material and financial gifts but she refused due to her parents’ influence. I continued requesting other women in the same way from surrounding villages, but I failed. At last, I went to a village located far away. I was lucky to gain the willingness of a girl and gave her all the necessary gifts. A few days before the wedding, she refused to marry me after hearing rumors. I lost hope completely and wanted to die [FGD participant, 32 years].   
I requested many unaffected women to marry me. But I was never lucky. I was so upset and felt hopeless. I had no choice. One day my friends and I decided to abduct the girl who refused to marry me. We waited for her when she came from the market in the evening. I caught her with the help of my friends and took her to my home [a 25 year old male patient]. 
     The head of the MFTPA’s social work department also indicated that some podoconiosis affected women tend to use premarital sex as a mechanism to get a marriage partner when they realize that the normal time for marriage was almost over. He stated, “In some cases some women try to get marriage partner by allowing premarital sex. There are some podoconiosis patients who I know bore children through unwanted pregnancy”.
     Stigma related to podoconiosis is apparent during mate selection, and also extends to splitting married couples or those engaged to be married. Disparaging comments by friends, parents and relatives against an individual intending to marry a podoconiosis patient  play an important role in the disintegration of relationships. . 
I know a beautiful girl whose marriage plan was dissolved after she took a gift from the affected man intending to marry her. It happened when his friends made belittling comments. She was my age mate, but still remains single [FGD participant, 30 years].
If an unaffected girl or boy agrees to marry a patient, her or his parents and relatives intimidate them with curses. They prevent them from visiting each other during illness or death. Couples are therefore forced to dissolve their arrangements [a 40 year old male patient]. When it comes to married couples, divorce is a common way of coping with stigma in marriage. 

My husband was insulting and belittling me to the ground.  He married another wife and ignored me and my children. Thus, I divorced him and came back to my mother’s home. She had no other sons, so I inherited her land [a 40 year old female patient].  

There are also some patients who live together with their husbands or wives but do not share any emotional attachment.
My wife and I live in the same roof but it is more than ten years since she shared the same bed with me. She provides me food and other things but I am served on a separate plate. She does not allow me to get water when I want to wash my foot. I myself fetch water from the river. She always says ‘when can I get rest from this stinky foot?’ I prayed for death several times but it could not take me away [FGD participant, 40 years]. 
In mate selection and marriage, patients with podoconiosis are highly stigmatized. The most prominent way of coping with stigma in mate selection and marriage is to avoid the stigmatizing situation. However, this choice of coping strategy is risky because it limits the chances of marriage or may destroy an existing relationship. 
 Coping with stigma in family relationship
     Podoconiosis patients frequently experience stigma in their day to day interactions with family members. Major causes of family stigma include unwillingness to cover care and treatment, a perception that the disease is contagious, fear of public identification of familial disease and inability to be economically productive.  Prejudice and discrimination against patients by family members exposes patients to deprivation of emotional and material support. As a result, the capacity to challenge family stigma is weak. Thus, most podoconiosis patients employ avoidant coping strategies and changing of relational meaning. Some in-depth interview informants involved in this study indicated that attempted suicide is a common response to family stigma. This implies how deeply wounding family stigma is compared to stigma from outside the family. 

Once, my mother insulted me badly because I let the cattle eat our grain.  She called me bad names. I preferred to kill myself than living in such situation. I went to a nearby waterfall to throw myself there. Luckily, my neighbors rescued me [a 35 year old male patient].
      Some patients change the relational meaning by accepting the stigmatizing family environment as difficult to avoid. Though anger and crying are common reactions for such patients, they continue to live with their family members. 

…they don’t even like to eat the food I prepare. They don’t want to touch whatever I touched. When guests come to our home I am not even allowed to offer coffee and meals I prepare in front of guests. ‘pituwadan emere oletas’ [I was considered as  garbage thrown away]. I had no choice except crying [a 20 years old female patient].
Discussion 
     Recent studies indicate that patients with podoconiosis are highly stigmatized in their communities.8,9  However, patients’ coping strategies have not been adequately addressed. This study identified three categories of coping strategies through which podoconiosis patients attempt to overcome stigma-induced stress. Active coping, avoidant coping and changing of the relational meaning are the common ways of coping with stigma related to podoconiosis. These conceptual categories have been used in the coping literature to categorize the coping strategies of people with specific illness.11,12,15,16One limitation of this study is that it was conducted among patients with relatively severe disease, and therefore may not be generalizable to patients with early stage disease. However, previous studies have documented stigma against patients even in the early stages8, so it is likely that similar strategies are used by these patients, albeit to a lesser extent.
       In this study, active coping strategies are the most constructive ways of coping with stigma-induced stress for podoconiosis patients. Regular shoe wearing, dressing with neat clothes, keeping feet clean, seeking and adhering to treatment are active coping strategies identified in this study. These coping strategies have positive outcomes not only in reducing stress, but also create situations facilitating enduring social relationships with other community members. This is in agreement with some authors in the coping literature who suggest that active coping strategies are more prevention-oriented and help the individual change the nature of the threatening environment.11,12,16 However, only those podoconiosis patients with better assets, social support and levels of education appeared to employ active coping strategies. The extreme poverty in which most podoconiosis patients are found 2  pushes them to chose avoidant coping strategies or to change the relational meaning. 
       The choice of avoidant coping strategies is detrimental to the wellbeing of podoconiosis patients. The major manifestations of avoidant coping strategies employed by podoconiosis patients are avoiding participation in church, school, funerals and weddings; avoiding marriage to non-patients; taking actions like abduction, changing place of residence and premarital sex during mate selection; and divorce. In extreme cases, suicide attempts were used as a coping strategy though completed suicides were not identified in this study. The choice of avoidant coping strategies may help in reducing stress.11,12,15,16 However, they limit a patient’s access to health care, employment, education and social support. 
        Changing the relational meaning may have a positive outcome through letting patients create enduring social relationships with unaffected community members. Earlier coping research stated that changing the relational meaning of the stressful environment could be “a healthy and powerful approach to coping”.11 However, this may not be the optimal coping strategy for podoconiosis patients. The chronic nature of the disease leads to repeated prejudice and discrimination, and patients are forced into avoidant coping strategies. These may also make patients susceptible to covert discrimination, through making patients indifferent to stigma related to podoconiosis. Due to perceived lack of control precipitated by poverty and lack of proper treatment, podoconiosis patients consider stigma to be normal. This is congruent with earlier research which suggests that if the choice of coping strategy is driven by perceived lack of control, subsequent coping is likely to be more palliative than instrumental.16 
    In conclusion, this study suggests that intervention programs which merely focus on the wider community and ignore podoconiosis patients in the fight against stigma may not be effective. The engagement of podoconiosis patients in stigma reduction programs is key to their developing positive coping strategies. As most podoconiosis patients employ avoidant coping strategies which widen the gap between patients and non-patients, interventions that empower patients through improving their access to education about prevention and treatment of disease, to items needed for self-treatment, and to vocational training and microcredit schemes may encourage the use of active coping strategies. 
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