Case study — SPARSHA

An initiative under the Collaborative Fund for HIV/AIDS Treatment Preparedness in South Asia supported by TIDES Foundation and ITPC
Name: 
Ms. Rehana Bibi (not her real name)

Age: 
30 years

Sex: 
Female

In West Bengal, the Collaborative Fund grantee SPARSHA learned of an incident of discrimination against a women living with HIV. They went into action to address the situation! We’re honoured that they’ve shared their story with us:

Rehana Bibi, the wife of Sk. Abid Ali, has 4 children (3 daughters of 13, 10 and 2 years old respectively and a son of 8 years old). We learned that she was facing discrimination by family members, neighbours and villagers in the village-Bilashpur, Ghatal Block, P.O. Jaynagar, P.S. Ghatal, District-Paschim Medinipur, West Bengal 
Rehana lived with her in-laws and ran a grocery shop attached to her family residence. Her husband, Abid Ali, was a gold artisan who used to stay in Delhi for his profession until he was compelled to return to his native village due to ill health. A local physician diagnosed his HIV infection and advised him to get an expert opinion. The family members did not inform Rehana about the infection. On the contrary her father-in-law blamed her for his son’s illness. Other in-laws such as her mother-in-law and brother-in-law questioned her chastity. Abid was taken to Kolkata for better treatment and care. He was treated by a private physician, admitted to a nursing home and put on antiretroviral medicines. 
Rehana was not allowed to come to the city to visit her husband. She contacted the local physician who initially treated her husband to find out what happened to Abid. The rural medical practitioner advised her to collect some money from wherever she could and to get tested for HIV. Rehana realised that the disease of her husband was not like any other disease. As the costs of treatment for Abid Ali grew, conflict within the family erupted. The family separated from Rehana and her children and she was accused of having extramarital affairs with the local youths of the village. 
The grocery shop was the only hope for her and her children to make living. However, the villagers and neighbours learned of the HIV status of Abid Ali. Rehana also realised that her husband was suffering from an incurable disease. She was so upset that she was crying all the time. Seeing this that she was crying throughout the day in front of her grocery shop, the neighbours became very curious about the disease. She was also very anxious about her own HIV status. “….what will happen to us if I and my children turn out to be infected as well….” 
The villagers stopped buying goods from her grocery shop. She was not allowed to use water from the common pond in the village. No one was even willing to buy milk from her when she used to milk the cow she had at home. She couldn’t access the public telephone booth of the village. Villagers did not allow their children to play with Rehana’s children. Nobody even talked to her in the village. Rehana was surprised by these actions and could not understand why people were boycotting her business and treating her so badly. 

SPARSHA conducted a community sensitisation programme in a nearby village. The programme was covered by a local cable-TV channel. Rehana watched it and came to know about similar cases of discrimination and isolation in the neighbouring villages. She found leaflets and pamphlets from the local village doctors that had been distributed in the community by an outreach worker of SPARSHA during an information dissemination campaign. This material contained awareness messages with regard to HIV/AIDS. 
She immediately contacted her elder brother and described the situation over telephone from a telephone booth of the adjacent village and asked him to get in touch with SPARSHA. Her elder brother visited SPARSHA’s local drop-in-centre at Daspur Block – II of the same district.  The counsellor and other community workers paid a home visit to Rehana’s residence. They spoke with all of the family members including Abid Ali and his father. They denied offering any support to Rehana and her children. 
SPARSHA’s outreach workers accompanied Rehana to Kolkata for a physical check-up. After counselling, her blood was tested at the Medinipur District VCCTC and she was found to be positive. She was also immediately advised to check the HIV sero-status of her children. The youngest child and the only son turned out to be positive for HIV while the other two children escaped infection. 

Rehana started paying regular visits to the outpatient department of a tertiary government hospital in Kolkata with the outreach workers of SPARSHA. The community health workers of SPARSHA interacted with local youth club members, political leaders and a local religious leader to address the discrimination that Rehana was facing. 

As demanded by the local community elites, a Panel Discussion was organised at Bilashpur gram panchayet on 24th December 2005. The discussion was held at a local youth club with community leaders, local administrators and a local religious leader. A panel of 5 members comprising 1 male HIV positive person, 2 HIV infected widows, 1 counsellor, and 1 non-positive healthcare worker participated in the discussion. Dr. Samiran Panda, a tropical medicine specialist and a founding member of SPARSHA was the moderator of the session. 
Three HIV infected members from the panel shared their experiences with their HIV status. The audience was told that HIV/AIDS today is not at all an inevitably fatal condition but a chronic and manageable disease. Dr. Panda encouraged the audience to raise different issues and concerns related to HIV/AIDS. A question and answer session followed and over the next hour and a half, the panellists answered questions from the community. SPARSHA highlighted their approach of working in a mixed group comprising people living with HIV and non-positive people. The philosophy of SPARSHA came alive that evening, that ‘HIV positive people working hand in hand with non-positive people’ works as a ‘living example’ and effectively reduces stigma and discrimination. At the end of the discussion, youth club officials and local community elites assured that they would take an active role in repositioning Rehana in her society and family.

Individual and family counselling was subsequently offered to her family in the following days. SPARSHA also extended financial support to monitor the CD4 counts of her and her two infected children. Rehana is now receiving antiretroviral medicines (3tc+d4t+NVP) from the government tertiary health centre at free of cost. Abid stopped taking antiretroviral medicine as his father suddenly withdrew support. Rehana called SPARSHA’s counsellor to her residence. After a small family discussion with the counsellor, her in-laws expressed their willingness to provide support to this HIV concordant couple. Health workers of SPARSHA advocated on Abid Ali’s behalf which resulted him receiving free ARV medicine. Rehana is now accessing water from the village pond and is also using other common facilities in the society. However, the grocery shop is yet to be running well again. Therefore, our work is still not over. And more importantly, we need to reach out to many more Rehanas…….

