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International Community of Women Living with HIV/AIDS (ICW)


MAPPING OF EXPERIENCES OF ACCESS TO CARE, TREATMENT AND SUPPORT - TANZANIA (2006)
Report prepared by Lydia Rwechungura, ICW Project Officer and Frank Kayitare
 in Tanzania with support from ICW’s International Support Office. 
Project description 

WHO supported ICW to map positive women's experiences of access to care and treatment in three countries - Namibia, Kenya and Tanzania. The findings will contribute to advocacy for increased political support and resources to address gendered barriers to care, treatment and support. The project complements a mapping and database of civil society organizations (CSOs) providing treatment by the French consortium - SIDACTION.
Project methodology 

This mapping presents results from three focus group discussions with HIV positive women conducted in two districts of Tanzania – Arusha and Moshi (2006). Women who participated in these focus group discussions were aged between 30 to 45. Most of them came from villages Munduli (Arusha) and Seliani (Moshi).  Three focus groups were also conducted with men only in Arusha. A mixed-sex focus group was conducted in Chalinze in the Bagamoyo district (Dar es Salaam coastal area) with men and women aged between 35 and 42.  There were between 12 - 15 participants in each group in Arusha and Mosh. However, in Chalinze there were only 8 people. Results from the mixed sex and men only focus groups are presented here but the main emphasis is on the results from the women only focus groups. Medical personnel were also interviewed and their experiences are included. 
Information and knowledge of rights, services and treatments 

The women felt that they did not get adequate information on the following areas: anti-retroviral (ARV) treatment, CD4 count, opportunistic infections (OIs), treatment for OIs, side effects of treatment, healthy motherhood, planning for conception, violence against women, and abortion and very little on sexual health issues and services and tuberculosis (TB). Some, but not all, of the women said they had access to information about adherence to treatment, nutrition and healthy living, pregnancy, antenatal care (but not about prevention of mother-to-child transmission (PMTCT) services) and delivery.  Participants of the mixed-sex group in Bagamoyo-Chalinze felt that they only received information on TB and pregnancy.  The men only groups felt they only received adequate information on TB and nutrition and that information on healthy motherhood did not apply to them, in the sense that they did not consider it their concern. 
Support groups were not being used to their full potential in terms of providing information and education on HIV related health and rights issues. A lack of communication with other groups or networks who do get health education fostered misunderstandings as regards health related issues, in groups or networks of people living with HIV. Education reaches people living with HIV in towns ‘and not us living in village areas.’
Personal health care 

The participants took a number of precautions to prevent transmission, their own re-infection and trying to improve their health; practicing safe sex, trying to eat a balanced diet, trying to live in clean surroundings, seeking medical advice if possible. However, these were sometimes difficult to achieve due to lack of money, living in extended families and fear of stigma and discrimination. The participants felt that they did not have much access to good nutrition because ‘we only use food that we grow in our areas and cannot access other foods that provide our bodies with good nutrition’. 
The participants of the men only group tried to ensure their own health and that of their partners by avoiding friends that encouraged them to have sex with many different women and practicing safe sex when having affairs. 

Access to treatment 

Most of the participants are on ARVs but had not been on ARVs for long. They are not advised about different aspects of treatment and care – for example the difference between first and second line combinations or about possible side effects and interactions with other medications. 
Treatment is supposedly free in Tanzania. However, there are a number of factors that negate women’s ability to access ARVs and to ensure that they can use them to improve their health.
· The financial and time costs of travelling to services (for women only) 
‘Most of us live far from clinics or health centres, taking about half an hour or an hour to get there. We travel by foot because we lack transport or money to pay for people who provides transport, including for bicycle services to towns.’  

· Charges and bribes are sometimes levied for ARVs and for other related health services (women and men) 
‘Some of the government hospitals in Moshi and Arusha are still selling ARVs instead of providing us free and that is one of the reasons that makes we women living with HIV and AIDS use herbal medicines because we do not have enough money to buy ARVs. 

‘Yes, many of us who are on ARVs pay for the treatment.’

‘If you want to receive a good care and support even access to ARVs you will have to bribe the service provider, if you refuse they won’t attend you well unless otherwise they know you are from someone or organization that might put him in problems. Hospitals tended to be the same.’

‘One of the basic condition that face us, mostly women living with HIV, is paying for ARVs instead of getting them free, and the medication and other things you need are not always available when you go to the clinic or hospital.’

‘We have been having some changes and interruptions in our treatment regimes because  many times when we go for ARVs clinic we are being asked for some money so we tend to miss the dose even for a week or month till we get some money to pay for that service.

· Lack of confidentiality (women and men) 
A nurse came and told one HIV positive woman, who was on the queue with other patients waiting to see a doctor, “you, who has come for your ARVs, go home and come back after two days because we do not have them now”.
· Unavailability of treatment (women and men)
‘We had changes of treatment because we were told the dose that we were taking was not available so they changed the treatment even without informing us well. Some of us suffered side effect of changing treatment which made us lose confidence in the medicines we were using and switched to herbals.’

· Needing permission from partners to access services (quote below under ‘related services’) (women only)
· Pressure, including violence from partners to share medications (women only)
‘Most of us as women living with HIV and who are using ARVs, we face a common problem that our husbands or partners tend to force us to give them our ARVs dose while he has not tested for HIV and doesn’t know his CD4 counts. They do not want to go for testing while they show all HIV symptoms. Even if you refuse he will find where you keep your medicine and steal them.’

· Lack of nutrition leading to ill-health and problems with adherence (women and men) and pressure to sell medications (women only). 
‘Another problem is lack of enough food especially to us women who are under treatment. 
The consequences of all these impediments include; ‘not finishing my dose which caused infections’, ‘staying without a dose till the clinic day and lie to the service provider that I have finished my dose’, ‘fighting with my husband or even chasing me out of the house when I refuse giving him my dose.’

Lack of food and other basic needs, is a critical obstacle to women being able to use medications, once accessed, to improve their well-being.  A 44 year-old woman in the Munduh district (Arusha region) in Tanzania who was on ARV treatment, had to sell her ARVs in order to get some money to take care of 14 grandchildren, some of whom live with her in her small home. She could provide only one meal in the afternoon which consisted of porridge with salt, as that is what she could afford. She had 13 children and they all died of AIDS and left her with three grandchildren (these three were on ARVs) under 8 years of age. The rest of her grandchildren are street children and/or sex workers and she only sees them sometimes. She sold her ARV dose for 6 months, maybe longer, after two months of being put on treatment. She sold these ARVs to HIV positive people who did not want to go take ARVs at the clinic due to stigma. After about one year, that is when she joined a group pf people living with HIV who counselled her not to go on selling her ARVs and to instead to go back on treatment. The group sometimes provides her with food and other important needs.
Unfortunately, as confirmed by the health care personnel interviewed, these constraints on access and adherence often lead health workers to conclude that some patients are ‘difficult to manage’. 
They [HIV positive women and men] either do not disclose all the information about their health or do not adhere to medical prescriptions even if doctors and nurses explain again and again.
Access to related services 

Most of the participants had been treated for TB and the service is free. However, the women and men have struggled to get treatment and attention for other opportunistic infections, STIs and sexual health issues due to a lack of money (treatments for OIs and STIs are not free in the clinics near where the participants live). When they eventually get money to attend the hospital or clinic the infection has got worse. Partner power and control can also make it impossible for women to access health services. ‘A few of us have been infected with STI and other sexual health matters but it has been hard to go for treatment because our sex partners or husbands have been refusing to let us go to hospitals for the service providers will ask us to call our husbands as he might have the infection too. The husbands sometimes go to treat themselves secretly and refuse to provide us money to go for treatment.’
None of the women had accessed or been able to access PMTCT services or even received information on such services: ‘The service is not open to us even in the government hospitals’. ‘As women living with HIV and AIDS we are lacking PMTCT knowledge in the hospitals or clinics that we attend’. None of the women had heard of assisted conception. 
Rarely were abortion services accessed because of lack of money and religious beliefs. Women also feared disclosing their status to doctors: ‘Due to lack of HIV status disclosure when we go to the hospital for abortion and when you tell the other reason of abortion they counsel you just have a baby then you end up finding a doctor whom you will bribe to do an abortion out of the hospital and still without knowing your status! A number of the women reported that they did not access family planning services because they did not believe in them (their effectiveness and moral rightness). Some of the women that did access family planning services reported dropping services because of side effects of contraceptives. None of the women had had cervical screenings or breast exams or any other regular health check-up services. 
Care and support 

All the participants felt they did not receive any or adequate care and support from health care providers, family members, communities or workplaces, in fact were more likely to face discrimination. ‘We tend to hide our HIV status to our family members in avoiding stigma and discrimination.’ ‘In our communities there is a lot of discrimination so we hide our status even though they might sense it.’ ‘We have many questions but the basic one is how to make our community understand all issues of treatment, care and support because being open with HIV status is still a very big problem re stigma and discrimination.’ ‘Some of us have been assisted with care, support and treatment in our workplaces but many of us have been made to resign or chased away just because we are HIV positive. And even health care providers do not provide adequate care and support'.’ Having to bribe health care workers to ensure care, treatment and support was reported as a problem by all focus groups.  
All participants had experienced stigma, discrimination and breaches of confidentiality in the health care setting. ‘Many of our service providers don’t do their job nicely till they get bribed especially in the government hospitals and it is worse when they know that you are HIV positive.’ ‘In many of our health care centres they don’t keep confidentiality of your status especially when you are a women they can even dare to talk in front of you.’ 
Participants of the all women focus groups expressed concern over the lack of skills of service providers in attending to the needs of women living with HIV. ‘At Munduli Government Hospital in Arusha and KCMC Government hospital in Moshi we do not have skilled service providers to attend us especially on the issue of Voluntarily Counselling and Testing (VCT).’ A lack of confidentiality and post test counselling were also cited as problems and a lack of follow-up care.  In fact all groups reported that counsellors were particularly liable to break confidentiality and did not have the skills to help them. 
Support groups, FBOs and NGOs however did provide care and support and help with accessing treatment. ‘We assist each other much in our support groups for we are being open with our problems and do our best to find the 
solution of each other’s problem.’ ‘Non Governmental Organizations and Faith Based Organizations also do their best in assisting us than our government and the community do.’  However support groups often lacked much needed information on care and treatment and in some areas support groups specifically set up by and for HIV positive women and men were not able to operate due to HIV-related stigma. The men felt that support groups should be running income generation projects to help with daily needs.  

All the women and men were involved in providing care and support in their communities, for example, home-based care, running support groups, helping orphaned and vulnerable children and counselling other people living with HIV.  
	Available support 

	Bwilingu Village (Chalinze)

	· There are no groups for HIV positive women and men in Bwilingu village because of a lot of stigma associated with HIV/AIDS. People living with HIV/AIDS fear exclusion and harassment if they make known their HIV status in the community, which would be obvious if they formed an association.

· There is however one support group-“Kikundi Cha Kuelimisha na Kudhibiti Ukimwi-KUKU” (literally meaning an “Association for HIV/AIDS Education and Control”). This is not an association of HIV positive women or men, it is a voluntary group run by some community members who help in particular HIV positive women and makes sure it keeps confidential their HIV status; but assists them in certain ways. This association does communicate education about HIV/AIDS and sometimes, provides counselling and Home Based Care services (HBC) to people living with HIV/AIDS. Only this association provides counselling on nutrition and adherence but it lacks skilled counsellors. 

· HIV positive women in Bwilingu village have never seen any social worker visiting their communities. 

· In addition to voluntary services given by KUKU (the association), there are nurses at Chalinze district health centre that provide counselling services to people living with HIV/AIDS when they visit this health facility. However, we were told that there is no specific room in the health centre where testing and counselling for HIV is done. People living with HIV/AIDS are attended to by health care providers that attend to all other patients and in the same consulting rooms. 

· One of the respondents told us that sometimes health care providers expose them to stigma. For example, a nurse came and told an HIV positive woman who was in the queue with other patients waiting to see a doctor “you, who has come for your ARVs, go home and come back after two days because we do not have them now”. This, in addition to exposing that person to social stigma, means that people do not have enough ARVs and spend some time waiting for the health centre to procure them so impacting on adherence.

· Health care providers rarely inform HIV positive women and men where to access ARVs, the importance of adherence and rarely counsel them on nutrition and behaviour change.
· No trainings are given to women living with HIV/AIDS to have income-generating activities by either government agencies or NGO/CSOs in Chalinze and Bagamoyo. 
· Bwilingu is located in about 20Km from Chalinze health centre and it is only this centre that provides voluntary counselling and testing (VCT) services to the communities in and around Bwilingu village. Some people (from further parts of Bwilingu or other villages around it) have to travel up to 30Km to access the health centre. VCT services are available Monday-Friday.

	Bagamoyo and Dar es Salaam

	Findings from Dar es Salaam and Bagamoyo town were almost similar except for the following:  

· VCT centres are available and not located very far from communities (according to respondents, a VCT centre is located in 5-12Km from any part of Dar es Salaam and 5-15Km in Bagamoyo town). 

· CSOs train some HIV positive women in Dar es Salaam and Bagamoyo to be small entrepreneurs and give them counselling.

· There are a number of groups of HIV positive women in both Dar es Salaam and Bagamoyo. The Umbrella organization for all HIV positive women, The Tanzania Network of Women Living with HIV/AIDS (TNW+), is based in Dar es Salaam. This organization, together with a number of others, help HIV positive women meet and have peer group discussions and counselling in Dar es Salaam and parts of Bagamoyo.


What changes are needed to improve treatment, care and support services in your area? 

· Better transport services

· Health services near villages

· Income generation opportunities

· Improved nutrition

· Communication skills 

· Treatment literacy

· Proper VCT services with skilled counsellors 
· Challenging cultural traditions which can be barriers in getting treatment and that allow Muslim men to have two or more wives. 
· Care and support.
Sources of funding for health care and treatment reported by the participants: 
1 Pay with own money



Yes

2 Another family member pays


In few families

3 Employer pays




Maybe if working with an NGO 
4 Medical insurance 



PLHAs don’t get that service in TZ

5 Government provided



In few government hospitals

6 NGO





Yes

7 Other donation




From Faith Based Organization

Source: collated results from focus group discussions in Arusha and Moshi.
Sexual and reproductive health services access: 
	
	How far do you have to go to access these services?
	Have you ever accessed them?

	STIs and other sexual health services
	Almost an hour
	Not much

	Abortion
	An hour or more
	Very rare

	Sterilisation
	An hour
	Same

	PMTCT
	An hour or more
	No (Munduli and KCMC hsp)

	Assisted conception
	[where not aware of such a service being available] 

	Family planning
	An hour
	Yes

	Healthy motherhood
	An hour or more
	Very rare

	Pap smears
	No
	no


Source: collated results from focus group discussions in Arusha and Moshi. 
Different factors that impact on the environment for treatment access: 
	
	Help
	Problems 

	Transport


	Not much
	· lack of money

· rough roads

· lack of cars, buses, motorcycles or bicycles

	Family/support networks


	Family - not much

Support networks do help
	· stigma and discrimination

· lack of disclosure of HIV status
· sometimes demand is more than supply 

	Nutrition


	Not much
	· lack of nutrition knowledge

· lack of money to buy a balanced diet
· providing for extended families

	Housing


	No
	· living in dirty or bad surroundings

· extended families

· lack of confidentiality

	Education (relevant to accessing services; skills building)
	Not much
	· lack of communication with other groups or networks who get education

· misunderstanding in groups or networks of PLHAs

· education reaches PLHAs who are in towns only not us living in village areas

	Community based care
	Yes
	· they lack basic needs that we need 

· follow up to people whom they reach in the communities

	Support groups
	Yes
	None

	Counselling


	Not much
	· counsellors are not well skilled

· lack of post-counselling

· confidentiality


Source: collated results from focus group discussions in Arusha and Moshi. 

Experiences of health care providers 

ICW researchers talked to health care providers at the Chalinze district health centre and Tumbi hospital. At the former they talked to the medical assistant in charge of the health centre and a nurse in charge of VCT and counselling. Tumbi hospital is the referral hospital for the Coastal region (including Bagamoyo region). There they talked to the assistant medical doctor in charge of VCT and ARV services at the hospital.
	Tumbi Hospital

	· Most of the patients seeking HIV/AIDS-related treatment, especially those from far rural areas, get to the hospital when they are already in a very bad condition. The ward and district health centres may advise them to go to Tumbi hospital at the early stage of their illnesses, but in many cases they do not because of the distance (this hospital is, for example, about 70 Km away from Bwilingu village) and patients do not have money to pay for transport and/or accommodation in case they cannot see a doctor the same day due to larger numbers of patients that come to this referral hospital.
· Tumbi hospital serves a huge number of patients as a regional referral hospital, but also as the only hospital that has the capacity to test the viral load and CD4 count for people living with HIV/AIDS in many rural parts of Bagamoyo region. In most cases, patients who come to them will have already developed a lot of complications including drug (ARV) resistance. When people get ARVs from for example a district health centre (in those districts where health centres can provide ARVs), they in most cases do not adhere to the prescription. They either do not take the drugs every day or do not take them on time; or even worse, they take them but do not have enough food to eat. As a result, the department of HIV/AIDS at Tumbi hospital is overloaded with complicated cases, many times beyond its capacity.
· The Assistant medical doctor conceded that there have been cases of unprofessional nurses and medical doctors who asked for money from patients with HIV/AIDS-related complications when, according to government policy, these services are supposed to be provided free of charge. He said disciplinary measures and some times expulsions have been taken against such people.
· The hospital cannot afford to serve all people that come for HIV/AIDS-related diseases every day. As such, some people spend the whole day in the queue at the hospital and if the doctors and nurses realize (especially late in the afternoon when people have already waited for too long) that they cannot serve all of them that day, they ask some to go home and come back next day. This discourages some patients and they might not come back at all; the result is that their conditions get worse, and there is little home based care. Most of them die very quickly.
· The hospital does not have enough qualified HIV/AIDS counsellors. Most of the time, ordinary nurses (not trained in counselling) back-up the few trained counsellors to provide VCT services.
· The PMTCT department is one of the overcrowded departments.

	Chalinze health centre

	· The health centre has only one trained counsellor and hundreds of people need VCT services every week.
· The health centre runs out of ARVs and medications for opportunistic infections quite regularly. When some patients come twice or three times finding no ARVs or other medications for opportunistic infections, they give up and resort to traditional medicine in their villages.
· Some patients are ‘difficult to manage’. They either do not disclose all the information about their health or do not adhere to medical prescriptions even if doctors and nurses explain again and again.
· The nurse however conceded that there have been cases of lack of professionalism by some of the health centre’s staff, especially in handling pregnant and delivering mothers. She agreed that the cases we mentioned earlier of disclosing patients’ HIV status and not giving proper information and counselling to expecting mothers and those that deliver who are HIV positive has occurred a few times.
· Most of the HIV testing equipment is not in good order, they have ordered replacements but it takes many months to get.
· There are many cases of men refusing to come to test for HIV and get counselling services even if their wives have tested positive during antenatal care/screening. What happens is that these men ask their wives to bring ARVs and they share without even testing to make sure they are also HIV positive or if their CD4 count necessitates them to take ARVs.


� Legal intern on the PWH project.
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