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After his mother died Samu ran off. 
The Arogya Agam team found him and 
arranged for him to be looked after by 
his grandmother. But six months later 
she died of cancer. Samu ran off again 
and was found begging at a bus stand 
some miles away. Arogya Agam took in 
Samu along with two other boys who 
were in the same kind of desperate 
situation. They were known 
collectively as the "Three Musketeers". 

By the time the boys reached  
adolescence it was obvious that Arogya 
Agam was not equipped to cope with 

the specialised care they needed. They 
were first sent to a local hostel but it  
did not go well and the boys ran off.  

It was decided the boys should be sent 
to hostels that would accept HIV 
children, and it was explained to Samu 
that he was to go a day's journey away 
to Nazareth school. Samu took the 
news badly, perhaps  thinking that this 
was punishment for bad behaviour. He 
got involved with a criminal gang that 
raided the project's office.  

Samu was sent out from Nazareth and 
then from another hostel. He had 
fallen out with most of his relatives. 
No one wanted Samu. Eventually 
Arogya Agam got him into another 
hostel to finish his schooling. 

Recently Samu admitted to having 
stopped taking his anti-retrovirals for 
the last four years. He would collect 

After a troubled adolescence, a success for Samu as he peels off his L sticker after passing 
his driving test 

The first generation of children born to 
HIV positive parents in India all died; 
there was no treatment available. The 
second acquired the virus but survived, 
thanks to anti-retrovirals. The third 
generation is largely escaping infection 
due to effective treatment preventing 
transmission of the disease from 
mother to child.  

Samuvel is one of the second 
generation, now mostly adolescents, 
who have to cope with not only 
managing the HIV infection but the 
social and psychological impact of 
carrying a life-threatening virus and 
often the loss of one or both parents. 

Samuvel was born in 1999 from an 
inter-caste marriage frowned upon by 
his parents' relations. His father had 
named him Palanivel but for some 
reason, maybe because he was born in 
a Christian nursing home, his name was 
converted to Samuvel – the Tamil 
equivalent of Samuel. 

Samuvel’s father died at the time of his 
birth, and his mother remarried, to a 
man who already had three children. 
When Samuvel’s mother became sick 
her new husband left without a 
thought for Samu (as he is known) and 
his elder sister. 

Samu was about ten when his mother 
was admitted to the HIV in-patients 
ward at VST’s partner Arogya Agam. 
Samu stayed with her doing all that he 
could to help, a happy and engaging 
lad, loved by all. When he developed 
an ear infection it was decided to have 
him tested for HIV. No one had thought 
of doing this before since he looked so 
healthy. His test was positive and a sad 
blow to his mother and grandmother 
that day.  

Samuvel feared life with 
HIV was not worth living 

Samu took the news 
badly, perhaps  
thinking that this 
was punishment for 
bad behaviour Continued overpage 



For three years VST’s partner Arogya 
Agam has been running a programme 
to prevent mother to child 
transmission of HIV. 

The programme has now run its 
course and it’s time to assess: how 
well did we do and what to do next. 

The project covered a big population – 
18 million – a quarter of the state of 
Tamil Nadu. It was mostly funded by 
Positive Action Children’s Fund with 
minority funding by VST. It worked by 
setting up voluntary groups and 
networks of HIV positive women and it 
had three objectives: 

 To reduce the transmission of the 
HIV virus by ensuring that positive 
pregnant women were on anti-
retrovirals and that their babies 
received medication at birth and 
subsequent testing  

 To monitor and address the health 
and wellbeing of HIV positive 
children both medically and 
emotionally 

 To put the positive women’s  
groups on a sound footing so that 
they could carry on the project  

So did we succeed? 

Cutting HIV transmission far exceeded 
expectations. We hoped for a 50% 
reduction. Before the project started 
46 infants had died out of 627 births. 

During the project only five positive 
children were born out of 364 live births 
to positive mothers. The five failures 
were because their mothers refused to 
take anti-retrovirals. Of the five infants, 
one died, one moved away and the 
others survived with anti-retrovirals.  

Monitoring HIV positive children was a 
significant but not total success. We were 
able to follow up adequately 1,034 out of 
1,370 children identified, and provide 
counselling and financial support.  

The positive women’s networks have 
1,750 members and are established as 
voluntary community organisations. They 
were able to help ensure positive 
children attended government treatment 
centres regularly, spoke up for their 
rights, and helped them obtain welfare 
benefits and scholarships. Many 
expectant mothers valued the volunteers 
to whom they could express their 
concerns, especially those who felt 
stigma and were lonely. Another benefit 
of the project was to give information on 

HIV, prevention and anti-retrovirals, 
since knowledge on these subjects 
among young women and men is 
low.  

And what comes next? 

With so few new mother-to-child 
infections, and the government HIV 
treatment and prevention of 
mother-to-child transmission 
system well established, this is no 
longer a priority. 

Rather, the future focus will be on 
counselling and support to HIV 
positive children and young people, 
especially teenage girls, as this is a 
neglected area of work. Parents and 
guardians are often inhibited about 
explaining HIV status to children. 
But better informed children are 
more likely to adhere to treatment 
and cope with social issues. 
Adolescents need counselling, 
medication monitoring, and advice 
on hope-building, psychological 
aspects, sexuality and puberty, 
marriage strategies and choices, 
healthy lifestyle, HIV prevention, 
safer sex, relationships, staying at 
school and higher studies, 
scholarships, discrimination, 
conflicts at home, livelihood, tablet- 
taking at work or in hostel, fear of 
lack of support in the future, and 
counselling to address individual 
personal problems. 

NEW FOCUS FOR  HIV PROGRAMME 

Adolescents are our priority now 

openly refused to take tablets, die a 
painful death from HIV-related cancer. 
Kumar’s reason for stopping was: "I want 
to be free of it all."   

Arogya Agam staff had never given up on 

Samu despite nearly 10 years of 
causing problems. After a lot 
counselling Samu now realises that 
he is lucky not to have been 
seriously ill.  "But now I will 
continue with my treatment.  
Arogya Agam is my God, I owe it so 
much!" he exclaims.   

Samu, now eighteen, certainly looks 
the picture of health, and has, much 
to his own astonishment, passed his 
secondary school exams and his 
driving test. Maybe these small 
victories will encourage him to feel 
that life is worth living after all. 

Report by Jill Pirdas  

his tablets every month to prevent 
discovery, and throw away two each 
day. None of the hostels checked on 
tablet taking and according to Samu, a 
number of boys did the same. When 
asked why, he said he had been so 
unhappy when he was being passed 
around his uncles and aunts, who 
obviously were not interested in him, 
that he thought life was not worth 
living; he had even thought of suicide.  

Samu knew the importance of tablet 
taking, and at meetings of children 
living with HIV he was the one who 
answered all the questions correctly! 
He had seen his friend Kumar, who 

The need becomes 
more intense for 
orphans, in particular 
those without 
grandparents 

Samu’s story continued 

The ‘three musketeers’: Samu is on the right 



There is no forum for young people to 
be themselves and to express 
themselves openly without fear of 
consequences or to discuss depression 
and anxieties. 

The need becomes more intense for 
orphans, in particular those without 
grandparents. 

There is no guidance for adolescent 
girls on menstruation and 
discrimination if their HIV status 
becomes known at school. 

Late adolescent girls are now reaching 
marriageable age and there is no clear 
guidance or discussion on selection of 
partners, disclosure and possible need 

to compromise on their preference of 
marriage partner.  

Some work will continue with the 
positive women’s networks as they are 
the essential link between the project 
and the community. 

The project will be largely funded by 
Village Service Trust from now on. 

Young people at a training session for HIV positive adolescents at Arogya Agam 

What do you do if you are HIV positive 
and you want to get married? Many 
answers are given to that question. 

One answer, sometimes offered by 
medical professionals, is ‘Don’t’, or if 
pregnant, have a termination. But that 
would be to deny HIV positive people 
their human rights. 

Some HIV positive young people, 
particularly men, conceal their HIV 
status from their spouse, with 
inevitable medical and relationship 
consequences. 

Our answer is: either marry another 
HIV positive person, or make full 
disclosure and use safe sex practices to 
prevent transmission of infection.  

One survey of HIV positive 
adolescents shows they are getting 
into relationships, eloping and 
making marriages with negative 
young people without revealing their 
HIV status and with limited 
understanding of  HIV transmission.  

But in Theni district Arogya Agam has 
been monitoring 34 HIV positive 
young women aged 18 and above. 
Virtually all were infected at birth 
and all got married.  

Of the husbands, 14 were negative 
and 20 were positive. Details of 
disclosure to the HIV negative 
spouses is not known in most cases, 

and there would almost certainly be 
cases of non-disclosure.  

Seven marriages to HIV positive men 
were arranged by volunteers or 
counsellors.  

Of the 34, all but one became 
pregnant. All the new born children 
tested negative. In Theni at least, 
HIV positivity in women is not a bar 
to marrying and having children.  

Of greater concern is when HIV 
positive men marry HIV negative 
women without disclosure and 
infect them. This represents a 
significant source of risk to young 
women. 

Concern over disclosure by young men marrying 
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My first visit with Arogya Agam was to a 
government-built village for tribal people 
no longer allowed to continue their lives in 
the forest.  

The houses were poorly designed and built 
and already showing signs of monsoon 
damage to the foundations. The school 
was a simple one-room building very 
basically equipped, however the children 
seemed to get on very well with the 
teacher who had to walk a long way to 
work every day.  

When the children went for lunch some of 
the village women came into the 
schoolroom to talk to us, with Simon, the 
Aroyga Agam director, translating. I 
particularly remember one of the older 
women who said she preferred the food 
she ate now to the roots and termite soup 
she used to eat in the forest. It was clear 
however that they’d had their livelihood 
and lifestyle taken away from them. They 
are no longer permitted to harvest forest 
produce and process it into goods they can 
market, so it would seem they are mainly 
dependent on intermittent and poorly paid 
day labour.  

Also I do understand that they have real 
problems assembling all the bits of paper 
they need to be 21st century citizens of an 
increasingly digitised India and are often 
unable to source what they are entitled to, 
their rice ration for example, and are 
getting help in resolving these problems.  

I had read reports about the women’s self-
help groups of Theni district in the 
newsletter but didn’t quite know what to 
expect when meeting them. In every case I 
met a group of women who appeared 
confident and in control of their lives. The 
Dalit group I visited said that before the 
advent of the self-help groups if they 
needed cash they had to go to 

addressed with a dose of the raised 
consciousness and solidarity I observed 
in the self-help groups of Theni district.  

Later I visited the Nilgiris Wayanad 
Tribal Welfare Society. Our first visit 
was to the boarding house for tribal 
children up to about 12 years old. It was 
built for 50 children but currently 
houses 100. In the evening they laid on 
entertainment for us. The highlight was 
a mime piece organised by the 21-year-
old housemother. It was performed by 
children with white-painted hands and 
faces and its theme was “Save Water”, 
and it was brilliant.  

I was impressed by the dedication and 
professionalism of the houseparents as 
well as by the two outreach workers, 
both from a tribal background, who 
travel round remote villages, encour-
aging more children to go to school as 
well as helping the people in those 
villages deal with the new and confusing 
situation they find themselves in.  

I was also privileged to visit one of the 
villages when Ronald the director and 
his team performed a drama about the 
dangers of TB to the villagers. For me it 
was an opportunity to get an 
impression of these people who 
seemed much more self-effacing and 
shy than the tribal people we met in 
Theni district and melted away when 
we arrived only to quietly slip back into 
the village when the entertainment, 
which was, incidentally, really funny, 
got going.  

moneylenders who would charge exorbitant 
rates of interest. Now when short of funds 
they can borrow from the group fund to 
which they all contribute. They can also 
borrow to set up small businesses and escape 
the poverty trap that way. We visited a 
successful small shop set up and run by a 
member of one group, and we met another 
woman who had bought a couple of cows and 
was able to make money selling the milk and 
was clearly very proud of her animals.  

The women also spoke about the problems of 
drunkenness and domestic abuse they were 
faced with, and described how being part of 
the group helped them deal with this, both at 
the local and personal level, and by going on 
massive demonstrations with other groups 
within the self-help groups’ federation. It 
appears that Indian society is finally beginning 
to change as far as the status of women is 
concerned and I feel sure that some of this 
change is driven by the solidarity of women in 
these kinds of organisations.  

I am also persuaded that the problems of 
increasing inequality and oppression within 
western society could be successfully 

‘I met women who 

seemed confident 

and in control      

of their lives’ 

For almost 20 years Tim Jones has 

had a collecting tin for VST in his 

organic farm shop in Cornwall. Just 

back from a visit to two of VST’s 

partners, these are his impressions. 

Tim Jones in his farm shop: western society could learn from women’s self-help groups 

‘The outreach workers 

help tribal people deal 

with a new and 

confusing situation’ 


