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No longer speaking

Listening with the whole body
And with every drop of blood
Overtaken by silence
But this same silence is become speech
With the speed of darkness.

...The universe is made of stories,
Not of atoms.

Muriel Rukeyser, The Speed of Darkness
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NINE LIVES

"The universe is made of stories, not of atoms.”
Muriel Rukeyser, The Speed of Darkuness

WHEN WE LISTEN, WE LEARN, WHEN WE SHARE OUR EXPERIENCES, WE BENEFIT

Nine Lives is a testimony lo this, and a taste of mora to come Together, 3 group of us asked iands
and acquaintances lo share ther stories, to tell us the ways they have cared for themsoives since
learning thay werg HiV-positiva. We also taked with care providers - dogtors, nurses, healers - and
asxed thaem to tell their siories 1o us. We asked everyone what advice they had for others. VWe asked
what they would do differentiy if they could starnt all over again, While we &/l know al hearl that only
thosa walking a path can truly kxnéw what is on that path. we somelimes go not take the ime 1o step

and listen. To put togather Nine Lives, that is what we did. We stopped and listened

We began this project boceuse we theught we could leern from hearing about the choices people
have been making and the ways in which they nave nought atout ‘frez'mant.” about s1aying healthy or
getting heafthier, Indeed, we did learn & ful from listening. We learned that taking care of one's health
s intimately inked with having reasens (o ive, and fesling that we are worthy, We leamed the power of
atiitude and acceplance, ang, as one person put it, that *hepe is the strongest medicing'. We learned

thing clse abeut the care

that the reactions of frrends and loved onas 10 dur status shapeas aimos: ave

Wwe give 10 urselves, and the ca’e wea seek and receive from cthers. We lgarned that choices about
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NINE LIVES

treatment are directed by a coembination of things - culture, ideas about our bodes, knowledge,
megicings and senvices avalaols, family circumsiance. friendship nenworks, sexual lite; community
suppoft, living conditions. and monay.

We leamed that gecple listen 0 tneir care providers with a grain of salt. Aimost everyone adusts ther
orescnptions 10 their own reactions and realiies. Some begin oy following the advice of their dociors 10
the lelter; others never could, or choose not 1o, We learned that food plays a central role in overyone's
self-care, and ncl having the capability to feec oneself properiy is a huge problem facing positive
peop'a of linted linanmal circumstance. As Anne Owiti, one of cur care providers, said, ‘Food, food,
inod. The first and last s food.”

We share Nins Livas, this first edtion of tha | isfaning Io Those Wno Live It senes as a way of honoring
tha exoperiences of peopls who are coping with illness, with stigma, fear, and seif-doubl, We &lso
witness and hanor those pasitiva expariences, the opportunities presented by coming closer o our
monality, realizing that life is precous As Invinlata toid us, | have come o reabze thal we are &l
wonderfully and beautifully made and | do not thirk there will ba any parsen in this world ke me. Other
peop'e are that way t00. | ¢ling 10 that f2eling and it makes me feel very importani. | cher:sh lite.”

We dedicate this collection of siories and quotations to everyona who smied through heartbreak to lind
the wergs 1o share their strategies for coping, who remembered tha names of harbs and vitamins,
showed us their prescrigtions for medicings, taugnt us about exersise and attitude, even opened the
pages of their eurmnea’s. In the process of doing this work, we experienced firsthand one positive resuit
of sharing cur status and our slorigs. That was the tlessing of improved relationships and belter
communication. We also expenenced a closer relationstrp 1o Spinit. Many peogle rediscover their faith
through coming to terms with calamity. Others ungergo profoung changes in iner persenalities. As
Udorn said, °| think | have becorne a lol calmer, They're aimost caling me 'eéx-monk’ because | have
becoma much more calm and patient now. Before, | used to be hot-headed and impatient. My

deoclons were always sudcen. Now | take ima, like I'm another persoen.”

We alsp heard tha litany of negative consequences of infection. Work life suffers. Economic groblems
tax everyona, often way beyond means, Also, stigma - both cur gwn towards ourselves and that
girected at us ny others - can credle overwhelming obstacles in every girection, When we canndt
admit gur situation to othars without fear of attack and discrimination, when we cannot go to @ dogtor
because we know our conversation will not he confidential, when we [ee! ashamed al having possibly
infoctea others, our own health suffers Srgma aifacts health. Negativity can be as difficull to
gvercome as a skin fungus

Of course, thore was a lot of talk about medicines, herbal preparations, fond, rest, and even treathing.
We learned very specific things about which herbs, vitamins, or feods were good for which condition -
frorn yam for throat infection, to aice vera for rash, turmeric for stomach upset #oium frut (a reddish
frut foung on the coast of western India) for appetito. yoga for nerves. omena (litle dried fish) for
anemiz, and ma grude (Irme) for pox, We heard many experizncas in managng the side effects of
anli-tatrovirals: This wealth of veatrment information suggests how much more work nesds to be done

to study and share our stralegies with one anatner,
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NINE LIVES

From the care providers we interviewed, and whose stories are not yet included among the ning in this
collection, we leamed the vital importance of a positive attitude. As Vinay and Sanjeevani Kulkarni told
us, "One thing is to make he patenl beleve that he can survive this, which is most mportant. The

lief that | am going to survive, | want to survive, and il's good to survive, this is the most imporiant
thing * Wa learned about treatment strategies. As pharmacist James Njcroge to'd us, "We look for three
things in the herbs we have One, we locok for tha harbs which are etfective in boosting the immung
sysiem, bacause wa realize it's the major area affecied when pecple are infected with HIV. Secondly,
we look at how the multiplication ot tha virus can ba stopped throug‘h tha use of harbs that produce the
same results as ARVs. Thirgly, we look at herbs that can treat cpportunistic intections.” We listened to
the stresses care providers experience when helping patients with little monsy make the right
decisions and the hardship of administering some drugs. 'The cosis of preparing the patient for ARVs
costs ten tmes the price of the drugs,” said Surendra Patel, an infectious diseases physician, "As a
service provider.' said Anchalee Poontajak. I would like 10 remind others 10 consider other aspects of
the lives of positive people, because the ARV trend is so strong nowadays. They should not forget our
lifestyles. How we take care of curselves s important, Our behaviors ¢an strengthen our haalth® Ana
we also leamned about the problems which care providers themselves face. ‘Few remember the
stressas experenced by care providers,” said Mary Ckumu. "We atsorb plenty of tensions. ang
therefore nesd suppert groups 1o help rejuvenate psychologically.”

The simianties between people of very different circumstance will stand out as you read these
tastimonias. Whethar wa tound out wa were postive at age 14 or 45; whather we leel guily aboul how
we were infecied or do not dwell on it at all; whether we have monay encugh to seek 'the bes!
treatments and foods or have to scrape by on poor dists with Imited nitritional value, we have things
in common, Regardless of the stage of ilness, everyona acknowledges the potential of herbal
medicing. Some have apprenticed with traditional healers and have becoma skilled in using diat,
megitaton, exerclse or traditional magicine to treat opportunistic infections, Soma have becoma
counselors for others, sharing knowledge about healthy fiving.

These stories teach us that the meaning of 'health’ or 'heaithy living' differs from place o place and
person to parson. In Nine Lives, our affort is to honor and learn from the embodied expearience of raal
pcople in real places. While the glkobal HIVIAIDS world has, lixe other international public health efforts,
been largely led by the aliopathic and blomedical traditions, thesa siories call on us to also pay attention
to other medical approaches. Close-mindedness and charlatanism are two great enemies o all of our
efforts 10 find appropriate treatment and care. What we are aiming for is care-of the highast passible
standard which is responsive 1o the circumstances in which we live. In many of our communities,
traditional medicine is net merely ancillary to aliepathic medicing, but is our only, and sometimes. our
preferred approach. In others, the availability of ARVs is cause for tremendous hope and excitement,
but also rases concern about it drawing all attention away from prevention, and frem our range of
successful stralegies for staying healthy, and thereby postponng or preciuding the need for ARVs.

In these nine stornes, we see disparilies in our sense of cur rights, cur empowerment, and our avaifable
information, in addition to gaps in the actual range of treatments accessible to us. We find heightened
skill in heaith self-awarenass. All of us learn to read the signs of our own bodies because obs could
depand on the abiiity to stava off a telling skin infection. Our heaith can be greatly affected by being
abla to pravent a respiratory problem from becoming pneumonia, and our lives depend en our
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tecoming atiuned 10 the signs our bodies give us

In cur collective explorations, we have found that organizations of positive aclivists are very differentin
their gefintions of reatment and in their demands Some beliave thatl anli-relrovirals are the best
treatment for AIDS and access 10 them is our most urgent need. Others treat ARVS as a last resort
Some push for more access 1o herbal medicines and food; others tocus on rights and livelincods.
Some focus on prevention as well &s treatment. Some see< access to a range of services and care,
combining therapies from the local garden and the loca! temple with ingredients from the internaticnal
pharmacy. All beliave that trealment must take into account the broader circumstance of our lives.

We hear it said that statistics are tha numbers with the tears washed off, These are the stories with tha
laughter and the tears laft in. For those who will take one look at this publication anc say, "This is not a
random sampla,’ wa answer that it was navar meant 1o be. We telieve that there s truth in every story
nere, and truth in all of the cthers we have collected, which are not yat included While wa do have
young and old, discordant and concordant couplss, poor and less poor, brown, back, yellow, red, and
while, we acknowledge that this col'ection still does not represent everyone, It may not be statistically
significant, but it is clearly real,

Ne women and men who asked pecple to talk about thair treatmeant expenences. and their expernences
treating and caring for others, are curselves a wide range of individua's, Some positive. some negative
some not sure - we are a diverse, but not random sampla: We taked with people from Asia and Africa
bacaysa this has baan our intial focus and this is where most of us five. We did reach a litlle bit across
the oceans to the Americas, and are anxious to do this more. We wonder what European experience
has 10 teach Wa hopa that Ning Lives is just a beginning of our shared work to listen more carefully o
people's expariances related 10 the epidemic, particularly as it concerns treatmant

We recognize and are grateful for the many, many kindred efforts which have gone befora - from the
interpational Community of Women Living with HIV/AIDS' A Pesitive Woman's Survival Kit, to My
Pasitive Life by AIDS ACCESS in Thaliand, to Long Life.. Positive HIV Stories by the Bambanani
Women's Group in South Africa to XX/XY: Voices of women and men lving with HiIV by Point of View in
India - just to nama a tew. All of our testimonials about living positively meve us further on our shared
path. and give others insight inlo cur cheices and expenences

When wo say we want to listan to these slories, we mean active listening, bringing these voicas into
discussions about policies, about funding, about priefities, and about protocols. Why should we listen
actively? What questions does this approach raise and how does it get us closer to the answers? What
is the benefit of discussing quaestions like the ones we raise here?.

‘s there 2 mismatch betwean AIDS treatment budgets and actua! people’s preferred

treatment regimens? If so, what should we do about it?

*In what ways are our policies inciusive of a range ol treatments?

*How does good ARV treatment ditfer according to our size, our iliness, our lifestyles.

er the other medicings and treatments we are taking?

*Whal about care for the vast majority of positive peopla who do nol mee! the proiocols for

ARV therapy? How can we devote conscientious attention to promoting strong immune

systems - 10 staying healthy, rather than only treating illness?

;
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NINE LIVES

*Is there any correlation hatwean tha length of known infection and treatment outcomes fos
specilic therapies? Is tnere evidence that repeated use of some heroa!l me
ba of concern?

sneines should

"How, in general, Is Asia different from Africa in terms of our treatment aspirations and
exparences? How can we shape our delivery with this in rmund? How can wa learn tro
one another?

Thasa individual s:0ries lead us back o guestion structural realiles which shapa the epidamic and our
responses 1o it Ingividual vulnerabilty bings us back o the systerrs which create i Listen ng w0
pzeple share ther decisions and their fears brings us faca io faca with the lived effects of stigma, of
guilt over our sexuriily, uf sdence and ignorance surrounding our bodles, of our yeaming to live, our
need for love. It shows us that cur blood, whather it has signs of HIV antibodies or not, runs through

vens shapea al every level by what lias ouiside our gkin, In biomedicat and social scientific terms.
Ihese stornes are ‘anecdotes.” perhans interesting, but of no statistical or replcable significance, and,
therefore, holding lillie refavance 1 policy. Wa delleve otheswise. If wa can trust our shared desre to
heal and to care for gurselves and others, if w2 can welcome all nonest efferts 1o bring cur ways of
<nowng to bear on the great challengss of this cpidemic, our work will be better for 1L There 18 ro

sngle right answer to any of the guestions we pose. There are many answers for many crownsiances

Readers of Nine Lives and participants in our panel at the Gicbal Village uunng the 2004 Bang«ok XV
International AIDS Conference. can gecide for themselves whal the value (s of Istaning to these stories
and reflecting on them, All of us who labered to Isten, o transiate, 1o Iranscrite, 1o undersiand, and ©
£eit these slories have greally bensfited from the axperiancas shared tha knowledge acquired, and
the trust budl, And bus 1sjust the baginning!

pariners from far and wide, whosver you ara Wa dedicata oyrselves to finding ways to reach out oven

more, 10 place cwnership whese it be'ongs, and to speak truin 10 power.

Mary Ann Burris

Trust for Indigencus Culture ang Health, Kenya
Bishakha Datta

Pont of Vizw, Indiza

Siriporn Yongpanichkul

Health Counterparts Consulting, Thalana
Rosemary Okello-Orlale and Juliana Omale
African Women and Child Fealure Service, Kenya
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SAITHARN PRAI-NGAM

SAITHARN PRAI-NGAM of Chiang Rai province in northern Thailand is 3 38yearold mother of
rwo daughrers. She has been infected since 1994.95. She started using anti-retroviral medicines for a
year after she tested positive, but deaided to stop, as prolonged consumprion of these drugs would
not have been good for her health. Since then, Saitharn has relied on alternative therapies. She is
currently the chairperson of a selfhelp group located ar a public haspiral in the Viang Kaen district

of Chiang Rai, and is also a smident at the traditional medicine program in Chianyg Rai.

Tell me a little bit about yourself?

| am the ninth child of my parents. My folks are poor farmers; their lives wera tough. | preferred a mora
comfortable lifestyle, so | studied hard and dreamt of becoming a teachar Becauss we were so many
children in the family, my mother cou'd not afford my education. When | graduated from the higher
secondary school, | started working. | worked in a department stora for four years. When you work in-a
deparnment store, your life is bound there. You cannot trave! and you are not in touch with the outside
world, So | decided to find another job, and hoping for a new Ife, | return=d home

While in Chiang Rai, | met my mate and had a child. Then my marriage fell apart, ending in a
separation. After wa separated, | came home and became a childcare worker, and later worked as a
nurse-aid in a pubfic hospital in Chiang Ral. | went out on a few dates then, and met the father of my
youngast child in Viang Kaen Hospital. | chose him because | wanted (o start a new family after the
failure of my first marriage. We had a daughter. my second child, He was a good father but
occasionally he strayed



How did you know you got infection? And when?

My second husband had several qrifriends. Some worked &s commnercal sex workers n Bang«ok At
that tima, HIV/AIDS was nct yel we'l known. After about two years, my husbiandg started to show signs
of wasting away. He used to ba plump. | dic not have a clug about his condition but | asked hun to
have a medical examinaticn | told nim to heware of HIV/AIDS Ha sad that hae had alreacy had an
arnual medical check-up and that hae was fine. We worked in difierent hospials | had to take cara of
the chi'dren In addition to my routing dutes

it was very stresstul. | was worred about contracting HIV. What would th2 futura of my children be?
Who would take care of my mother? She was old, and | am the youngest daughter. | was supposed to
take care of the house, because my e'der brothers and sisters are all married and have their own
homes. | went to consult a friend, She warmed me net 10 teke a blood test, saying that | would be too
worned knowing the result,

| toon her advice. | bought nuinitonal supplements for my husband tut that didn't help. Even worse
was nat he developed gianthea and other symptoms of oeing positive, | knew a little bit about
HIV/AIDS. Over tha naxt few days, | cried every ime | thoughl about the consequences, and finally
geciced to take the blood iest, Belore | tock the blopd taest, my senior peers al hospital nearby taught
ma about chammal and the meaning of lite. They were vegetanans and observed the precepts of

Buddhism, They consoled me until | was able to lace lacts

| took 2n z2nonymous blood 1est at a peer's home, not at the hospial, She also checked the result of the
test for me. | took the test because if | were HIV-positive, | could plan for early care | asked her about the
1est results a fow days later, but she gid not reply. Instead she talked 1o ma about the meaning of Iifa. On

that | was HiV-positive. | was quie plump than, surmising that probably orly my husband was infected

When | foung cut ebout my status, | came home o Cry. worrying that others would know. Even weeks

before, | had ahways cred in bad. worrying about contracting HIV

When was that?

About 1994.1935. | ¢riad a lot when | returned home and saw my chid togdiing. She was so cute! My
mom was old. | was supposcd to teke care of her and the house. My dréam was shattered. | cried and
cried, | was worried that others would know. How would they treat us? At that time, | was the first oz to
de the vilage. | was the first one from cur village who was educated in the city. The cthers are

children's education, At thal time, Figh

VOTR GUIS

rural fok - they did not have e'eclnicily o money 10 invest in

education was not the norm. Rich kids were not even interested in siudying. | was the only educated

perscn from an rrpoverished farmily. The vilagers knew that HIVIAIDS was a deadly discase They

thought that only promiscueus cersens get HiV/AIDS. Confronted wath this protlem, | was very confused.

After | found out the test resulls, | consulted the hospilal director, asking wha! 1o do next. | don't know

when | got tha virus Howeaver, when | gave birth to my second chi'd in 1382, | took her to see a doclor

and ke warnad me not 10 braastieed her | had no idea whether ha advised this beczusa ha knew about
my HIV status or not | breastfed her for anout 20 days and then | had to return to work. My baby cried

ehe was sick. <0 | ook ner o the goctor Ha =aid thar the baby coulkd not 1ake my mix, It contaned

some subsiances, acids perhaps | wonder it he knaw then My hushand becama sic< n 1993




Did your husband know about vour blood test result? Did he take a blood test?

| gid not tell him. | pressed him narg but he 0id not confess. He only saxd thatl he had had an
examination. Wnen | took the blood test, | knew right away that he hao HIV/AIDS. A blood test was no
cnger necessary. | saw him cry \n bed 50 | urged the docter w0 cunvince him to 1zke a blood test
Other health werkers also tried to convince him. He eventually agreec lo sn anonymeus blood test
Once ne knew the test resull. he was very tense. He cried because he loved our daughier dearly. Ha
thought that HIV/AIDS was deadly, su he was very lense, He could not accep! anything - hig reaction

was totally different from mine, | am still hopeful

When did your husband pass away?

He passed away in 1984 only a year after he knew of his HIV siatus. He was able to fight it for only a
year. He was eiressed pecause of his heavy werkload. He also tougnt insutance for our daughter and
asxed his sister 0 look after her when he passed away. He might have thought that since | was also
HIV-positive, | would shortly follow him to the grave. His sister is a teacher. stll single and financially
secure. She has everything, a car and @ house. We could depeng on her should he gie. He was very
sick only once and then passed away

Have you fallen ill after you got HIV?

I have never had any apporlunistic infections. I'm avan surprised mysell | am no lenger on
anti-retrovizal therapy, | have not laken any anti-infective madicing Cnca diagnosed HIV-positive, | did
not have much knowledge. | was on ant-tubsarculosis drugs for six manths, At that time DDI and AZT
became availavle. so | teck them for about a year cut of ignorance. Then | Rao second thougnts about
the drugs and started exploring alternative treatments. | bought books on self-care and systems in the
human tody. | learned that nutritious gicl. exercise and reiaxation would te good for my health,

| have never been admitted to the hospital, Perhaps only once, when | got food possoning, bul 1l was
not releted 10 teng HIV-positive, During the first two years. | ate only vegetanan fnod becauss the

person | consulted was a vegetarian and a devout Guanyind ‘ollkvwer, Then my relatives told me.to quit
because it was not nutnhious, and becausa | also participated in many training courses where maals

provided were nct always vegelanan. After changing to regular foed, | gained soma waignt. | socialize
meve now. Once in a white, | let go end treal mysell. | have to be walchiu! always, knowing what s
gong on. | have (10 kaow my conditions aiways, whether |'m feeling labgued or refreshed

From where did you find out about alternative treatment? Are you interested in self-care?

It's my interest. Initially it was thought that HIV/AIDS Is deadly and there was no effective medicine, |
wondered where this disease came from. Why did it just emcrge in Thaland? Was there any teatment
of vaccing? After taking good care of myself for @ while, there might be some medication. This line
ef thought stems partly from my rescarch oackground, trying to gam mote knowledge on sell-care
and nutrition.

I also cid not want to dig at that tima. | was young, cnly 20-plus when my husband passed away, If |
toox good care of myself using traditional medicine. | would survive. | was interested in traditiona
medicing becaus2 | heard there was no reatment for HIV/AIDS. My relatives also recommended a few
madicinal plants They said that | would be streng if | tricd them. Initially | tried the local megicingl
plant, f2 talal jone (a loca! medicinal plant). We call it '32 benefits', Whny are there 50 many benefits to
it? | simmered it and had the broth whigh was bitter.

2. Chngsze Budohst Seny of compassion and massy



Have vou taken fz talai jone since vour relatives recommended that you simmer it? And how do
vou take it?

| don't teke it on a daily tasis. Incidentally. anoiher vilager became HiV-positive. Bath of us visited
each other often, We discussed, looked for this medicing! plant and simmered it together. Wa did not
lake it on & daly basis. Inibaly we took it daily. but later we alternated it with othar medicinal
plants, lixe bo ra phed (a local meaicing! plant). At that time cur lecal wisdom was limited to the two
medicinal plants

And after that? Tell me what vou have used. Which medicinal plants have you stopped using?

Here [at tha hospital] thay started a traditional doctors™ club, which has become famous, They
provided traditiona! medicing brath and sauna | was interested and took the traditional medicine. |
have peen fing ever since. Now we rave a hollstic heaithcare 1eam and a permanent siall. | told be
supenisor to provide the service wesekly Occasionally, we cannat make it, but at ieast we provide

trad tonal sauna onca a month. We hava continued this activity sinca thién

Some say that tradtional sauna causes hair ioss. | have done this for the past eignt yaars, and | still
retain my her. Nor have | develeped any nedules. In the sauna, we inhale aromatic vapors of saveral
medicingl plants, mostly local herbs like pial (a local medicinal prant), turmeric and ginger. They are
goud for our lungs and help dilate the bronchi. Now | know the benefits of each medicinal plant

Wa [ormed a self-help group and selected the group’s name together. It is called Sattharn Rak Since
than, we hava qot tunding and many c-ruarnzdl-'".a have provided assistance to cur PLWHA group. We

organize monthly meetings, explore exisling lradiliona! medicings and regues! gdditional funds to
produce encapsulated traditional madicines. We processed seven-eighl medicngl glants - bitter
cucumber, bo ra phad, fa talal jone, among ohars - and put theim m capsu'es, Initially, we fofowed the
req'men strictly, faking them daly. Howaver, we now know more aboul nutrition and the importance of
recaiving sufficient nutrienis, We do not have to take traditonal medicine in capsules. We learn more

and more as tima passes

In addition. | read many books and learnad that green vegetables help prevent cancer, At first, | d'd
nct know that pasitive paaple harbor cancereus cal's. If | had knaem, | would hav en a lct cf fresh
vegenables. | have to keep up with new knowledgs, not only en medicing! pfants end ::ie: but also ¢n

meantal heaith. Mental haalth is very important | hava bought many dhammng BO0RS

| encounter 50 many probiems da'ly. When | go out, nebeay knovws that | am HiV-positiva: I someone
wants 1o daie me, | have to think about it | long for a siable family, and feel that somathing is missing
Bul | fee! 1t would be sinful if | gid not reveal my HIV status All thesa problams | have to deal walh
these emctions. | occasionaly practice madiation, but spend most of my time reading dhamma and
philcsophy bocks. | have trizd to meditate, but ¢ cees not werk with me mucn. | just reao and

contemplsle. | have many booxs, Whenever I'm down, | réach for these books

Is there any other alternative treatment and therapy that you practice?
| axarcisa requiarly, especially aerobics, | think exercise is very good for my health. Wren | found out

that | was HiVepositive, | asked the doctor gbout HIV/AIDS becaus
HIVIRIDS is about the white blocd celis, IF the white blood celis are low, | wil get r:po:n".mis.', c

nfectiens. | imagined that  HIV is in my tedy. it will react or consume my white blood cells every

> | was afra'd cf dying. He said that




second, What shou'd | do o boost the number of my white blood cells 10 counter HIV?

So | asked tha docor haw | cou'd increzse the number of white blood cells in my beay. 17| sit icle, my
whita tlood cells will all be consumed. | studied baoks about immunity and found that white blood cells

could be boasted. | was elated and promisea myself that | would boost my while tlosd cells. If | have
sufficient white blocd cel's. | can live with HIV/AIDS and we can becomre friends,

I wanicd 1o know about the source cf the white blood cells. Samsa texibooks said that there are sevan

iocations in the numan oody. | stuthed all this and shared what | had learnad with naw members of our

PLWHA group. | would explain about sysiems in the human l""'w and the alternative treatments that
Wwe use. An examyla is tha thyrmus gland: 18 function is to produce white blood celis. It is aiso refated
to cur mental health Then 1 go on to nthers ke the bone marrow. Bone marrow can also produce white

yoed cells

It is said trat white blood cells are produced when our bocies are warm, How can we keep uwr body
warm? That can be done through exercises until the aerchic point 1s reached, If the asrohic point Is
achieved, our bodies wil be warm, and the bene manow will preiuca white biood cells: So | staned
0Cing aAcrobic excreises 1o boost the while bioed cells and my strength | learned that on my own
From then on, | practice aercbic exercises for 30 minues, thrice a wesek, following an asrobic

CXSre s¢ videolape

The s:aft nera knew nothing about aerobics, but they heard the thum, thum, thum noise from our office

n the evening. We had been doing exercises f or aboul a year, Then al the beginning of the secom
year, ihe government announced a policy 1o promete agtob © exercises. Finally, | became the lsader of
tha aerobics group organized by the nospital, They sent me to Chiang Ra: fur further traning

(&4

Despite being HIV-positive for a long ima, | have never been sick | can do just about anything. Evary

cther day, the housewives in the community jo'n me here 0 have aercbics class gainer in the

“

gvening. | am pleasad with my exercisa, because if we ach eva the acrobic point, we ¢can increase the

numosar of white blocd celis in cur bodies

Is there any alternative treatment that vou've stopped doing? Has anyone recommended that you
try anything that you've discontinued?

Most of what | have tried in the past was what | had 'earnce myself. Lke the meaicins yanis - | heard that
the Hmong® had traditional medicing that could cure HIVJAIDS, bt | was tvo a'raid to try it My reighbor
sald that eating tezds o whole small house lizards could cure HIV/AIDS. | did not beteva him How can
you be cured ‘«.:,»-. HIV/AIDS by swallowng the house lizard whole? | was a vegetarian and ohserved the

precepts then, How can you take eway other ives 1o enabie you to live? | cou'd not eat them

So you have not followed others' advice?
Na, | haven't followed them and | haven't believed them right away. | I'sten end study first. | have never

traveled to places to get tragitional medicing or visited any famous doctor, If cur members go 1o those

places, | wil reach them right away and giscuss thelr treatment wilh them

For instance, some of our membess hired 4 car to L;el V14 | axplained the imolications to them but did
not go with them. Then came Nulights. It is 15 baht ($0,3B) = 1ablet! ‘1 containg chicrophyll and was

up vitg i Lhe Neeth of Thatang

rirovers:al oral vaccnd which & [censaa oy Tna FDA a5 & food copploment ) 2001



mported from the United States Some health staff sald it ta rich patients. They said that it was good
for the patients' heaith, This medication s in the aqueous form and is made in the US. It may cost only
50 satangs (Thai cants: cguivalent to S 0.1) a tablet in the US, but we buy it far 15 bah! (§0.38) They
thought that | was krowledgeable because | was the chairpesson of the group. £0 they contacted me
to sell the product. | wou'd get a commission of 1,500 baht ($37.5) per bottle. If | ceuld sell & bottle of

1,000 tablets, | would get 400 taoicts frec. But | wondered where those 400 1ablets woulg come from, if

not from these Sick pecple.
There was ancther precuct, They came with & video preseniation on the preguct, The health promotion

if showad It and boasled aboul ils detoxificalion propertes and ils ability 1o prevent jont gain and

other diseases. It might be qood, but the vilagers vith an income of a httle cver 1,000 paht ($25) could

not afard it If thay wanted to datoxify theilr bodies, thay could use blended rang Jued. which Woiks

wall Daspita its usaefulness, this produc! might conlain sorme 1oxe Substances,

-

hen we have the garlic tablet and tungi Positive people don't

iave thal much mongy. They cannol

w

flord anti-retroviral medicines How can they aiford to pay 1,500 baht for ood supplements, such as
rii¢ tablet and ling zhi fungl (holy mushroom)? | asked them about the source of this mushroom, and
.-.P‘C'" it was produced. Nomally the fruiting bedy develeps during the rainy season | asked whether

hey cultivate the fungl, and i so. whether they use any chemical In the cultivation process. Wrere are

those chemicals nowd? Wa don't know whether the product got any mald, how they processed it ar how
many nutrients it contains. Compared 10 1,500 paht for a botile, for 100 baht (32.5) people can gat

fresh fruits or homegrown vegelasies. These two cptons are far more nutritious,

| wor for the group and | reglly love doing ths. Sumetimes | getl red of con vincing peopie, Some bed-

ndden PLWHA would Iike to recover, so they beheve whal they are told. | have (0 ask them whom they

wou'd rather believe - g healthy PLWHA o a hes!th promol

Why don't vou use anti-retroviral medicines? You have used them before, haven't you?
| used them for about a year My CD4 was 200-plus then. Tha decior did not know ths my CD4 was

~

-plus | was afra'd of dying and | thought that it was good so | took tham

| got the meaicines from (Chiang Khong Hospital. They recruted 12 positiva parsons When the postive

persens went o recaive the drugs, some 100K them but some did not, and soma took them occasionally

To ma, it was ke an expenment. | 00K two medicines for a year, and my CD4 increasad to 1.040. |

s | wanied 1o know the res of the treatment

nave my CD4 level chacked cvery two three years becaus
After my CD4 level increased, | gave my medication to another sick patient Qﬁ'n.n-r,.,, | gave my

mecication to cthers because | was doing well. So | quit the medicines. At that time my CD4 was 1,40

S0 you've stop takmg the anti-retroviral medicines.

| stopped hecauss | gave mine to cthers. | did not have any knowledge about thern: Then, thera was &

protast in front of the Ministry of Public Health to demand DDI. | thougnt then that the meaicine mught

be cood, o | was back (0 taking the medicines again for another two-three months. Then my

supervisor 2and other ceolleaguas to'd me that if | did not take it parsistently, it might not be good for

my haalth | finally decided 10 quit and started aliernative treatments | did not think that prolonged use
f the medication would be good either. Tha information | learned from the training changed my

perception constantly
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Did vou have any side effects when vou took the medicines?

None. | got a potoe'ly. After stopping the medication, | was tokd that it would be simiar to putting 2
oizce of stone on top of the grass. The grass would become white, bul when we removed the stong,
the grass would grow more vigorcusly. |f | siopped the meaicaticn, the virus would multiply rapidly., |
founa that it was not true. | have stoppeéd taking the medication for six-seven years and nohing nas
tappensd. However. my CD4 level has declineg someawhar Now my CD4 is arcund 800

You then turned back to traditional therapies?

| ook traditional medicine regargless of the anti-retroviral therapy. | have to focus more on traditional
medicire because | know now that my CD4 lovel nas dzclined. | have 10 1ake berter care of mysell, hnd
additional alternative opticns, | have 1o be more diligent, exercise more 2nd growy my own vegeiables. |
cannot always ask for vegetables If | gel them elsewhere, | will not snow whether they apoly any

chemicals when they grow them or not. | have 10 grow them myseif

I'lease explain about self-care according to your understanding.

From my understanding, holistic cars covers physical health, mental health and relationships with
others in the community, including our mind, spuit and soul. Nobody told me about the things I'm doing
today. It comes from my conscience | can do many things and gain many tenelits from there, An
cxample i growing aloe and other medicinal pianis. Firstly, we have gol to use them. Secondly. we
have got recognition of our achievemaents irom the boss and from funding agencies. Besdes, there is
ro l0ss. cnly oenetits if you keep growing them This stems from my conscience - we €o things. get
resulis end acknowledgement, which leads to happiness

Do you think that the self-care method that you use can be applied to treat AlD)S-related illnesses
or opportunistic infections?

Yes, to some extent. However, the use of medicinal plants is not for those who have ful-biown AIDS
We focus on balancing the systerns in the body. You cannot use medicinal planis 1o treal (ha
symptoms when you a'read',' nave tuserculosis or fungal brain infection. My meshod focuses on good
health, If you are in goocd heaith, you will not get any disesse. You have to focus on prevention. Waiting
untl you have fallen (|l is not recommended, However, if sick patients come in unwiling to reveal their
HIV status and relalives want (o prelong ther lives, then we use ARVs. We have 10 use modemn
medication along wath tradional mecicine. If the person is still healthy, | recommend alternativa
treatments, teling tham that ARVs are nol the only ch-:)":;

(4

How about the cost of alternative treatment? Is it a problem among PLWHA?

Alternative treatments could be affordanle because we have plenty of meaicinal plants, traditiona!
doctors, the Hmong and tribal doctors in the area. Basidas, each farrily nonmally has refatives who
have ired traditiona! medicing. 52 thay are |kely 10 hava exiensive espenence In megicina plants

Ethnic people have their own tradiienal medicine formula

Thare is wne tradtional coctor who understands and assisis us. Whenever we vist him, we gain uselul

“nowedge. Ha s very nice ard is wiling 1o help us. He gave us knowledge on herbs and haw 1o use them
Madical treatment deiinitely has higher costs. As for aiiernative treztmian, you have to eat daily, and

we do thar It is un o tha inuwikdual's diigence and conscicnce. If the patient s fazy, just waiting for

madern megicines, a'ternative trealmant would not work well for them



As part of tha hazlth statt at the hospital, the phys:ician was abou! to give me anli-relrovral therapy 1 2000
Trey were worned about ma when thay saw how hard | worked. | did not want 1o urnp at his offer because
| was £ti'l healthy and thera might be other ahernatives | could gsa 1 did not wart to take madicnes st eighl
every meming and night all my e It's oo comrplcated It | 1aka rradinonal medicinge, whethar | 1ake it or
not, it is not a preblem, Timng doss not have 10 be precice | can take it whenever | want to Thar's tha
agvaniage Bf- des, it is low cost | gon't have 10 pay for it, just pluck it from the gardens

What is the most challenging aspect of being HI\’»po*:iti\'c’

The most challenging part about being HIV-positive is dealing with social functions, Keeping In mind
my diet and the pessiolity of diarrhea. | should not eat things that are not good for my heaith. Everyday
| risk my health by consuming things that I'm not supposed to. | nave many fnends and | attend several
parties. | dunk alcohcl, beer semetimes. However, | know how much | can hendgle, That's my risk. As

for olher aspedts, I'm O

Do you think that you will have more control of your nisk behaviors, including diet, when you are
in the village?

It | stay homa or stay in tha viliaga, | will have more control bacausa | eal homegrown vepetables
However, whan atfending sncial funclions, soma do not knaw of my HIV status, and | occasionally losa

conirol, | have 10 fix this by taking traditional madicines

Since you were diagnosed 111V-positive, has your life changed in anyway?

My life has charged completely. | used ‘o be a housawife, knowing nothing. Belng HIV-pasitive, | have
atiendeo many training courses, gainec a ot of new knowiedge. | usad to be shy of the microphene:

now | can handle # all. From never nelping others. | have helped many who are less fortunate. | used 0

think that there is no opportunity for me as a positive parson, but i'mian AIDS werker now

What are the best and the worst parts of self-care that you've been doing?

The best part s the holistic sell-care thal I've been doing & along since | got HIV, Cur group 18
welknown for the tragitional medicing which is provided iree of charge. PLWHA ¢o not have to spend
mecney on the trad tional medication we prod

The worst part is mental nealth. I'm occasicnally tense; | cannct control myseif, If my mental health is
not geod, it will affect my body. | work continucusly and encounter preblems constantly. One of my
problems is that | am a stressiul person and th nx teo much, which gives me more siraéss. | have o 1ake
tranquiizers. Sematimas whan things are really bad, | wake up at two evary morning. | have to find a
way to cdea! with It and find tha real causa of the problem | anply tha ohamma techniques | hava
learned about from books to control myself. | have to deal with my strass

Baing the chairperson of the PLWHA group. | have a heavy workload. Semetimes | go 10 bed at
micnight and wake up early. | cannot rest during the weekends. | work at the hospital from Monday to
Friday. During the weckend, I'm off to ¢lass. | have a lot of homework 50 | gét very tense. | have to read
bocks to understand myselt more, i1 have problems with others, | have 1o observe my emotions

Now flashback to when you just learned of your HIV status. If you could change anything, would

you do thangs differently?
I would take beller care of mysell. | would show those who discriminate against MIV-positive people

AR AR aRhAM
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that thoy are wrong, IU's trué that many positive paople die, but we don't 3l behava tha sama way.
Some may be drurkargs, some make things worse by bacomng commercial sex workers. That
worsens the siluation. | have 1o take better care of myselt and pecoms 2 ro'e model. People cannot
sligrmalize posdive people because we can do better than normal people

If others would like to learn from your expernience, what would you advise them?

| woud tall them about my experiences, from the tme | was diagnosed as HiV-positive until now. About
the mental and physical care. | would recomemend thal they exercise, and exglan its oenefits and
drawbacks. | would tak about systems in the human tody and recoenend necessary behavioral
changes. Peop'e need to change perceptions ana physical nehavirs 1 they want 10 adopt alternative
treatment. | think that I'm capable of doing that

In your vpinion, can every positive person do what you just described? What would be the
incentive for them?

The incentive is our health. Do we want 10 live? Do we want te have a good quality of life? The incentive
is that we want 10 be ke ordinary people, don't we? Being HIV-positive does not msan that we are
interior or worthless, These are the incentives that drive us, enable us to lve like ordinary people

Nowatays | wonder whether there is HIV in my body and whether it's still real. If there is and we can
liva togather, | will live forever. | do not think that | will gie of HIV/AIDS if | take good care of myself and
ba diligent |about proper practices]. For example, pak poo (lecal vegetabla) has anti-retroviral
proparties. They recommend that you blend and drink it raw. Can yeu do that? If you cannot go that.
then you won't be haalthy. | cannct imaging that avaryona is abla to do hal

Anything else about self-care?

What I'd recommend Is my own experienca |'ve baen HIV-positive for 11 years, and | have ganed a ot
of experience. There are many Issues of self-care, We have to take it saricusiy and contmuously. Not
wst &sten to it and not do anything. | would like to encourage continucus learnng and devalopment
Once you have buill your own capacity, heip others, You will gain strength and happiness. Howaver,
don't faniasize. Some arc 102 optimistic. Some sick patients dream that thay will gat cured, bul they
don't follew the rules. When things do not turn out tha way thay deaam, thay sutter. However, if we set

owards them. wa wil succeed | want avaryona to have a Crearmn and Wik

our expectations and w
really hard to enable us to live happily with HiV. if we behave well ana gain accaptance from socigty,

our relatives and friends, we will be happy.




SIVUYILE POTHOLE

SIVUYILE POTHOLE is originally from Port Elizabeth on the Eastern Cape in South Afnica. He is
26 years old and currently lives with his father in Grahamstown, but moves around, spending time
with cach member of his family. He loves to travel, so he does this by changing his living

environment from rime 1o nme.

Sivivile was diagnoszed with HIV 1n December 2001 and was put on a double ARV combination.
He stayed on this for a year before stopping the treatment in December 2002, as he was fecling
berrer and could no longer afford the drugs. He moved 0 Pretoria in January 2003, and by April, he
developed peripheral neuropathy, which damaged his nerves. As a resule of this, he could not walk.
He rerurned home to his family in the Eastern Cape where he started a triple cockail therapy, which
he wok for about eight months before stopping, as he could nor afford the medicanon. Since then,

he has been visiting a treditional herbalist who continues o treat him.

Please tell me a little bit about yourself.

My nama Is Sivuyi'a Pothole and | am 26 years old. | am single, unemployad and presently | live with
my father in Grahamstown. | oniginally come {rom Port Elizabeth in the Eastern Capa of Scuth Africa. |
have six step-sisters and brothers, because my parents separated and marrnied different people. | used
to work as an Information Technology lecturer, but had to stop in Apnl 2002 because | was too ill and
weak to carry on working.

| took a year off work because of my illness and then got a new job in Pretoria in January 2003, But |
had to stop working after a few months as | developed a problem, as a resu't of which | couldn't walk.
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So | maved back to tha Eastern (Capa in May 2003 | had no choce bt 10 return home because |
neadad 10 be with famiy ang friends. | haven't warkea since then. It worries me scmenmes that | can

do anything, but | kope that | will walz agan

How did you come to know vou were HIV-positive?

| used (o live in Randburg! with my girifriend whem | infected. We have broken up since. | had 2
persistent throat infection that lasied for @ 'ong time - more than three manths. During that e, | went
10 see a privale doclor for reatment for my threat infection. and he advised ma 10 do a HIV test He
mmself carried out my HIV test | ddn't think it wise 1o change Coctors. As 5000 as my rasuts
came back postive, my coctor advised me o go on ARVS and | started a regime of Nevirapne

and Comhivr

How long ago was this?
This was four years ago, in December 2001.

What was your immediate experience on learning vou were positive? How did yvou feel?
| was nat really surprised because of the lifastye | had. | didnt feel anything ana cid not need any
counseling. It was lixe God purishing me for ai the wrongs things | have cone

How has vour health been since that time? Had you already been ill before?

Besides the trroat infaction, | had not been ill belore my diagnosis. Since | found out about my s1atus, |
rave hed preumonia, T8 and gleural effusion?, as a result of which | was admitted to hespital In
Johannesburg for three months. At this timie, | was 250 on the six-month T8 treatment and taking ARVS

as well | had to laxe 3 year ofl work because | was so il ang weak

I early 2003, | started 10 get prob'ems in my lower body and fegs. | did nat feel nomal from the waist
down. The feeling 1s not completely gone, bul guile far gone. | especialy have problems working my
lower bacx, which rmeans my ability to walk is altected. By April, | couldn't walk and so | had 10 lgave
my new j0b. | went to the public hospital in Johannesburg, where they put me through & ot ot tes!s and
told me thal | had penipheral neurcpathy, and thal my nerves were damaged. They ¢o not know what
causes this damage snd say thal they cannol gve me any treatment for the problem, The only thng |
can do (s exercise and hope that it wall work. | don't know how this relales 1o geng HiV-positive ang |

still want to find out for mysslf

Who has helped you and in what ways?

My family has helped me emotionally and financially. | gat a lot of fnancial suppon from my mocthar and
father. At the moment. | am staying with my aunt A docior | used 10 see when | was working in
Johannesburg, also organized for me 10 buy ARVS at a discounted grice when my CO4 . count was low
The combination of Nevirapine and Combivir cost R1400 (5216) but | getit a1 R750 ($115). I'm not sure
how the doctor got the drugs so cheap for me, bl | paid cash {or threm and | thick it was because he
had good connections.

Can you tell me about the kinds of therapies, medicines, and treatments you have used?
When | was first diagnosed, | used the combination of Nevirauing and Comvivir as iy CO4 count was
very low - Il was 63 when | started trealment ard my viral load was tugh. My doetor wid me that | hac

to go on ARVs because my CO4 was so low. He also told me to be careful af whal | eal - lo eal norme

1. A toan ol the neethwasion 3ga of Johannesdsstg

2. A serovs lung infecton
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healthy frut, vegelables and chicken, and to drink lots of water. Ha said that | should avod red maat |

V\ (“
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started takng the Nevirapne ano Combwir combination n December 2001, and by March | was ill o

fesling much better and was able 1o return to work. But | think my doctor failed me because he didn't b o

inform me about the cheice | was making 10 1ake thege cdrugs for the rest of my [f2 | didn't know 01
anything, so | didn't ask | o) |;
] Lolli
I took the drugs for a yesr, and curing that time | didn't notice any sido effects, Nor did | fee! that they oSl
affected my lifestyle When you taxa thess drugs you have to taxe them 12 hours apart, Al first, it s : "0 !
tough, but then you get used 0 1. | was living by myself and cooking for myseif, and had no one 1o |o ‘
0N

help me. When | started feeiing better. | stopped taxng the drugs. | thought they were like ricrma il :

tabiets that you ta<e until you feel belter. Then | started using immung boosters combined vwath

: |
required nulrition for positive people. My man reasoan for stopping tha dnigs was because | ran out of ‘ 0 4
money o pay for them, When | slopped taking the comoination, | tound cut about immune boosters O‘
from the local pharmacy and steried usng Moducare?. E ‘ o

il <o
By April, | was having such bad problems with my legs and lower back that | could not wak So, | went ; o

to the publc hospita! tor tesis and they told me | had peripheral neuropathy They didn't know what 1 [
had causead it and they coulén't do anything to treat it The only thing | cou'd do was 1o exarcisa’ Now |
qo to physioinerapy at ne |1ocal government naspital thrice a week. | have to pay for this but it is not
very much, so it's not a preblem. | hava been using a wheelchair since | stopped walkking Sometimes |
Iry 0 use crutches. so | can be uoright and get up and walk around the housa when | am fesing
better. Earlier | could not use anything; | couldn't even sit up. My condition is Improving, but it's very,
very siow. Wren | weni for these 1ests, | also did a CD4 count, | can't remember what it was, but | know
that It was higher than before.
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In May 2003, | moved dack 10 the Eastern Cape, so | didnt ses my dector in Johannesburg again. | : I o>
nad 10 move back because | needed the suppont of my friends and family when | couldn't walk or work Ol
| weni o see ancther doctor and she suguested | take treatmant 2qgan. | had another CO4 test whan | f ' 0)
siaried seeing her, so she would know what my conditicn was. | can't remember what the count was <o
putit was better. She was the one who (0lg me | couldn't take the same drugs as before because | had £ ' 03

developed resistance to them already. 1 she had nol tolg me aboul the resistance, | would nut have

known, | coulg go all the things that | could do belore ang | didn't feel any different, But 10 the docter it

was obvicus that | would have resistance, because you are nol supposed O slop laking these drugs 3
»
for 'enger than a certain pendd, mayoe a month : O‘
5
i (5>
Snhe put me on 8 different combination becausea of the resisiance | hao naveloped - a triple cocktail of i1 <Co |
drugs, the names of which | can't remamber. | paid REN0 ($82) a month for the drucs because L ot a 2 ‘ 0%

cash discount; normally they cost R800 (5123) if you by them from tha pharmacy The doctor Q)'I
o o

explainad that whan you start taking these drugs, you are not supposed 10 step. She sald, ‘If | put you l

on thesa, you can't just stop 1axing them * You know, there was nothing &ise | could do: as so00n as my |

CD4 went be'ow 200 | hag 1o take tham

YrrYve
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I ook these drugs until Novembar 2003, but | had to stop because | ran out of moagy. | just couldn't 3 I ‘
afferd them anymare. At that time | had to pay for them, but now there is a government roll-out that : n\
pays for ARVS if you have & CD4 count below 200. My healin hasn't changed since | stopped. Tnat is ’4."”
why it's £0 easy to step. The damage continues and you don't even knaw. When | decide to go to the 2|

3. A ogoster avaisble off the sneif In any pharracy | P 4
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roll-out program, they will have 1o put me on something else because | have developed resistance
10 this triple cocktail as well, | have already started taking ARVs, so | will have to take them for the rest
of my life.

Al the same lime, | started Lo see a traditional herbalist in May last year when | moved back. | found
her through one of my friends who was s!so a patient, so it was a mattar of trust. | want to her becausa
pecple suggested that | try ancther routa lo deal with this iliness. | was sesing both the docter and
the herbalst &t the same tme. My harbalist doesn't know that | am on ARVs - sha didn't ask and |
didn't tell her. Since May last year, | have been using traditional medicines, and also eafing tha
Atrican polato

Which treatments have you continued to use up to today? Which ones did vou use in the past but
no longer use? Why?

fhen | was using the combination course, | was not told that | should not stop using it, so | stopped
beczuse | was feeling better and | couldn't afford to pay for it anymore. Aficr a white, | had developed
resistance 10 it and | could not go back to it. | then used the triple cockial, which is extremely
expensive and again, for financial reasons, | had 1o stop taking it after seven or eight months,

Now | am continuing with the traditonal medicines. The tradiliona! medicine | use is called /mbizat,
which | have been using for about & year now. The herbalist told me that it reduces the viral load. |
don't know exactiy what it contains; only the herbabst knows and she s supposad to kesp il g secrel.
She is trying to gst the medicine tasted at a laboratory, | have avidance of its positive effects on
people’'s health. She has shown ma tast resuits that show that the viral load is going cdown, and so is
tha CDD4 becausa it doesn't hava to fight the virus anymore | have not had any physical changes
from taking this medication Tha only way to tefl if there is a change is by doing the tests | havent
checked my load or my CDA4. It costs a lof of money to have a viral load fest, about R700 ($108)
or RBOO ($123). and a CD4 test is R200 ($30) Right now I'm using it because | have seen it work
on other people.

| also use qarlic and ginger regularly bacause | was told they are good for me. | cook them with my
maals. | also eat them raw, but they don't taste that good. so | only do that once in a while!

What has your experience been with anti-retroviral therapy?

The experience has been good but | have had to stop because of the high cost. | didn't suffer from any
side effects while | was taking ARVs, and my heaith improved. The mast noticeabie thing was that after
taking the drugs for a while, | regained my strength. Before, | couldn't walk very far without having to
stop for a rest. After taking the ARVs, | was able to walk ke before. In the Eastern Cape they have just
started with & new program wheré the government is supposed 1o give those free ARVs to these who
are infected. If you have a CD4 count below 200, then you qualfy for free ARV treatment. South Africa
has faced a problem with lack of ARVs and cur people are dyng. | have definitely feit the effecis of the
government’s non-delivery of adequate drugs.

Do you regard your approach to therapy and treatment as holistic? Is one treatment or practice
key? Would you regard some of your treatments, therapies, or practices as complementary?

It has not been helistic when it comes to access to information. When | used the combination cocktail, |
was not informed that | would have to take it for the rest of my iife, hence | took an uninformed decision
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to stop taking it when my CD4 count went up. It was even worse in Gauteng® than n the Eastern Cape
- there some medical practitionars don't have adequate information about managing the disease.
At least here my doctor talked to me and explained aboul resistance and that | have 10 siay on these
drugs for the rest of my lifa

Traditional medicing is more of a holistc approach because the traditiona!l healer taks to you about
your fifestyle and the nutrition that one must follow whi'e taking the madicine, and ta'king to you about
the disease is a type of counseling. Before you start the treatment, she wants you to check your CD4
count and then start the medication. Afier six months of taking the medicinge, you go for anothar test 10
check your CD4 count.

Are there cases in South Africa where some traditional healers work with established health
institutions?

Whanaver | go to the herbalist | normally hear her talk of an initiative which s being started where
traditional healers can work with health departments o try and get their medication recognized and
prescribed, so that they can work with professional medical doctors. She says that there are some
healers who are already doing a pilot project with certain hespitals to treat HIV-positive patients. This
partnership is very crucial, becausa cartain doctors are recognizing that herbal megicing is important
In decreasing the viral load

What kinds of medical or health advice have you had over this time? From what kinds of
practitioners or others? How have you felt about this care?

| have been given advice by my family and from medical practitioners, mostly about changing my
lifestyle. eating habits and exercise. The advice that was given has helped me understand and
manage the disease much better. | read a ot and that adds to the advice that | get Family support has
helped me cope emotionally with the disease

Do you feel like you have a good sense of the various treatments available for AlDS-related ilinesses?
Yes, | have been through hell and back, and in ancther life | could quality as a specialist coctor of
HIV/AIDS. | have read a lot about the virus and how to dea! with it. | can help others by sharing what |
have read and what | have been through | read all the pamphiets from the hospital. In these they talk
about CD4 cells, so | read more about this and about viral loads as well. Most people don't even
bother; they don't even know what a CD4 cell is. | make it my mission to know all there 1s to know about
my condition

How has money, or your financial situation, influenced your treatment choices? What has been
your experience with the cost of various categories of care and treatment?

Financas have had a huge implication on my treatment. Like | said earlier. | had to stop working
becausa | got so weak, which meant that | ceuld not afford ARVs. Then | moved back home 10 the
Eastern Cape. which is a rural province, not a wealthy one. My mother is a primary school teacher, and
my father works with tha local municipality, and they both don't earn much. My aunt was the one who
bought the triple cocktail, but | can't expect her to foot the bill constantly. Sa | decided to use
traditional medicina which Is cheaper

Now | am not earning. It worries me. | try not to get stressed and surround myself with the positive
things in my life. Iike my frisnds and my family. Stress is tha cne thing that kills pecple in this condition.
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Have you changed your life because you are positive? If so, how?

Detinitely, yvas. | have changed my nutritional habits. | don't have a g?""»':"c'. nor do | have a work life
because | can't work anymaore, | changad my eating habits straightaway when | was diagnosed and
anad taking the double combination. You see. | was a bachelor, which meant that | didn't €ook; | only

Jughz burgars. | had to stop relying on them for my nutrition. | used 1o drink Coca Cela, bul | had t
and now | drink only 100 per

<

ent juice and water,

Have others changed in the way they respond to you when they learn you are HIV-positive? If so,

what have you learned from this expenence?

The only people | have 1woid about my stalus sre my family and best irands, bacayse | don't want 1o

face undcceptance and blama ihs.-',' have accepted my s'atus and me. and have providad emationa

financial and spiritual support. This has taught ma 10 appreciate them more. and not take them for

granted. In fact, | am much closer 1o them than | was tefora | found out about my status. Now | change
my Bovironmant by staying with gach one from tme @ time_ | like 1o b2 on the move and trave! 3 lot

MNow | can’t co it tha samea way

What has been your most difficult health challenge during this time?

The most difficult nealth challenge has boen the peripheral neuropathy because | have lo be in a
wheelehalr and can't work. | can live with it because | can't do anything about it I've leamed a lot
200ut no! 1axing things for granicd, especially walking. It's not casy when you reach adultnood anc
become a cripple. r‘,'a“b‘. it would have 'c..en gasier if it had happensd whien | was a child. | have
developed very strong willpower, which | didn't know that | had. Now | have two things to deal with -
my disabiity and my disease. Most pecple would have given up, but not |, | had s6 much going for me
before. All | wanl now is to get up, to walk and to work Than | can forgat about my disease

What have been the best and worst aspects of vour treatment experiences?

The wost expensnce of the ARV freaimant was stopping my intake of . but it was good for me
bacause my CD4 call count went up. The traditional madicine decreasas 1h~: vira! load of the discase
and the uvadiicnal healer that | am séelng has shown me a few of her patients who had been
bedndden, and after taking her madicinas, are now living full ivas by '.\.."ln"g Mora imponantly, they
have gone back 1o have HIV 1asts and tne virus 18 not traceahls in thair bl

If vou coutld go back to when you first knew vou were positive, what would vou do differentiv?

It wou'd have bean different it | had known about developing resistance. | would have taxen the ARVS
anyway because | hac no choice. You have to do what tha good docior telis you. But then i | hag
stepped. it would have been my choice and | would have known the censequen
was gaiting into

and the troub'e |

What can others learn from your treatment experiences? What advice would vou share
with others?
Once you start the combination course, don't stop. Get information, If you can afford the realment, try

10 aghere 0 it, and a'so eat healthy food. You should check your CD4 count andd viral load requls

g change your lifestyle.

| have a problem wath the government's policy on HIV/AIDS. The burezucrats who do not support it

have friends who are even dying of the disease, bul what maxas it easar {or them is that thay have

&




access Lo treatment because they are belier off financially than us. With the elections, they announced
the ro/l-out of ARVs, bul &l first this was cnly rolied cul in Gauleng. Here in the Easlem Caps, nolhing
wESs gdone for 2 while. Il upse! me necausa the ANCE won the glechions and the implementation of ther

promises Wwas no! carned cul

But now, they have started tha program here in April 2004 You have 10 go 1o 2 clinic where they test

you, and it-your CD4 is below 200 thay put you on the pregram, | haven't heard of anyboady actually

going on the program, but that is probably because they Keep it private and confidential because of
stigma. | know that they do give proper counsaling at these clines and hospitals, espeacially about

ARVs and resistanée l have to say | do feel good about this program because otherwise
pcople couldn't afford these drugs. They were dying and now they can live tecause they can get the

drugs for free.

| thin% traditiona! healers need e be rec cg"ized agnd nciuded in discussicns on treatment, as they

have heiped a number of peaple. | o't gel counseling because ldking to my family is a form ol
counselng for me, anc | don't want o advertise iy stalus to people | don't xnow. Herce, | am not

sclive 1n speax-oul sessions or invelved with groups that work in areas of HIV/AIDS | get a grant of
R700 ($108) but that is not enpuch to cover medical costs. You qualify for this grant it you have a CD4
count of less than 20X, It ccasn't mast my neads in terms of freatment; it's just for nutrition It is nat
ailficult to gat this grant; all you bave to do is go to the Social Sarvices with a form from your doctor
saying that vou have a CD4 count below 200 Once you've given it to them, you have to wait for thei

appraval. | haven't heard of anybady baing checked abeut whether their CD4 count is increasing. |

th'nk mayoe it's forever
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VEENA SHENQOY

VEENA SHENQY works as an organizer with VALORED (Value Orienred Educarion), a primary
educational development program in the south Indian state of Karnawka. In 1992, when her

hushand was being rreared for a drinking-relared liver problem, she discovered she was HIV-posinve.

Determined not o uze ARVs, Veena developed her own rtherapy, using a mix of houschold
ingredients, herbs and natural foods. In October 2003, she formed the Karavali Positive Women
and Childrens' Network (KPWCN®) w enable positive people to lead 2 good life through positive
thinking and alternarive freatments.

What were the circumstances in which you found out that you were positive?

In 1992, my husband was very ill. Since 1978, he used to drink and smoke a Iot. Even on our wedding
day, he drank - he couldn't live without alcohol. Because of his drinking problem, we drifted apart. In
1992, | cams to Mangalore - he worked in another city. Then in 1995, he came 10 me and said ha
wanted 1o five with me. | lived with him for the sake of my son. | didnt think that he went 0 other
women. Sexval relations between us were very limited. Looking into @ach other's eyes lovingly.
touching each other, living together - this was what | wanted from my husband, Property, going out.
etc., | didn't want all this. | have always been very simple. But he never gave me companienship. |
never expernienced the love of a husband, not even for one day.

He was an employee in a bank with a salary of Bs.14,000 (8315), but he was greedy for money. He
started a business of lextiles, but he made a huge loss. This was a big source of tension for him. To pay
off his debts, he starled another shop. With this, his tensions increased. The more businesses he slarted,
thea more he started drinking. He went off to Mumbai, without even telling me. There he didn'l pay
attention to the food he ate, ha had extrema tension. Debtors would collect at the housa from morning tll
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night. demanding their money. | was all alone, so everyone caught hold of me and | got tension

After three months, | got a phone call saying that he was admitted in the hospital. Ha had lost a lot of
weight and was very thin. He had locose motions, ulcers, 1B, jaundice, sugar problems - all together
Drinking had caused his kidneys to {ad. He had lost all hope. | was very upsat then, | decided to leave
everything and go o the ashiram (relreat).

| worked with the community at that ima. But | wanted to lsave everything and go to the ashram. The
founder of VALORED, the organization | work with, told me, 'Don't go. We have a small house within
cur compound. Stay hare and work because you work weil.' But he laid down the condition that my
husbhand cou'd never come there. So | lived alone in one room without either my husband or son

What happened to your husband?

He died in January 2004 But whie he was ill, | looked after him like | would a child, | treated him with
herbal medicines, juices from leaves, soup. The doctors had given him up for dead; no one believed
he could live. Then a nurse told me, 'He might have AIDS. Get yoursell tested because you might be
infected too.' | immediately got my test done. He didn't get his test done, but | wanted to tast mysait
No one in the hospita! suspected he had AIDS. He was even operaled in the hospital. Once | got my
test done, | found out that | was positive.

And did you know what HIV was then?

Atthat time, | hadn't even thought about HIV. A month beforae that, bacausa | was a social worker, | had
decided to do a program on HIV. | had studied all about it. but had never thought about it on a
personal level. Having HIV changes your perspective. When you are infected, you think ditferently.

The doctor told e, "Don’t 18!l anyonae you're infected, because everyone will shun you. you'll 1ose your
job and even your mather won't come near you * Then he asked me, * Have you gver s'ept with anyene
aise even once?” | didn't lixe his counseling. The dictician told me, ‘Don't you know anything about
HIV? You have only four-five years more to live. If you take ARVS, you'll live for maybe five more years,
otherwise, you'll die socn.” | to'd her to tall ma about nutrition - after all, she was a nutritionist. But she
didn’t tell me anything

The counselor was my friend; we had done a lot of strest plays together. She was also an agent for
ARVs. She told ma. "Have the ARVs. You 2arn a lot of money so you can afford it ARVs cust between
Rs 800 (320) 10 Rs.20,000 (£450), My salary then was Rs.4,500 (£100) per menth.

So did you take ARVs?

My parents, brothers and sisters had helped me with so much monay, so many times, that | fels bad to
take mongy from them. Ii's homible to live being dependent on other people. So | decided that |
wouldn't use any medicings. | wasn't inleraested in allopathic drugs bacause they are costly, and |
wasn'l interesled in taking chemica's. By taking chemicals, ARVs, you get skin probiems, pneumonia,
your kidneys are afitected Immunity increases but there are a lot of side effects. If your kidneys fail,
what chances do you have to live? | thought, *I don't want this; | will nover take ARVS'.

| also deciced to tel everyone that | was HiV-positive because | couldn’t liva a ie. My mind is like that
of a child. So | decided o lell everyone thal I'm positive. Even if they shunnad me, | dign't care. This
world (s such a big place; | could go anywhera




| asked my director whether he would fire me. He said no, but 1old me not 1o 1ell anyona, as | would
have a problern with my field work, | was pogu'ar in the community because | used 10 work sinceraly. |
had received such wanmih and acceptance from them, so | told them | have HIV. They didn't shun ma
They all decided that Veena must not dig; she must live. They studied about HIV and found out about

it Now wa all sit togather, sit. eat, slesp. | go cul ezl in a hotel - | don't have any restrictions. Everyone
now knows about HIV, they've all read aboul |I; they know i1 doesn't spread through contact, and they
tell me we can all liva togather

As HIV-positive people, we can tell people the truth about HIV. We can change things by talking about
our experiences. Qur words have power | tell paople, °| am [ke you. There's no diference Detween
you and me. | am like | was ¢arlier *

Then how did you treat yourself?

| didn't take medicings, but everyone was worrled that | would fall sick without them. So my friends
said, take ayurvedal. They all intreduced me 1o an ayurvadic pandit (scholar). Ayurveda is also very
costly; a poor person can't afford i, | thougnt, | am 2 part of nature. | don't support globalzation. So |
started studying about herbal medicines.

| was then intreduced to Willam D'Silva, & social worker and researcher In Germany, as wall as an
axpert in herbal mecicines. He 10!d me about a fow medicines which | could make on my own, since |
gign't want to buy any medicings. Before | met him, | used to trave! all over the place, in tiny vilagas
asxing who tha herbal medicine doctor was, so | could meet m. | used my salary 1o travel all aver, but
| didn't fing any answars. | wanied 1o know whal this disease was all abcut, of if there was a medicine
for AIDS, but nobody seemed to know. Ayurvedic experls didn't know the answers, neiher did
al'opathic dactors

So what exactly did he teach you?

William D'Silva told ma to use aloe vera | knew about this, but than | studied and resesrched all about
alos vera He toid me to drink its juca Aloe vera gal has the capacity tc cure 75 diseases - il doesn't
ot viruses increase. In Germany, they have introduced it as a treatmient fer AIDS. | cou'dn't find alee
vera anywhere In my town. | finally found it in one nursery, but one plant cost Bs.175 (84). | was very
poor and didn't have the money. So | started searching for a cheaper plant, | went to Salem, ancther
town, where | found one plant for Rs.3 (5 cents) | fillad two gunny bags vath plants and brought them
10 the AIDS hospital in my homatown, and teld them to distributa it among the patients. There was &

vest vendor who used o goto Salem vary often. so | told him 1o buy ma aloa vera from there

The other thing Wilkam D'Sitva taught me about was ofl massage. He mixed every type of natural oil -
coconul, sesame - there are seven or ¢ight types - added tufsi (basll), aloe vera and heated it. He
varmed it and masseaged it all over the body. This rejuvenates the cells. He massaged ma for six days
all over. It was a continucus process of teaching massage. Another thing he intreducsd me to was 2
home remady given to women for three menths after they deliver & baby. This increases immunity
makes the blood pure and the muscles strong. It consists of black pepper and kaljeera (black curnin)
We used everything that is in the kiichen - cnion, garic, jeera (cumin), dhania (coriander), voma

(Bishop's Weed) - all thesa are mixed togather

Then, | would go to HIV hospitals a!l over and start giving speeches aboul what | eat, what Willam had

1 1he ancent Hrdd sceren of haalth ard meacne
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told me to eat. Wherever there was a network of NGOs, | would make speechas. | would tell people,
‘This is wha! | eat ang I'm fine. You should try it too".

Is that how you started trying to help others?

At that tima, | nad known | was positive for about a year. | came to Bangalorg for a program, and | met
Sumathi. Sha was part of a network, which she asked me to join, | didn't know about networks bafore that: |
usad to tak to peopla on my own. | realized thal everyong in the network was very selfish and no one
monitored who did what work. The network didn't do anything to help a posiive woman who was pregnant,
n iac!, they mada her have an aborton, They would say, “t's a great thing that we're HIV-positive,
because wea've been given a chanca to ba famous; we have more facilites now." | felt awful seeing this. |

thought somathing was wrong with the networks and the organizations, so | broxe free from them,

| went back to my viflage and Sumathi told me sha'd join ma. At Manpal KNC Hospital, they have a
group for ali the people who have tested positive. | fook all the leaves, focd. and natural mecicines and
brought them to the group. There, | made a speach on all that | eat and dnnx. e coctor was angry
with me, but everyone in the nctwork liked it. There were 40 people at that mesating, and al the nexl
meeling no one came! They had all got the confidence to treat themseives at home

Then | started making public sogeches. One of the women thers told me that she worked with an
ayurvedic doctor, bul didn't know about &l these medicines til today. She said that | should do a
program for all the oositive people. Two montns before the program, | worked very hard ail a'one to make
sure everything was ready. Do you know how much energy is needed to organize a program by yourselt?

But everyone told me that | must kesp my status a sacrel. | lokd them | don't want to hide my status. By
not revezling their HIV status, infected peopla dia from the inside. By keeping tneir status @ secret. no
one listens to their demands  Wny should thay dig under the weight of this secrel? The crganizations
said that they'd support me, but na one gava ma money. So | collected my iriends and got each one to
sponsor an aspect of the program, The progeam was 2 huge success, 300 psople came. | cpenly
admitted | was HIV-pasitive, It was featured in all the papers: | knew that | would have o say s,
otherwise people wouldn't know about HIV

But the KNC doctor was angry and threatened me. Ha is an agen! for ARVS. Me told me, "You are
advocating herbal remediss and shunning ARVs - now prove to me thal they workl® | told him, "fou
prove 10 me that allopainic medicines work”

These doctors give ARVs?
Yes. And they gel commissions, He told me 10 prove ayurvedic drugs work. | told him | don't take
ayurveda because | don't want to give Dabur? business by buying the products thay sall. | usa only

whal 18 nalural

Till then | was working secrelly. but now it's been splashed all over the papérs. People with HIV can
change peopla’s outicok towards tha infeclion - | know this, Today, even though a ot of rich people
have HIV, they don't 1alk about it. It's only the pocr who talk acoul i, They don't even take any medicing;
all they want is somathing to eal and dnnk at the end of the day. People are S0 scared sbout the
disaasa becausa thare’s no cure foc il Chicken pox, plague are spread tirough contact and so they're

dangarous, but HIV doesn't spread and it's not a disease; il's an onguing process in which immunity
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decreases. If it's not a disease, why should we taka medicines? That's why |'ve decided that | won't take
any medicines, Today, | eat everything that is natural within limits. | don't eal even a single medicine.

What does your diet consist of?

Tha things that are very bad for positive people are dalda (vegetable oll), tomato, maida (flour), sugar.
cofiea, tea, saya - Soya is very tad, Everyone says it's good, but it's net peod for hea'th. This isnt
acod even for people who are healthy to eat on a daly basis. | naver use sugar or dafda - these are
very bad. Thare's no fiber in flour. That's why it stays in the stomach and cannot be digested easily.
Even dalda dossn't have fiber and 50 cannot be digested easily - this in turn ruins our health

Even tomatoes?
Tomatoes contain as many vitamins as 1t doas poisen. That's wity even if it goed, it can harm us eventually

In the mrarning. | eat mango leaves, but not the paste - that's bad for you, After you gt HIV, you develop
the montzl abilties to sense the onssat of any opportunistic infections. | don't bekeve AIDS and HIV have
any link. HIV-infected people can live for many years: it deesn't have 10 dévelep into AIDS. AIDS is
caused when you eat things that lower your immunity. We need to think about cur nulriticn, Rignt row
you have strength, but sicwly this goas down. My husband was like tnis. Even though he was nfecteg,
he didn't die of HIV; he drank himself to death. He devaloped an ulcer because he dranx 50 much

Our daily routine, lifestyle, food, and environment - all these are respensible for smemunity. I in your
environmant, everyone shuns you, says things about you, if you five in fear, this lowars wrrmunity.
Environment includes people, ther behavior tewards you. pollution, toxins, even in your food. All tha
food we eat togay is sprayad with pesticides. All the spinach we eat is grown in mud which has baen
sprayed with pasticides to grow betler vegetables. but aciually we've spoi'ed it With this, wea wil
definitely get some disease

We zre children of nature, but today natura no longar remains natural, If you have fever and grink the
water left over after cooking rice, it wan't cure you because even thal has loxing. Earlier, there would
be insacts in the rica after storing it for two-three months, but now they spray it so there are no insacts
Fruits are also sprayed. We neaa 10 firkd & natural way (0 0o0st immuniy.

| don't believe it can be cured through yoga and pranayam (breathing). | o yega mysell, With yoga
and pranayam, the fear of HIV is removed from the mind, but HIV isn't destroyed. Even today, people
are not clear whether HIV is 2 disease. | agrae that tha HIV virus must exist. There are 39 viruses in our
body and doctors want to treat ¢ach virus with medicine. But | believe thal by ealing natural food
raising seli-esteem, giving love, eating healihy food and drink. pecpla can live a good Ife for however
long they live. | have HIV, but | don't believe it's a dicease; it's 3 process. Diabetes, cancer are all

diseases: this is not a diseass

What do you eat everyday?

See. our bodies contain a lot of toxins. To remave the toxins, | use hing (asafoctida), rock salt - it helps
people with blood pressure - | put this in ry food. | use s in vegetables instead of regulzr sait. just
a lttle bit. Hing, pepper, onion and haldl (lurmerc) - all these prevent the virus from spreading
accordng 0 ayurveda. We should add a!l these to food, | put haldi in mik and drink it, | put extra in
my végetables. | drink tea with pepper in o, fuls, sambarballi (Inc:an berage). ang brahmy, (Indian
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penmywort), lemongrass. ginger - | put all these in water, bol it, add gur (jaggery) - | never use sugar -
| drin% this mixture. | add mik if | want, otherwise drink it plain.

| have reac a research paper where they gave neem, W's), amla (gocseberry), and gur mixed with
gheea (clarified butter) to patients. | starled eating this mixture and suggéested this to people. Neem has
tha power to increase immunity, and tuls: has the highest capzecity 1o increase anmunity, Teday people
say that tuisiis not qoad, that it can cause atortions in pregnant women. Bul this s not true. Tuls/ is
used for cough syrups and can cure naturally and increase mnmunity. You can g'so make chulneys
from every leaf - brahmi, etc 5o | used to tell paople abowt all this | aiso do kafiisnan (sitting n a
bucket of water) - this removes tha toxing from the body.

You just sit in a bucket?

Yes, | take a big bucket and sit in it with my legs out. Water reaches ugto my chest and my stamach is
‘n the water. It removes toxins from the body and prevents stomach problems Alse if you have back
pamn, it goes. | used to have back pain for 10 years, and alsa had a migraine preblem Then | started
doing xaitisnan ang | can't tell you how much energy it gave me. My back pain was gone. | did it for a
[ew days everyday, lhen an ayurvedic docler suggested that | wet the ciothes | wear close 10 my
stomach area, even when | go out, or when | sleep

It's ke this - if we leave a vegetavle dish cut for three-four hours, it wil become bad, similarly. our
stomach contains years of hot focd and even though we don't know it, this i1s the cause of all cur
problems. The food we eat everyday needs to be digested daily. 1l you wat the stomsch area, you can
pass urine, even get good bowel movements All the toxins leave your body and you feal na pain. My
migraing that had occurred for 10 years suddenly stopped. My confidence increased and | started
teling people to do these things

Can you tell me what else you cat?

Pctatoes. sweel petatces. yam are &l natural so you sheulo cat those. as well as lealy vegetables.
Doodti (zucchin) maxkes the body ¢ool intemally $6 you should eat a 101 of that. Also. you should eat
onion and garlic &s they increase your immunity, 2ither tha entire pad, of cut it into pleces as a salad
mixed with carrots, tectroot, cucumber. Sprouts are greéal for us - they rejuvenate daad cells in the
skin. Especially for peop’e with HIV, their cells die fast, so ating two spoons of sorouts 18 very good
for you. | make different salads everyday - onicn, sprouls ang coconut ong day. cucumber, ¢nion and
bestroo!l the next. Try and ezl every kind of vegelable. and every part of the plant - flower, roots, fruits,
buds. leaves - 's natural, so you should eat all this. Tne bark of the Ashoka tree is very good - you
should make a juice of this to purity your tlocd

| also drirk water left over after boling rag (a kind of cereal), with a litle jaqgery everyday. Ragiis
navaghan - it Is part of a mixture that contains all the vitamins and nutrignts. Hize, sorouls, fuvar
(lentils), ragi. fowar (2 kind of whaat) are washed, dried and made int0 a powder, which is mixed with
hot mik and a littte jaggery. You get 2!l the nutrients and strength by drinking this

Where do you get all this?

| grow a lot of medicinal plants in my garden. Amia is very important - you should zat it sveryday
I breeX it end mix it with salt or gur. Gur has wing so you should cat this everyday as weall as amfa. You
can make chuiney of this using salt water,




Shatavan (asparagus) and ashvaganana (winter charry) is vary good 1o makae muscles very streng
You shou'd also eat a o1 of fiber, lixa tha husks of wheat. Afer you make a chapaw (bread), you
shouldn't throwy this away, You shoulo keep all the outside fer of every ‘ocd.

Even papaya should be eaten averyday and you should ¢at 10 papa -, a secds overyday. This helps
remove worms from the stemach. Also, the grass we use for Ganoatli pogia® - dibirameaur (wheatgrass)
is caled green blood and it has the capasity 1o remove toxins from the sody. You should have th's for
25 days. Bitter gourd., clave, custarg apple. cate plum, mint. banana and drumstick arg also very good
for people who are HIV-positive. | don't buy anyining - | only use things that | have, which | can see
around me. This is the power cf medicine, Markeling 18 dong cnly for money, but we can treal
ourseves at heme. Even our foco shoulu rave med-cmal propetiss.

And vou tell people about all these natural cures...

A lot cf pecple who come lo me are very poar, sa | con't buy anything. | cant take monay from them,
aut | give tnem advice atout thngs ey can gat easiy lixe amia, s, nagm, NeArs, poMmegranaies -
straight irom tha trees.

tarler, | had never thought of setting up an organization. But after | gid the first program, lots of people
gtarted comng to my house. | cen't have a family, so | thought that al! tnese peopla can b2 my family and
this can become my lie | never had meetings, but people would mee! with me outsids and drop n, o
wolld read about me in the paper and then chone mea for counssling, So man,- peopie have been ready
to kil thamselves because they have HIV. Then trey ve read about me In the paper and have siopped.

People come 1o my house secrelly. Even though we have a women and children netewars, more mesn
have Sterted comng 10 us, Al firss, | would get scared because | thought they've come o kill me
because the doctors were threatensec by the crgamzation, They woulo come at ryght at argund seven
vl a'mest 9.30-10 at mughtl. The men would tell me lhat they coulan't tell their secrels o anyone else
no! even thapr wives because iney wolld get upsat and comimit sulsida. If thay tried to use a congoem,
thay would gat suspic'cus: it they told the wits to cook good iood for them, she would gat angry and
say, Why can't you eal cramnary food like (e rest of us? A woman's mind 1s very smarl; she Can gaugs
siluaticnis very quickly. I they slocked up on medicings. the family members would gel suspicious. |
felt bad for them and decided that the Women and Crildren Network woulc help man also.

What about the women?

Most women are not educated, they're thrown out of their house Some have young Xids and are
widows Thay don't even have saris to wear, and have broken ¢chappas (sippsers). They are so poar
ang they spend so much money on HIV treatment that they have no money 1efi. Soma pacple come 10
my house but don't have money ta raturn home - | give it 10 them. My salary gets overin 15 days.

| asked for help through the newspapers - for people wne could give education to positive psople,
supply nutrition powder. megicings - not ARV, but viiamins,; proteins; who cou'd give them knowledge
and traning In ayurvedic use of plants. Nobody came ferth, For the ast six months, the mayor of
Mangalore is the only one who helped me. Most of tne people who came aiter readng the pegers were
people with HIV. | asked them what they wanted. They said they wanied tooks for schoal, uniferms
cags, fees for school. They don't leke any med.cines - ngy are very pocr, bul very smarn and cont
have any health problems,
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When vou did the HIV test, did vou also do the CD4 test? How much was it?
342 | didn't da it after tha:

How is your health now? Is it okay?

For the past two 'y':‘ar', | was totally fine. But | didn't have rime to sat, averyone used to hatass me -
posilive people. organizations. even my friends, | am the aluka {zona!) organiser for VALORED. | s'eep
at midnight. and am up at $'x in the moming and start work Immadiately. Pzcpla start coming o ma
My friends felt that | was very arrogant because | refused to form an organization - they used 1o harass
me. | got a lot of mantal tensien and got herpes, My face was ¢lear ezrliar, but now it's pockmarked

pecause of nerpes. | was in hospita! for 10 days last menth,

S0 what did you take for the herpes?
| 100% ayurvedic medicines in the hospital. | ook chandan arishfa (@ pasie of sandalwood), Trey
apnlad this on my body. | alsc lock shatadnou! gniha (8 pasie used to cure hesges by putting < inthe

maouth], and an arams anca to c/aan cut my siornach

But you didn't take any antibiotics, medicines?
Nothing! | was there for 10 days. | was pretty sericus, but naw I'm fine

Have vou had any other opportunistic infections?
| never get fever, cougn. ¢old - anytning

How long have you been doing all these treatments?

For the 1ast two years, Only feod itse!l 1sn't impertant - you need postive thinkng, an ammospherg of

love, you must beleve thal you have power, sire . rescurces to fignt the discase and nct diz. |

veleve this is not & discase, Trefe are s0 many causes for 'cwereg ir*m,ni:',-_ | will never use any

medcinas - f | die, | will dig naturally 1l live & norrnal life. Even if | dig, | dan't mind - that s what | fee

How do vou manage to stay positive?

Al this has rappanad nomy life, tul should | declare that I'm HiV-postve ane oty vl I'm dead?

Evanywhers you ‘oo, vou sea szdress, If you haye expeclations, yoeu wil be unbappy. Earlier, | used

to nave REpESIAtONS from my hushand Now | realise (hat there's no hepoiness i that. | ve realised

re yvery sellish, but now

that your hagpiness and neaca aof mind can ke found within y ple =
deont think like thie Now | am a'one, but | live happly - tnat's my natura Whars the pont af

uthzpoiress? You aie ol unhappinsss | am hagpy and | want 10 lve!

C38 18 [ 0T oy

You had said that you do yoga - do vou do it evervday?
Actually, it you da yoge cveryday, its goad fer yeu. If | have time during the day, | do it. But 2!l day
long. there are-pecole n my nouse, zne if | want t@ do it at night, | fal as!:-:; Thays why for 15
minules every gfternocn, | do shavasan® and | relax Wnile | rgfax, | tre

| never used to think aoout the pans of my o0ody, now

this part, this has a lot ef energy. | need all the parts of iy body 10 0 work

Vo by Ay

F O sdlh g | concentrate ¢n

| lovinqly treat each part of the boay - its celis, benes - anu cor

the kundaini shak!® and the skrast - from tne raooliadnara chexes 16 Ihe sahasrat chekra - | dan'

“nouy the trath Dehing this, nut it Qives me pedce anc NApRINeEss There are seven chakrasin our bLody,
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These extend from tha toes to the head These are our lite - our jesva (soul) is here. | concentrate on
thase chakras, moving from down to up. | imagne the world @s a good place. where everyong is
hanpy, there is no sadness. 5o if anyone is rudz to me, | have the capacity to furgive them. | accept
the negative in ma and iry to improve mysaif

Do you ever turn to prayer or god?

No. | am a trained classical singer and sing bhajans (devational songs). But | am a lover of peopla |
never | thought of myse!f as Hindu. | wou!d not see Chustians differently, Muslims differently. Al | think
about is that they are human beings. If Christ 1s a god, so is Ram, and sn is Allah. People think that
gods are different but | think they're ali the same. | baliave In shakri (a powerful force) - whatever the
shakt. But | don't believe in Ram, Krishna, all thar God is one - if there is 2 god, it is one. God is in
humankind everywhere. We get separated in the name of rel'gion. | go 10 a church. live with Muslims.,
that's why | have never kept a picture of God in my house. | sing God's songs ang prayers. When |
sing, | forget all about my happinass, sadness, struggle.

Istill can't figure out why you started a network:

The reason behind the network is this, thare's nething for people who are HIV-positive - no treatment,
facilitizs for positive people. nothing. No ong even te'ks about trealrment. In government hospitals, no
one listens or pays attention 1o HIV patients, Even if there are beds available, they are made lo sleep
on the ground. They can't move gbout, Even on their deathteds, they aren't given IVs. They're given
very little food, with a litle ras {gravy), and told 10 eat it. No cne chiecks on them, there is no doctor for
them. They don't even have proper counseling.

In my lown there are so many pecpla wha are infected with HIV, but in the whole of our district, there
sl a single doctor 1o see 1o thelr neads. | fa!t very sad seeing this | thought even | might have to fac
this later. Honestly, | used to cry earlier, but now | feel thera’s so much work to be dona 1've written a
letter 10 the Disirict Collactor asking him to ensure that there are two-five beds for HIV patients in 2l
government and private hospitals When | was in hospital, they discriminated against me, so what will
they ¢o 10 poor peop'e?

I have no! formed an organization, but when | jpinad the nstwork, a lot of people started jolning me an
aswing me what to do. 15 peopla came to me and | arranged o feed them rice. | didn't take any money
from them. There is an organisation called Sisters of Charty in Mangalore - | asked them for rice and
nutrition powder for these 15 poor people. | wrote 10 them and started a cialogue with them ana they
gave it | went to the church and asked for clothes and books for these people. This was $0 gocd! So
what's the need 1o form an organization?

A ot of HIV-positive people are ready to do work. Even William D'Sifiva doesn't pay his income 18X (o
the government - his income is about Rs.250,000 (85,500), but gives it to an HIV patient. Sha gives o
massages to other patients. Isn't that good? Our system is such thal we don't spend any extra monay,
like an organization coes. Even if | have to orgenize a program, | tell peopla about my expensas and
they help me. My mcther gives me Rs.2.000 (S45) a month, so | hava a total of Rs.6.000 (3140) per
month including my salary, which | spend on 2!l this. | don't aspire to form an organization. This is the
Karavah NETWORK, not an ORGANIZATION

And what do you'll do?
Wa've dona three workshops so far, One was on increasing seif-esteem and seif confidence. One was
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on food. In Nonh India, gau rmutra (cow's uring) is very famous. | got this and gave it to all the HIV-
posilive people - thay need a medicina for reassurance. The naxt time, they told me that they made
ther own medicing from tha gau mutra and they felt stronger. | was amazed! | didn't drink it though
because it was stinking! But it was good for them. They're all fine.

Do you want to tell me anvthing else about treatment?

| have decidad not 10 take ARVs and | haven't taken them Uil today. Ayurveda research is being done
across the world and | want to spread that. | don't think of ayurveda as a medicine; 1118 natural, just ke
arr is oxygen and we nead it. Water is natural, so is vegetation, It has protens, it's bilter, but we need it
We label it as medicine, but we need all these things. We need to mcorporate sweat, hitter, spicy foods
in our diet - we don't necessarily eal bitter foods - we need to halance our diat

There should be research on this - how to rermove toxins from the body - and this information should ba
disseminated among HIV-positive pecple. Marketing medicings is not good - it should be dropped
People are selling ayurvedic products for Rs.1,000 ($25) as HIV treatment Insteac, we advise poor
pcople what vegetables 1o eal - why should wa spend money? These people waste a lot of money
marketing HIV products. | don't want monaey - I'm happy the way | am. My sisters tell me not to work, to
rest. But before | die | want to remova the faar of HIV from paople’s hearts and minds

What's the secret to your good health? What gives you the strength to go on?

Several factors give me the strangth. Ons Is the environment In which | live and work, which is very
good. Everyona In my offica loves me, soclety has accepied me. On the other hand, the food | eat
gives ma anergy. | don't eat tod much non-veg food. Actually, you shouldn't eat too much of any food -
eat averything in moderation; you nead to contro! your food intake. If you eal teo much non-veg food, it
causas stomach problems, and problems with cancer as well. So you should eal mare of natural loods
Good, saftvi (natural) food is good for you, so that's aiso a réason. It rejuvenates the cells

The mind is also affected by the food you eal. And the lifestyle - baw | live my life | read about
ayunveda, Go out into the community, talk 10 people, teach them, dance, sing, I'm par of their familias -
thera's purpose in my Ife I've found purpose in being an organizer - everyone accepls me and my
work has been effective, | bring about dévelopment of education and tell pecple about the
government’s new education policies

| believe it Is essential that | live, | am needed by so many pecple. So | would say, lifestyle,
environment, food - all add up to living a good life. The man reason | would say is belief in mysalf_itis
important to be able to live with yourself, in spite of all the unhappiness in tha world. | think a lot about
myself - what my character is like, whether I'm good, whether I've hurt anyona. | talk to myself. | find
the answers within myself to live a good life.

But should your CD4 count drop below 200, will you still not take ARVs?
No. because the CD4 count fluctuates. not because of HIV. Even it | gat some other fever, it will drop. |
had herpes a month ago, so it must've dropped. If | don't eat, when | am tense, immunity can drop, If |
think negatively also, my immunity can drop. | think | will never take ARVs - I've decided this. | want o
die without teking ARVs. | want to be an experiment. Pecple keep telling me 10 take ARVs so that | will
live. | tell them | can't just live with ARVs. I'm living well, now feave me alona!
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DON BLISS is 44 vears old. He was misad in the town of Mason, Michiyan, in the United States of
America, and has lived in Chicago, Austin, Washington, DC and Oakland. He currentdy lives ina
tiny apartment in the Tenderlain disrricr of San Franasco. He moved to this neighborhood

reduce his expenses and save money to move to Brazil where his boyfriend lives,

Don is a social worker, collecting disabiliey supporr payments from the government. He was
dragnosed as HIV-positive in 1993, when he found he had unusually large swollen nodes in his
groin. In November 2000, he had surgery for a type of skin cancer and started antitetroviral therapy
in March 2001 as a result of this. He has staved well informed abour the rrearment opnons for HIV

because of his work as a socal worker and hus life as a gay man,

Since his HIV diagnosis, Don has taken nutritional supplements and become more conscions of his
dier. He hac his blood resred every three months and vanes his supplements sccording w his CD4
and CDS counts. In addition o his diet, he places a lor of emphasis on the imporance of a spintual

pracnce and exercise Teaime.

How did vou know vou were infected?

My lymph nodes swelled up and stayed swollen for an inorginate amount of time (three-four months)
That is what started me we -‘r..ng As g man living In those days and timas, | often wondered and

worried about getting nfeg & what prompted me to start worrying about it m & more

concrele way.

| started worrying about it around May, June to Sgptember 1934, | was in graduate school than, and |
dig net want (o be distracted during my last semester, | knew that | wouldn't be able to finish graduata
school if | found out | was infected. But then | degided that | wouidn't be able to finish in any case if |
kept worrying about it and didn't find out. Finally. | went to a tesiing clinic when it became mara

ted In Fzbruary 1985 and fearned that |

distracting not knowing if | was HIV-positive, 39 eventually |

was positive the foliowang month




What was your uunediate CXpPRTIeICe O lmming you were positive? How did you feel?
| felt ke | was in a movie, It was as if | coula see every leal un every lree. every delal! on every car

exlerior. and every stong in the asphall. And | could (el the earth rolating, gravity haking me down. |

felt Lke if it were not for gravily, | would have lloated m mid-gr. |t was a very physical experience

| remember fes!ing numb and In shocx. | do no! ramember tha counsalor of the bulding, althouqgh |
coult take you thare. | simply remember leaving and noticing that ta colors and the datails of the

warld seemed sharpar. crisper. | walkad to the park that was ha't a block from my house, a baautifud
urban park in the middla ot Washington, DC. The 1asung center was six plocks from my house: |
smoked a2 cigarette, which | tend to do when I'm depressed or stressed. | can't remember if | was

smoking regularly at that point or had bought them for the occasion

And then, | just s2id o myself, "Well, I'm not dying right now, s0 all trere is 10 o is keep on lving.’ |

began going about my daily routing pretty much as before, although | did bagin reading all | could get
my hands on about HIV and seeking out support syst )
communities and causes of peoplc who nave HIV.

ve myself in the

Did you share the disgnosis with loved ones?

I gign't tell 8117\;»!‘:&: for a couple of weeks. not even the J;y\.luA ierapist | nad teen seeing for a few
months. Finally | teid him. Then I‘*'d a classmate with whom | had grown close, about six weeks later,
and she was slunned thal | was deafng with tus. | didn't tell anyone else until | graduated seversal
weeks [aler, becsuse | didn't want o be inundaled with (elephong calls and have to deal with thatl while

finishing my degrea

| then wrota a latter which | sent to ezch of my friends and most of my famly members taeling them on
the bac% whorn | haa told and invting them o shara it with whomavear thay st comforiable in order to g
tha suppon they resdea It was n‘r.c".'-.r't to ma 10 tell each one of them in the same way

relaticneh’ps in the sama way. even though they didn't appreciate gatting the news in te form of 3 lenter

0 honor the

b

Did youn experience iliness after becaming infected?

n

A few wesks after | paliava | was axposeq. | qot sick lixe | hava naver heen sick bafore or singa. | was

S0 nauseated that | cou'd hargly mave - | had to e periactly still in my bad. My hody feit ke it had an

eleciric current running through it, lixe somecne had plugged ma into an electrical socket And | got 2

rash 2!l over my body of tiny hives Despite the faot that | was in

ashington, DC. an epice neither my primary care doctor (known to be gay

frizngly in the days ly gay doctors) nor the dermatologist mentioned HIV

he dermatoiogist cven did a biopsy on a couple of the spots

| wasn't acutely sick after that, but was chronically sick in the sense that my Gl symptoms, my gastiro-
ntestinal symptoms, worsened. Even before getling HIV, | had a sensitive G s,s:enr 2 'nervous
and | would get chronic coliiis,

igued. | was more sensilive o manuana and cgarelle smoke (if | smoked even a liflle

mariuand and then only one cigarelle. | could gel exlremety nausesled), my apopelle coulo pe iffy, and

so on. In otker words, | began o have some lype of symptoms prelly much right away.

What treatment did vou take?

At the tima of my diagnosis, AZT was the only choica in terms of pharmaceuticals. | did nat want to
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What was your inunediate experience on lc.-uning you were positive? How did you feel?
| felt ke | was in a movie, It was as if | could see every leal on every lree. every delal on every car
exterior, and every stone in the asphall. And | could feel the earth rataling, gravity halding me down. |

ke if it were not for gravity, | would have floaled i mid-gr. It was a very physical experiencs

| remember fesling numb and in shock. | do not remember the counsalor or the bulding, although |

could take you tnare. | simply remember feaving and noticing that tha colors and tha datalls of the

waorld seemed sharpar, crispar. | walkad to the park that was half a om my house, a baautifu
urban park in the middle ot Washington, . Tre 1asting center was six tlocks from my house. |

smoked 2 cigarette, which | tend to do when I'm depressed or stressed. | can't remamber if | was

smoking reqular

f at that point or had bought them for the occasion

Ang then, | just said to m,‘:.‘:-lf Well, i'm not dying right now, o all there is 10 do is keep on lving.* |
began going about my daily routing pretty much as before, although | did begin reading 2l | could get
h :

my hands on about HIV and seeking out support systems and ways | could involve myself in the
communities and causes of peop'c who have HIV.

Did you share the diagnosis with loved ones?

I gicn't el anyone for a couple of weeks. not even the psychotherapist | had been seeing for a few

montns. Finally | t1¢id him. Then | 10/d a ¢lassmate with whom | had grown close, aboul six weeks later,
and she was stunned thal | was dealfng wath tus. | didnt tell anyone else unll | gredualed several

L

weeks [aler, becsuse | didn't want o be inundaled with (elephone calls and have o with that whi'e

finishing my degres

| then wrota a atter which | sent to ezch of my friends and most of my famly members, taling them on

lhi bac wh

I had told and inviing thern {0 shara it with whomavar they felt comforiable in order to get

the supporn they nesdeg It was imporiant 1o ma 10 tell each one of them in the same way. o honor the

relationships in the sama way, even though they dida't appreciate gatting the news In e form of a les
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What treatment did vou take?
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Since adding antt-retroviral therapy, van vou describe any changes in vour expenence of

managing yvour bady aver this ime?

m net sure ke | hac qulle & ima in soms ways a0jus: o to lhe
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What do you think other peaple could leamn trom vour treatment experiences?

5 about what it
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d | WO _,O - _,_1 o

it's g/l impartant. And
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AMINA ACHIENG 15 a 56yearold mother of three children, She ives in Mombasa, Kenyu, and is
the chairperson of the Socicty of Orphans Against HIV/AIDS Network. Amina tested positive in
2000, Eur resolved not w use anti-terrovinal therapy. Sinee 2001, she has been using herbal thermpy,
and stres<es the importance of spiritual care. Amina also vses musical therapy to relieve stress, and

keeps herselt updated en new alternative therapies by surting the Internet.

Please tell me a little about vourself.

| was born on 3rd May 1968, | be

vwds DO n

but | live in Mombasa In 1286

Buslimn from Mombasa, and char

religion from Chnstianity to is'am Currently, | work 2s the ©

Aganst HIV/AIDS Network in Mombasa

When did vou know you were HIV-positive?

My husband maoved in with a woman whose hushand. | suspect. odied of HIV/AIDS. Finally, in 1883
raiced this issus with Kim, but Re told me that as a Muslim ma'a ha is entt'ed {0 marry even 10 women!

He then told his new girifriend about my concerns and h

D

and they demanded

us at the Africa Air Re

rned that she had bribed

the doctor, bacause my husband is now at the stage of full-bicwn AIDS, while his other wife is ¢n

1. The Luo tribe & the largest of Kex 2 eups with & poputaton of .2 mdson who suryvve by farmng
and fiehing

2 A astrot n Westarmn Renya




ARVs. After the results, | could never live peacefully with my husband. This was four years ago.
in 2000.

| decided to get ancther opinion and went for the fest again after three months at Kibera Community
Scif Help Program (KICOSHEP) andd the Kenya Medical Ressarch Institute (KEMRI), but the result still
came positive,

Did you experience any illness during this time?
| used o have & dry cough and earaches all the time but | never knew what the preblem was. It was
only when ha test cama positive that | realized the problem was because of my stalus.

What was vour immediate reaction on learning you were positive?

| was angry, devastated. especially when my husband and his cther wite said that | was tha only one
who was sick and they were not. | was lost for words and felt betrayed, because | knew that | had been
faithful all along. | believe my husband thought that he could buy everything with monay, He
abandoned me to live with his girifriend and | had no emotiona! support from anyone.

My husband moved out immediately, but continued to say that he was my husband. In 2002, he gave
me a divorce under the Sharia law. We had three children. Two girls and one boy. They are now 16
years, 13 years and 8 years old. Now two of my children live with my sister and my eldest daughter is
in a boarding school.

How has your health been since that time? Had you already been ill before?

God has been on my side. | have never had major ilinesses apart from littie infections. At times, | get
pounding headaches and leal iatigued. Occasionally, | have got malaria, which really affects my
immune system. Bul generally, | am very healthy because of the way | live. | am realy careful about my
health and take a lot of precautions not to fall ill, even about getting the fiu.

Who has helped you and in what ways?

First, | ried to help myself by trying to accept that this had happened. Although | grieved about it -
knowing that | had a terminal disease that leads to death - being a community health werker helped
me. Since then, | have volunteered with Mapendo Induction Women's Association and Action Women's
Association on AIDS, both organizations supporting women and children living with AIDS.

Befora | started my current work, | volunteered with Mapendo. We used to do counseling and that is
where | learnt a lot of information en HIV/AIDS, and on herbal treatment. This experience made me
realize that | was not alone in the fight against HIV/AIDS, and with proper information and the right
attitude towards Iife, | cou'd conquer anything.

I also had the knowiedge and foundation of posilive living and this has also supported me a great deal.
| got support from members also working in the areas of HIV/AIDS in tha region, and my family really
played a tremendous part in coming to terms with the diseasa. They took care of my children, which
they still do. Currently, two of my children are staying with my sister.

| also surf the Internet to get the latest infermation on treatments for HIV/AIDS and how the disease can

be managed. | share my experiences with other people using herbs and knowledge gained from
herbalists.
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But my mest memorable experience is what | lzarned from herbalists and traditional doctors. Most of
all, spiritual care is very important. It gives me encouragement, strength and peace to fiva, | also usa
musical therapy, which is very important, It makes me cry when | use it | really cry my heart out and
remove all the stress in my bedy, and try to chenish the good moments in my life.

Which therapies have you continued to use up till today?

Becauss of my knowledge of positive living. | knew from the word go that | should five healthy by
ealing & balanced diel. So as soon as | found out | was positive, one of my friends told me about neem
At times when | feel fevensh | boil the bark from the neem tree, When it has boiled, | inhale the steam
and it unblocks my chest, especially when it is congested. Drinking the mixiure aiso treats malaria. |
used 1o take it once a week, but now | take it only once a month, when | have flu. | onty take it for three
days 2t a time This is because | do not want my system io get used fo the medicine.

| reqularly use a harbal medicina known locally as maruhany, which 1s a cleansing herb thal helps clear
the digestiva system and keep it c'aar of worms. | mix this with another herb called mouringa, which is
an immune booster. Mouringa is a plant regularly used by Indians, which thay eat with their food. |
blend the two medicines and drink this everyday to help build my immure system | also use rmaruhant
10 remove intestinal worms, which are a problem for people with HIV. Pumpkin is also vary good for
worms if you eat it frequently. | have never experienced any side effects with thesa medicines.

| also use ancther herb, focally known as subili, which Is a species of aloe: it is Iike charceal and very
bitter. | use it to clean my bicod and | take it every day as well. | 2lso use another Indian herb, jambid,
which | buy from the local chemists that sell indian herbs and medicings (Duka ia dawa). | mix it with
water and make it into a drink, which removes impurities from the blood. It is used to treat gonorrhea,
diabetles, ndigestion, and diarrhea. Consilk. a herbal tincture, is also available as a powder at Indian
shops and is used 10 treal diabetes and bladder control problems.

When | have not eaten anything for a long time, | tend to get nauseous. To avoid this, | drink plenty of
water to cleanse my system. In fact, first thing in the morning, you should dnnk the fresh juice of a
lemon, but if you have ulcers, you should dilute the juice with not water and drink it.

| have been using herbal therapy since 2001.

Have you tried anti-retroviral therapy?

| have never taken ARVs since | found out that | was positive because from the teginning, | knew |
would not be able to afiord it My doctor also told me that if | take care of myselfl to make sure that my
CD4 count does not go down, | can live a heaithy life by using herbal therapy.

| have not tried anti-retroviral therapy. | don't even think about it, after considering and understanding
the usage, side effects and facts about anti-retrovirals and their guidelinas. | have ssen my colleagues
go down fast due to the side effecis. From some of the experiences my friends have undergone,
people on ARVs are prone to anemia and lipodystrophy3, among other ilinasses, and we have realized
over long periods that the drugs appear to be causing side effects that were unheard of years ago,
which is scary

| studied aboul anti-retrovirals and the latest information about treatment guidelines in Seattls,

3. A ciscecor of sdipose (fatty) tissue characierized by @ selective 105s © body fal. Patiiess with bpodysirophy have a tengancy
10 develop neuln resistanca, dlanetas, a righ trighycerica level and fatty lver,
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Washington. | also Interviewed people on them, If the policies of donors and the Government of Kenya
do not reflect those who have already started ARV treatments, and where they are and how their viral
load is reacting, and also which treatment 18 working and which ones are nol, then there is no policy
that we can say is goed for those who are positive ke us.

| sea treatmant as a lifetime therapy - once you start, you have 1o continue. But what if in the long term
you canno! afford it and the viral load reverses and mulliplies even faster? in my opinicn, lirst 4 healthy
diat is essantial. This 1s what many ot us are ablg to follow. | chose to use alternstive therapy along
with good eating habits to complement each othar because the side sftects are not as toxic as anti-
retrovirals, and this is cheap and best if properly administered, because it is natural | felt it was battar
10 try herbal treatment first and see how it worked with me.

What problems have you had while using herbal therapy and how do you treat them?

When | have thrushi, | take qarlic, remove the skin, and then | use a clean cloth, dip it in white vinegar
and then wrap one piece of gariic and insernt it in my vagina, especially after my periods. This really
helps to clean all the impurities. | normally put it in the moming and every evening for three days.
Garlic especially helps with opportunistic infections and also with the digestive system.

Sometimes | chew garlic and ginger together, followed by a drink of hot water, or else, just gargle with
salt and hot water. It is very good for sore throat, which | get often. Nduma (yam), when peeled and
chewed raw, also helps in treating tonsilitis and throat infections. Moreover, | apply this ginger-garlic
rmixture o mouth wounds.

When | have rasheas, | usa coconut ol mixed with sim sim (swest potato) and apply it on my body or face,
and this also helps a great deal. The othaer allernative is aloe vera scap, which we make ourselves as
women who ara fving with the virus. Aloe vera is also very good if you have very dry skin. You can blend
aloe vera with Vassling and than apply it to tha skin, This is also good for spots. Soma people infuse
neam in water and then wash children in the water. It is good for boils, herpes, rashes and dry skin

For lack of appetite, | use a powder made from a tree found in the Coastal region of Kenya called
afuyawanda. After blending it, you put it in the mouth, and it not only increases your gppetile bul aiso
cures mouth sores. Mkambera from Western Kenya also does tha same. Anolher herb that s geod for
loss of appetite is coriander. On tha Coast, there is a lady who blends cannabis sativa (manjuana), and
If one uses very little of this, it also helps with appatite

| live normally and eat normally Ike any other person. Tha only difference is that | have to watch what |
£ar Itis important to be careful with what you eat. | eat a 1ot of vegetables, About twice a week, | blend
garlic. ginger. red onions, gresn papper, and at times mix them with bananas or oranges and drink the
juice. This helps my body 1o become healthy. The other vegetable | use for my cigestive system is
locally calied muchunga, it is very bitter but very useful.

What other herbal therapies and treatments have you learned about?

For people living on the coast, malaria is a big problem. | have learned that they take the leaves of the
meahatma bush and Doil them. The concoction is very bilter, 50 people generally inhale it as steam with
a towel over their heads, but it is better 10 drink it. It is & strong medicine and can only De taken for
three-five days.

A yeast in‘ecton of the mouth and threat. characterzed by paiches of whae, causes by the fungus Candida albicans
5 A lealy vegatable grown by tha Tata trina. It s very hettar and many paopls don't kka 1o usa it bacauss of this It i normally
cooked by bodng o fryng

I




If | get uvimbe (swellings of the glands), | treat this by using comfray powder (blacxwort), which now
comes pre-packaged and is easily available. | mix a spooniul of powder in water and drink il
Sometimes when | am very stressed. | get nosebleeds. | find that the best way to deal with stress is
through massage, taling to someone of listening to music.

For me, harbal treatment has worked, For example, whenever | lose my appetite, | use coriander, and it
helps me with an allargy | develop from ealing meat, At times | get darrhea, especially when | eal
outside my housa and whenever | travel, When | got typhoid, this really disturbed me a great deal, but |
used blue qume. | mixed blua gum with lemon in het water-and drank it thrice a day for a week, and it
worked. Since then, | have recommeandead it to people who have also used it a lot. Another thing that is
good for diarrh2a is ta swallow a few papaya seads

In the beginning, | really used to worry about my tuture and that of my children. | went through
depression and developed ulcers. Through research on the Internel, | read that a mixture of soya
beans and blug gum ¢ould treat ulcers, | did not use the blue qum, but | gt beller.

Another thing | use is turmeric. | mix the powder with water and drink it averyday when | feel | need it. It
Is good for purifying the dlocd. for stomach problems like swe'ling and gas, and for coughs as well, if
you make a paste with the powder, it is very good for healing skin preblems such as boils and wounds
since it stops scarring and bruising.

Besides neem, do you use any products from trees?

The barx of tha mxokoraanda ree, which grows in Tanzania, is brought to Mombasa by fraders. You
boil tha bark and drink it. This 1s gocd for menstrual cramps and cloiting. as it dilutes the clots and
aasas tha fiow. It is also gooed for easing muscle stiffness and cramps, as well as for trearing bronchitis
sinca it cuts down the mucus and bloed. | use it to ease the stiffness In my muscies sometimes

Cageria Americana is another trea from Tanzania. You bod the bark and garg'e with the liquid 10 ease
sore gums, Anoinar tree, also from Tanzania is Cageria Africana. Again, you beil the bark and drink it
This is good for easing arthritis, numbness of joints and waist pains. It helps purify tha system and
reducas discharge from syphilis. The muda tree is grown on the coast. Chewing the bark and the twigs
and swallowing your saliva helps lo ease problems with amoeba and hard stools. Boiling the bark and
drinking tha liquid is good for hiharzias?, gonorrea and blood in the urine.

Finally, mtungukuia is a brownish powder, which has a texture like sawdust. It is imported from
Tanzan'a. You mix the powder in water and boil, and then drink helf & cup. This is good for 2asing
stomach pains when it s tight and painful. It is also supposed to be good for asthma.

Do you regard your approach to therapy and treatment as holistic? Is one treatment or practice key?
| regard my approach to treatment as very holistic. | use herbal treatrment, which | combine with
spiritual therapy. Since | started using this holistic approach, | am proud to say that | am so healthy,
you cannct even know that | am positive unless | tell you. | also regard othar treatments, therapies and
practices as complementary, especially when dealing with opportunistic diseasas. For me, lreaiment
includes emotional, physical. nutritional, psychological and. at times, modern medicing o lreal
cpporluristic diseases,

& Tree qum from e eucaypius trea
7. Alzo known as Schtosomiass, ff & a worm in‘ection acquired through contact with fresh water in some tropical end
subtropical regens
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Do you feel vou have a good sense of the various treatments available for AlDS-related illnesses?
| get the latest information and health advica from books, newspapars, doctors and herbalists. | read a
totl and alsu do iy own research on the Intarnat, among other places. The zadvice | get from doctors

and health practitioners is usually holistic (mentally, physically, spiritual, emotional and psychological)
for positive living. You can't separate any of these figlds for they are intertwined. And putting this

legether, | 1eel great changes.

Ihere is a wide range of anfi-relrovirals that are avaiiable and no government guidelines on their use
Therefcra, | sironqly believe that there is need for the government to publicize the ARVs, which seem
0 ba working best They should also recommend anti-retroviral therapy as an altemnative, not a
panacea for treatment. There s also a need fos adequate data

Sa the question | would lixe to ask now is this: Are people who are starting ARVs fully aware about what
thay are getting into before they start? | am lucky that | have afl the information 0 know what | am
getting into and the side effects - what about them?

My experience with the virus has shown me that at times those who are infected are so timid and they
become more vunerable, 50 that they fail to reason and ask gusstions. For me, treaimant therapy is
effective if one has basics - good health and feod. You cannot use anti-retrovirals on an emply

stomech

Do you go for CD4 tests and find out if this treatment is working for you?
I normally get tested once a year, and whanever | have opportunistic giseases | sea my docior. One of
the thngs he dees s to test my CD4 count. Currently it is 500

How has money, or your financial situation influenced your treatment choices?

At first, it was very expensive 10 uss a bot of lood supplements, and going for extensive therapy dried
up my resources. But sinca | started using alternative therapy and locally nutritious foods, all that has
changed. | can say | am in charge of my life ance again and | kngw what to eat at what times, and
when | am ill, | know whal o epply

Have you changed your life in any way because you are positive?

Yes, especially eating habits. | make sure | eat a healthy diet In fact, | am even more energétic and
sctive. Experience has added passion to my work Sexual practices, ro, | have not had sex since |
found cut | was infected and my husband treated me badly. But what | do know is that when | am
ready to do it again, | will definitely usa condoms, because | know if | do not protect myself against re-
infection, | will expose mysalt to various strains of the virus. This is what | usually tell my colleagues.

| hava abstained not because of fear but because | made that decision, Spiritually, yes. This
experience has brought me aven closer to God; it has made me realize that everything is possible, no
matter how tough it might be. God c¢an pull us through if we want.

Have others changed in the way they respond to you when they learn you are HIV-positive?

Yes But now they don't believe their cyes when they see me healthy. People have a wrong image and
view of people living with HIV/AIDS. They only see how positive people ook - | mean thin, scanty hair
coughing - and that is why the rate of infection is always nsing

@
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But for some, | have becomne & role mode! after sharing my experiences with them and the success of
tha alternative treatments/nealih and nutrition and how well it has worked for me, | think we have
reached out to more peopla who don'l have knowledge and such expernence, only 1o be able to help

them with what is within thair reach, especialily 1o those who cannol afford treatment.

What have been the best and worst aspects of your treatment experiences?

The best aspect is that tha harbs | have bean using don'l have side effects and are helping, they are
cheap, and they keap ma healtthy The bigges! challenge is menltal health, which brings ma {atigue.
Because of my children's future, | tend 1o worry a lot, but now | take life in my strice

If you could go back to when you first knew you were positive, what would vou do differently?
Be composcd, not panic and take life each day at a time bacause anybody can get infected

What can others learn from your treatment experiences? What advice would you share
with others?

It is important to assess, learn, and ask questions, gather &l the information. as much as possible
Share with health providers. doctors and friends, and seek a second opinion before you can stant
treatment. Gather information and knowledge. lalk 1o people. and try using herdal medicing - you won't

regrel 1L
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SONGSAK REONGSAWAD, a 33yearold nanve of Chiang Mai province of northern Thailand,
has been living with HIV since 1989 when he was a college student. When he was in the third stage
of AIDS, with a CD4 counr of zero, he decided 1o end his life - but it was his willpower that helped
him to pull through and recover. He has taken anti-retroviral drugs to boost his CD4 counr in
combination with rradinonal medicines and alternanve treaunents, most of which he taught himself,

In the future, he hopes to pursue his Masters' degree and be accepred complerely by sociery.

Could you tell me about yourself?

| have been living with AIDS since 1989 when | was 19 years old and studying in a vocational schoal.
At that time, | also taught at a vocational college in Lum Poon provinca, but the salary was low and |
nescded money to cover my tréatment. So 1 cuit my job to work with a telecommunication company as
an engineer.

How did vou get infected?
| had sex with prostitutes, and also with my classmates. | didn't use condoms. | knew what condoms
were for, but | had no idea where to ge!l them and was 100 embarrassed to ask

How did you know that vou had AIDS?

| developaed symptoms in 1932. | would fall i1, ge! fever, have a running nose, and then recover. but
there was no reason for my ilinaess. This wenl on for some tme, My condition matched the symptoms of
HIV that | had read about in a leatiet. So | went ta have a blood test at a public health center. A hea'th
staff member there asked why | wanted to take the tast and what | would do if | had HIV. | told him that
| would commit suicide. So he refusad 1o lat me do tha test. Then, | went 1o the center for the second
time, and they asked the same question and my answer was slill the same. S0 my reguest was

2
3
3
3
3
3
3
i
1
3
!
$
:
3
' 3
<
2
3
3
3




SUNGSAK REONGSAWAD

rejected again, The third tirna, | told the heaith staff member that | would take care of myscit and they
syreed o test my blood

The results indicated that | had HIV. | didn't believe it at first. | repeated the test for a second time, then
apain ang again, mostly at anonymous clinies and private clinics around Chiang Mai. The tes! fee at
that time was about 120 bah! ($2.95). All test results confirmed that | had HIV. | cried &l the limes. even
when iraning clothes, going to school. or ridng my bike. | had no appetite for a'most & month. A health
staff member referred me to COC 10 (Commanicable Disease Control Region 10) in Chang Mai for a
PCPL preventive orogram

| asked them how leng | would be able 1o live. They said if | took care of myssif, | would be able to
survive anather five years, bul if | Cidri't, I'd have only threa years laft, | was stunned. | hag no hope of
survival | had no idga about medicinegs and how to cure the dssass | did not dare 1o visit a haspital
as | was 100 scareg that my secret would be revealed (o uthers. My parents dicgn't know about i1, Only
y doctor ana | did.

3

What happened then?

At that time, | taught at a vocationat college. Once | heard about my postive SIatus. it 10o% a long time
pefore | could summon up courage and resume my daily activities. | quit drinking and smoking, ate
goed feod and sleot well. From tima 1o tims, | developed a cough 25 | was in air-condtionsd rooms

most of the ime

During that time, | was also studying at Ratchamong«el in Chiang Mai for a Bachelers' degree in
engineering Studying. teaching and my hectic lifestyle made me forget abiout HIV. | didn't even have
sax with others, Fight years 1ater, when | started working, the sympioms developed again.

Did the company require a blood test In its application? Did you pass the company's health check-up?
A general check-up is required, including a blood test. | 10/d the nurse who was in charge of the
check-up that | had HIV. She still requesied me to have the blocod test. Sha wasn't wearnng gloves so |
cautioned her before withdrawing my blood. She dida't seem 1o believe that | was living with HIV, but
thanked me for showing responsibiiity [10 others' health]. | was afraid she might get HIV from me so |
agmitted ta har that | was positive

Four years later, thare was another .annual health check-up in my company. My blcod report showed
that | had problems with CD4 and lymphocytes. | hid the health report under my desk, fearing that
others might find it

Was the CD4 check included in the company’s health check-up policy?

Yes, it was a company policy. Later | had another test at Chiang Mai Rama Hospital. | requasted my
doctor not 1o report my health status, but he insisted that it was his duty. | felt anxious, imagining what
would happen if my boss found out. | became increasingly weak and o'ten took days off from work
One day my boss asked why | visited the hospital so often and | told him | had HIV. Ha reportad this to
the company commitice in the Bangkok office. and | was paid to leave my job.

How much did the company pay you?
They paid me the equivalent of six months’ salary. | had consulled & public health siaff mamber about
whether 1 should inform the company of my HIV status. They suggestad | should, so that the boss or

1. Praumocystis carns poeuTonia
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the company could help me out But | thought that i | reported my HIV status to the company, it cou'd
be a two-edged sword; | could get fired quickiy.

Did the company have a policy of hiring employees with HIV?

Not at tnat time. | understood that | lost my iob because | couldn't work efficiently due 1o my health
status. According to a labar law, empioyees who leave their jobs withoul a good reason centinually for
three monihs must automatically resign. The company used this condtion to trick me; they let me take
leave for three months and then asked me 10 leave. | was very disappointed. | begged them fo let me
keep my job, but was rejected after al

At that tima, tha owner of tha company happened to visit our area for a national slection campaign. |
wrole a lattar to hirm, which | sent through hvs secretary, requesting my job back, even without salary
Instead, he gave me ancther 50,000 baht ($1,250). But | just wanted my job back. | didn't spand tha
manegy because it could ba used up. | had already speant maest of my savings for my treatmant, | chose
to go to private hospitals rathar than public ones so | cou!d keep my secrat

Finally, | asked my father to apply for a loan, which | used to establish my own IT shop. The revenue
was used to supporn my family’s expenses and my sister's treatment She also got HIV but passed
away In November 2003. Sha gat the disaasa from har boyiriend. | had twa siblings: now it's only me

When did vou tell your family that you have HIV?

Not until 1938 when | had a PCP treated at a private hospital. A staff member asked meo about my daily
life and if | knew the cause of my health problem. | told her | had HIV. She laughed. saying 'Oh, you
knew it alteady?’. and | said | did. She then told my family about it. Thoy all ericd

Where is your IT shop? Is it doing well?

My IT shop is at home In San Kam Pang district. I've operatod it for throe yoars. Business Is doing okay. In
the public eye. an Internet shop is regarded as a bad place for children. People beheve thal this business
lakes advantages of innocent children, Police often come check my shop. But what eise | can do? | don't
have any ather things to do. | have asked for the governmeant's halp but never get an answer, Every time
thay end up with meetings and more meetings. and I'm fod up with waiting for the government's decision,
I neaded money, so | struggled to support my family. My friend gave me this idea for business

Your friends at the company knew about your status?

Yes, | told them when | was about to leave the office. | wanted (o test their sincefiy, and whan | linally
told therm, | found that my friend and his family were very nice o me. When dining together with them, |
use my own glass. which has a mark on . | also usé my own Sarving sSpEens, | aven usa my oan
serving spoeons and glass when | dine with ry family at bome and when | eal oul socially. | wanl to
make them feel comiortable

What were the reactions of people when they found out that you were living with A7
They changad. Thay becamae distart, started to avoid ma and gossiped about me. Even my relatives
forbada ma to usa tharr {oilais

And has their attitude changed since?

Yes. My relativa’s daughter also had HIV, which sha got from her ex-husband Sha got infacted at
around tha same fima as | did, but didn’t tell anybody except me. Even her parents didn't know. |
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would take her 1o doclors, but her family misunderstood the reason. | was slressed because hef
parents would curse and accuse me when | took her lor medical trealment. It wasn't my duty to be
responsibie and bz emotionally abused for others as well | couldn't stand itl One day | teld her
urother, whom she worked with, to let her work at homa since she couldn't work cutside. We both felt
more comfortable once her brother undersiood our position. | told him that | could take her 10
participate in any treatment program, including an ARV program

Has your lifestyle changed after the infection?

Yes. | dnnk only boiled water. not iced water, 10 avold coughs. Iced water causes the body
temperature lo drop 1o below 37 degrees Celsius, which means the body must usa more energy (0
heat itsali, | a'so avoid marinated cr raw focd because it is full of bacteria. | avold chemical food and
sodas. Not only my eating habits have changed, but I've also started resting and meditating

What spiritual activities do vou follow?

| mediiate in a sleeping posiion. It requires me to conceniraie on dbreathing in and out. | did it every
day when | was in the third stage of AIDS and my CD4 had fallen to zero. Now | meditate less
frequently because I'm back in the first stage [of AIDS]. | tola the doctor that | was sure that | wou'ld
make it, and reverse my stage from threa to one, and | did it successfully. My CD4 has risen 10 481, My
viral load. which Is now 130,000, was reduced to 400-something. | am currently taking anti-retroviral
drugs and also consume harhal madicines.

Alternative therapies and medicines help to pravent you from felling into the second stage. It is an
cplion while the anti-retroviral drug is expensive. But when my HIV infection increased and my white
pload cells couldn't fight back, | had to take anti-retroviral drugs. But | didn't quit the herbal medicine
pecause | was confident of its etfectiveness

So far how long have you taken the anti-retroviral drug?

Since 2002. Tne first time | took it was at Mae On Hospital. | have been using the sama formula &ll
along, | have also used mara kee nox (bitter cucumber) and fa talal jone (a local medicinal plant) even
before capsules were available. The good part is | can reimburse the herbal medication expenses from
my health insurance now,

Besides eating modifications, what other behaviors or changes did you find in yourself?

Now, | control my mood and temper, and make sure | take enough rest. | know that medicine won't
work if the patlent is stressed oul. Stress leads to physical effects Ike readache, high pressure, haart
problems, fever and weakness. The mood is more important than Yrugs and exercise. However,
exerclse helps releasa good chemicals in the body.

Could you please tell me about your sexual life?
After tre infection, | used condoms every tima | had sex. But since my symptems emerged, | have not
nad sex

What other illnesses besides the third stage did you suffer?

| had PCP for three or four years. The drugs were so expensive - it cost about 50 baht ($1.25) per pill. |
couldn't afferd them, and | didn't know how 1o take the medicings, or that | would have (0 take the
drugs continuously for prevention. Moreover, | had a fungal infaction in my brain, swollen pancreas
and enlarged tymph ncdes. So | had to use the anti-retrovirals to cure tham
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Cnice | was seriously [ll and was admitted in the hospiial under a heart stimulation device. | had to spend
about three months in the hospital every time | was admitted. | weighed only 36 kg, while now my weight
15 59 or 55 ki. depending on my food and rest. Carbohydrates make me gain weight. | toast bread
belore eating il to ensure there s no fungus. | don't eat white oread, or breads with baking powder

Overall, do vou feel better now?

Much bettar, but | still cough and catch cold from time (o time like ordinary people. | have no more
poxes; | spaked ma grude (lime) juice and applied 1 as AHAZ treatment all over my body for three
maonths until all the poxes weare gane

Who advised you about the ma grude treatment?

| experirnented with it on my cwn. | have seen TV commercials about AHA and had my facial skincare at
Pan Cosmetic. Thay used a treatment comprising of AHA So, | had an idea that limas and ma gruda can
be good substitutes. Twice a day, | applied the juice over my body and left it there untl it was tima for my
dailly shower. Wnen | 9ot a bit better, | washed it off when t dried | was also bald eariier because of HIV

Did you consult physicians about this treatment?

Yes, They warned me that | might be allergic [to ma grude and lime] or get inflammation as a resu't of
acid. But | wanted to give it a try. Before | had poxes all over my face and body, and my haad was
bald, my har turned gray and brownish, Now | don't have a skin problem, and my hair has grown
back. | have discussed this with a doctor, and he told me that human cells could be repreduced well
undear acid crowmnsiances

Overall you're doing well, except catching cold once in a while, is that right?
Now I'm healthy, but what isn'l ckay s that | wan! my quality of life back. | want 1o get back 10 work. |
want to get my Masters’ dagree but | haven't yet received a scholarship. | need to get my medicine too.

Please tell me about your treatment experience. Besides the anti-retroviral medicine, do you take
vitamins?

Yes Vitamins help with appatiie Even 8 simple fried egq became tasty, | take vitamin B complex
averyday. | also exercisae and lift weights everyday for 40 minutes. Now my appetite is normal and | can
slaap peacatully

Do vou eat home-cooked meals?

Yes, bacause the food sold outside contains substances thal aren't healthy, ke animal fat or
vegetable fat made from coconuts It confains unsaturated fat, which can giva you rashes Loca!
people believad eating coconuts cou'ld resuit in an allergy. | avoid everything that could give me an
aliargy and affect my CD4 count: | do everything to keep my CD4 ccount high to fight germs. | ook after
mysei! as best as ! ¢an. | eat seasona! fruits ke oranges | don't eat meat or veal, but pork, fish
chicken, and vegetables are acceplable

You're quite well informed on health and treatment. Where did you learn about this?

From my hands-on expariences and extensive reading. | have never atended any seminars. | have
already learned 1o take care of myself. Mostly, | leamed and trizd things on my own | carefully
cbserved what would happen 10 me after each experiment or iliness. Therefore | can tefl what is good
or bad for me, | always note this information down in a book about my treatment records

2 Alpha-hydraxy acide anich ara widely introcused 1o usa for tain care and treatmant Nnowacays
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What else do you do other than exercise and meditation? What about herbal treatment?

Since 1297 evaryday | have four capsules of kamin chan (turmeric) and mara kee nox. It has becoma
a habit it | torget 1o take the capsules, | feel ke something is missing. | want t0 take the completa
dose because | hope to live without anti-retroviral drugs, and also so that my sympioms do not return

Have you used ya mor (traditional medicine in pot)?

Yes | did, but not anymere. Whenaver | hear about good medicines. | o in search of them. As for ya
mor, | tried it and found it ineffective and likely to contain fungus. | saw that when my father simmered
ya mor for muscle pains and set them aside for a while, fungus appeared on the surface. | dared not
take it. So | decided o use better, cleaner herbs?,

Did you ever use holy water?

Yes. My parents and friends went 1o pay homage (o the spirits as they thought | was ill because of dark
magic. After all this, | have realized that it is all about the power of my mind, The mind must believe |
have to live, | wan! 10 trave! to rice places, When | was admilted at the hospital [during the third stage
of AIDS], | crieg with my docter avery moming. A nurse sad 1o me that if | cidn't have the will 0
survive, no drugs would te effective. She asked i | balleved in willpowsr. | said no, but | wanted o try.
Tnat was tha first time | learned to meditate

At that time, | couldn't meditate in 8 sitting posture because my back hurt cug to the effects of
Amphotencin B. Bafcre learning meditation, | relied a lot on Pathidined, but one of its side effects
was that my body was unabla to gigast food | vomited after avery meal, but | neaded Pathiding avery
six-eight hours to ease the pain

A nurse cautioned ma that | was addicted | said | don't think so. | just wanted it to feel more
comfortable. Only 15 seconds after the drug was injected through tha intravencus tube, | could fee
peaceful, no pain, and could sieep. | told tha nurse that | was not addicted to the drug. and | was
going to prove it to them, Finally | successiully decreased my demands for Pethidine after learning and
practicing meditation. | gradually recovered, and could also eat normally and had noe more digestive
problems | feit healthy and energstic. A HiV patient in front of my room used morphine to easa his
pain, which was worse than ming, Some medications have side effects, like making cur tones hurt or
our heads bald. It ook three years for ma to recover from tha third stage of AIDS

Do you still meditate in the sleeping posture today?

Yes, and sometimes | do meditation while | am working. Sometimes | get siressed at work | alent
myself by sticking a piece of tape to my forehead. This Is a test of how much stress | have when |
frown. Some patients might use mirrors 1o check their emaotions but | prefer to use an adhered tape. |
got this idea from watching foreign TV shows when | was in grade six

Who advised yvou about herbal treatment?

| heard about it from friends and relatives. However, some doctors said some herbs contain stereids,
which increases appetite but also provoxes side effects in long-term users, ke heart attack. For example,
gwao krueS, which contains female hormones, helps enlarge the breasts, but in fact it has stercids.

What about mara kee nok and fa talai jone?
| have read about their effectiveness from books, and felt hopeful of being able 1o buy time [until AID3
can be curea]. However, herbal medicines had less of an eifect on me through time, since the HIV

3. Claaner harbs lxa captulated turmats and mara k8o nox 4. A grrong aralgasic drug 5. A local medgcingl plant that
provelly containg phyloestrogen hormong °
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intection grew stronger. Now | have 10 use anti-retroviral drugs togeiner with the herual medication. But

| do not underestimate the penefits of herbal medicings

After using anti-retroviral drugs for three years, do you feel better?

Yes | do Howevar, | dign't taxe 2 full dose as advised. At first, | kept it a secret, bul later | told my
docinr. According to the doctor's prascrption. | had to 1gke two p lis of Combvire and three pills of
Storin? per day. But | fook hatf the dose of Combivir because it made me so dizzy, | couldn't wark
Tre doctor warnad ma that HIV in my body might be resistant to crugs, but | insisted an trying it this
way. My docter wondered how | would survive without the full dose

| could not take the full dose. | guess it is because the doses we usec were nol appropriate for
Asians, who are smaller than Westermners. However. my doctor told ma not te el other patients
about this because they might misundersiand that taking the inconsistent dose is acceplable. |
promised to keep it secrat | il take only two pilis out of the total of three, as | n2ed to suppress

my HIV symptoms.

Do you share your health practices with other positive people?
ves. They are not mterested in the Ups | give them, put rather in what | have done to feel batter.
Actually it is my discipling for over three years thal has made ma beller.

Some feliow PLWHA who have witnessed the recovery of my health from the third stage to the first
staga of AIDS did follow my advica. Back then, | was dark, had chapped lips and suffered a great deal
from side effects of Primaguine®. .
You have recorded your symptoms, haven't you? Please tell me about it

Yes. | record details of my treatments, for example, how long | should be admitted for, what drugs my
doctor prescribes, their doses, €IC. Otherwise | don't dare iake the trealment! Once | had & bad
experience wilh an anti-dizziness crug | have an allergy to it. When the doclot ordered it, | didn't kKnOw
it by that name. | tell very dl when | was injected. Sinca then, | ask datailed questions and have wrned
into a very picky oatient. If the doctar or nurses do nol give ma cetails, | don't allow them to do
anything. | have recorded all the datails in my book from time 10 ima | dun't rety on my OPD card as
my records could be scattered. | just want 1o be careful

Do you still do this?
No. my heaith history is seftled now | use only some major medicinas. | will do it again only when |
have 10 usa new drugs

Do doctors and nurses understand your intention?

Al first, they were annoyed. Bul the friendly way In which | approached them, reduced the gap
belween the care providers and me. We could be comfortable with each othar. | used to joke with the
docters and tell them that if they did not cxplain what they wera doing 10 me, | would net allow them 10
traat me. Now the doctors at Nakorn Ping Hospital ail know me weall

What is your opinion of the holistic approach to treatment?
For me, it involves living well, contralling your temper, getting good exercise, eating ¢ right food,
being sceial and taking medication. These are all the elements in the holistic approach.

& AZT + ATC 7. Efgerenz 8. An antemalanat drug




Do you think you have treated yourself following the holistic approach?
| don'l actually understand whal the word means, bul | think so.

Do you think the holistic approach is the core treatment for HIV-positive people?
Yas, | think it's a can't miss. Wa have 1o balance all glaments

Do you believe that vour treatment has made vou healthier?
Yes, | feel confident. Alsg, tha anfi-retroviral drug is my priority togather with mood and exercisa,
Actually there's nathing a patient can miss - herbal food, fruits; or vitamins

Is herbal treatment expensive?

| have social insurance, When | stll worked at a company, we cou'd apply for limited reimbursement,
$0 we usually received bad drugs. Now the social insurance provides batier service. | get reimbursed
for vitamin C and herbs. | chose the insurance with the governmment's back-.up. My insurance covers
200 clinics and hospitals nationwide

What is the most challenging health problem since you developed the infection?

It is the pox, as it revesled my lrue status. | was not conficent aboul the way | looked when | went
culside. When my weignt slarted (o drop, | would slay home and eal lo regain my weight. Among the
symptoms of HIV are poxes and a skeletal booy. | hao taken AZT, which resgonded to infra-red and
radiant exposure. That is why | had to avoid infra-red and rediant exposure, or it wou'd affect my skin,

What are the best and waorst things that have happened since vou started taking all these treatments?
The bast thing that has happened is tnhat | became healihier and successfully got back 10 stage one,
which meaans | would be able to suryive until a gcod drug is avaifable.

The worst thing is that | missed out en chances. | cannot get a job and pursue my studies in any fig'd. |
thirk | am ready to study further, but | have a financial problem. | want 10 go to college, not only to
develop myself but al'so to socialize

If vou could go back to the first day you knew you had the infection, what would you like to do
differently?
| would strengthen my moral support. | wou'd be strong and study further, rot letting everything go

Any advice you would like to pass on to other positive people?

| would tell them to eat nutritious food, avoid canned sodas, and try your own expernments. if you
cannot give up certain faverite foods. then eat them in order to survive. But you shouldn't do it tco often
or too much. You should avoid squid and seafood because they contain formalin, especially if you are
allergic to icdine. Do a lot of exercise to build up and strengthen muscle fitness. The hormone and
glandular system can function actively

Temper and mood arg very impertant. When scciety alienates you, just stay away and don't try to fit in
It is not good for your health. Never ask for meral suppert from others. It &l depends on you and your
mind. My hopes were destroyed by my employer and the government, but now | can do everything on
my own because | have hope. | have to create the best drug, which is my willpower. within me. | [in
part] control my own destiny, whether 10 live or to be cured.
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FLAVIA KYOMUKAMA is a 35-year-old former teacher from Kabale district in scuth-west Uganda.
She is the mother of six children, three of whom have died of non-AIDS relarsd causes. In 1994,
she was infected with wiberculosis; in order to access ant-TB drugs, she agread w be tested. The
results showed rthar she was HIV-positive. Since then, she has been working rowards a Mascers’

degree and manages an AIDS Helpline in Kampala.

In 2003, Flavia became part of the Development of ARV Therapy Project, a collaboration between
the Ugandan government and USAID, where she s provided ARV free of charge for five years. She
now uses a combination of ARVs and herbal medicines. A firm believer in spiritual energy and

healing, Flavia 1s part of the church choir and spends much of her free nme singing.

Please tell me a little about yourself.
| was borm in 1989, After my schooling, | trained as a teacher, but after some time | lost the job.
In-2001, giter a very nasly encounler, | separated {rom my husband with whom | had six children

Our separation ceme aboul because he registered all the properly we jointly acquired in his mother's
name and in the name of two of my sons. My daughter and | were leit out. This enraged me. | decided
to pursue a Masters' degres lo have a compelitive edge in the job markel and to be able lo take care
of my children. But when he heard that | wanted to pursue a post-graduate degres, ha refused to lat
me stucdy. | insisted on going ahead with my studies for tha sake of my future. Since we could no
agree, we separated and | enrolled for my Masters’ program
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Presently, | manage the AIDS Helpling in Kampala, Uganda. The service offers support and information
on AlDS through a telephone helpline.

How did you come to know you were HIV-positive?

In 1994, after | lost my third chid, 1 was infected with tuberculosis. | went to Mlango Hospital for
treatmen:, but there was no medicing in the general chinic. To get medicine, one had to enrgl in a
project that was experimenting with soma TB drugs, and you could only enrcl after your HIV siatus was
established. To access the drugs, | agread to be tested and the results showed | was positive. The
pcople running the program then put me on anti-TB treatment for eight months. They did not provide
any ARVs.

Up to this moment. | do not know who infegted me. But cenaln things mada me suspect that my husband
knew he was positive but d'd not want 1o tell me. My husband had befriended a woman whosa boyinend
had died, but | cannot say the deceasso was positive. Anothear thing that made me suspect my husbana
was positive was that when | used 1o take my biocod for CD4 tests, he tcok his as well, but | cannct
remernber him teliing me that he was going for testing. We continued to live pasitively with the diseasa

Are some of vour children infected?
| have not bothered to know their status because they have not fallen sick. It wou'd also be stressiul for

me if | knew one of them was positive.

What was vour immediate reaction on learning that you are HIV-positive?

| had done a coursa on HIV/AIDS counseling to counse! students at my school. Also, my friend weorked
as a staff member at the project where TB drugs were being offered. She and her husband had
counseled me on HIV/AIDS This had prepared ma to sorme extent, and when | was to'd of my positive
status, | managed to handle it. Tha naext thing | did was to tell my husband. He was not violent on
hzaring the news

But | decided 10 keep it secret from my other family members and codeagues in the schoal where |
taught. | waited to fall sick before | could tell them. It naver happened

How has your health been since you tested positive? Had you been ill before?

Before being tested, | had TB, which was the reason | found out that | was HIV-positive. After
establishing my status, | suffered a skin rash that has ‘asted for threa years since the problem was firss
diagnosed in 2001, Even now you can sea the [ast sactions that hava yet to heal (she shows me one of
her hands). During the same pericd. my CD4 count fell 1o 85

Generally however, | have been well because of iiving well and having good food with the right
alonies, at the right time and of the right nutritional value

o

Who has helped you and in what ways?

Severa! people have helped me - my husband, when | was still married, my family, friends, my church
and NGOs. Since my husband and | were infected, we usad to discuss tha issue as a family and it was
very comionting. | had a shoulder to lean on. There was a friend who had lost her husband to the

disease and she counseled me as well.
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Towards the end of my marnage, my family gave me both social and financial assistance. At that Hme.
my husband was mistreating me afler we disagreed on my intention to pursue further education. At the
sama time. | did not hava a job. So my family helped me pay rent and provide food.

While pursuing my Masters' degres, two friends who | suspect were also positive but-d d not dsclose
their status to me. gave ma the emaotional support | needed, They understood what | was going through
and acled just right. Later. | joined a post-test club through the National Community of Paop'e Living
with AIDS (NACOLA). Through this community, | got food suppiements donated oy the Werld Food
Program. And 10 keep myself busy | enrolied in the church choir. | also stanied getting empicyment al
citterent places.

Can you tell me about the kinds of therapies, medicines and treatments you have used?

My tirst treatment was to accept the condition | was in. This helped me feel at ease with myself. This
was the greatest treatment for me. Then | used some herbal medicine, as my mother has besn
especially keen on this and supplied me with some hertal medicings on several occasions. | have
used all kinds of therapies - spiritual, nutritional, heroal, traditional and modern medicing - as no single
one can stand alona. Currently, | am on ARVSs,

Which therapies have you abandoned and why?

| have rot abandonad any therapy, Wnat has changed is the freguency and the quantty in which | 1zke
them, espacially harbal medicine. The reason is that ezch therapy has a ro'e to play, Tnere are times when
| use herbs 1o prevent opportunistic infections, particularly at those times when | sea the talltale signs.

Spiritual therapy precedes other therapies. | alsa use herbs in combination with ARVs. Herbs he'p me
avoid cpportunistic infections whan thay start appearing. The effect of combining therapies is thal you
get maxmum value from the treatment. Besides, herdbs compiement ARVs bacausa | take themn as
nutritional products. In the morming for instanca, when | feel unwell, | take moring'al. This harb is gocd
for tha general well-being of the body

When did you start ARV therapy?
| started using ARVs in April 2003.

What made you start ARVs in 2003 after living with the virus since 19947

My body system was very good. | had tried to make sure that | hao good nutrition, and put off any
onnortunistic infection before it developed into somathing big. But when | separated from my husband
in 2001, | was very stressed. | suspect my immuna system started to collapse then As a tesult, In 2003
whan | did my test, my CD4 count had dropped to B5. My doclor advised me to start ARVs

Buying the drugs became an issue. and that Is when | was lold of some people running a project
called tha Development of ARV Therapy. It Is a coliaboration between the Uganda government and
USAID Thay provide ARV drugs free of charge. They have enroled me in the project and | will be pant
of it for five years,

Which combinations of drugs did you start with?
| started with Combivir and Tenofovir, which | am still using

1. A harb usualy dropped o & cup of 18a




-
3

What has your experience been with ARVs?

When | first started using ARVS, | had an attack of nausea and my skin turred black. The doctors said |
was reacting to the sulphur component in the drugs. Soon the reaction stopped and the color of my
skin normalized after some months. These drugs also make my throat feel dry and | feel thirsty all the
time, so | drink a lot of water.

But other than this, | have not had any major ailments while taking the drugs. Il you comply with the
arug regulations, they work and can prolong life. In fact, | am relaxed and think about the futura
because | know | will live longer. They give me hope in life as | am regaining my slrength.

Were you counseled about these side effects before you started?

We were given a lot of printed materials on the possitle side effects we could expect whan taking the
drugs. This had prepared me. | decided to drink a lot of water and hava a vary good diet 1o minimize
these side effects. Tha reaction has stopped. Nevertheless, my fear remains that the major side effects
may come up again in the future, since | have been told thal the drugs are very toxic

Do you do tests of the liver and other organs to see how ARVs are affecting them?

At lzast every month, the project coordinators take our bicod and carry out tests. Although we are not
given the results, they tell us how we are doaing. If thera is a problem with one organ, they usually
changa the regimen.

Since | started taking the drugs, personne! in tha Uganda government-USAID project have carried out
tests on my CD4 count every month. But we are not given the results. They just tell me that my counts
are okay, And since | have not fallen sick, | balieve all Is well,

How do you balance taking ARVs and nutrition?

Since | started taking ARVs, | ensura that | have good nutrition. There are a lot of fruits and green
vegeiatles in my del. My consumption of carbohydrates is high to enable ma to counter the
weakening effect of thesa strong drugs. | also drink a lot of water, which together with a good diet,
helps te neutralize the toxicity of the ARVs

How do you find the cost of the drugs?

They are very expensive, and if it were not for the project. | would not be able to afford them. For now,
the preject enables me to plan and save some money that | will use to buy the drugs after tha five
years are over.

Tell me about the spiritual therapy you practice.

Spiritual therapy precedes all other therapies. You pray to God to enable other therapies to work well. |
a/so use spiritual therapy to manage my stress and boredom. | go for feliowships, retreats and spand
much of my free time singing in the church choir. Since testing positive, | have also increased the
number of times | appear in the choir during practice sessions.

What about nutritional therapy? What types of food do you eat?
My staple foods are matoke?, rocts and beans, These are always freely available. | am very careful
about my diet to ensure | give my bedy the best | can get So during breakfast, | have
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and fruts like bananas, oranges, passion fruts or watermelen, Fermented porridge made using
sorghurn flour is atways part of my oreakfast menu., It has to be there. During dinner, | ensura that thare
are proteins in my diet | eat foods Ike meat, fish and sometimes chicken. | also mrake sure that fruits
are included in my evening digt

My choice of fruits or othar foods depends on what | derive from them. Bananas have vitamn B, which
is good for ma whan | arm on ARVs. Qranges provide me with vitamin C, which helps in protecting my
body 2gainst dissases, while watermelon has rare minerals that are good for food absorption

How does the price of foods affect your diet? .

The price of food is not an issue bacause in our country, food is cheap. My family also supplies me
with food like sorghum, sweaet potatosas, beans and bananas from tha rural area. My house girl gels
fruits very cheaply from the market

Since when have vou used herbal medicine?

| have used herbs for about two years now. My mother is particularly keen on them. Through group
theraoy, | have also come 1o know more about some herbs and what they do | am sill using some of
them., especially 10 protect my body from opportunistic infections. There are other concoctions | usa to
manege my skin probiem. Otherwise | use them on a daily basls as nutriticnal supp'ements. Howavar,
some of them are bu'ky and bitter and | do not have the appetite for them So | usa them onca in & while.

Give me some examples of the types of herbal medicines you use and what they do for you.

| usa varicus types of herbs to help me slop a cough of treat skin problems like the one | have bsen
experiencing, Herbs like monng'a, which is usuglly dropped inte a cup of tea, come in handy when my
entire body is not feeling well. The herb is expensive, a 50gm tin costs USh 2000 (around $1)

| get some of the harbs from the Center of Traditiona!l Medicine in Kampala and others from frienads.
Herbs are generally cheap You can pick them from the bush and prepare the concoctions yourself if
you know how they lock and what they do.

What kinds of medical health advice have you heard over this time?

| got information on proper nuinten and eating well from werkshops and from friends. | also learmed
that | would have to recuce the amount of fal in my diel. The other advice | received is to stop drinking
aleshol, smoking and abusing drugs. | have also learned about the importance cf vitamins, During
some workshops, herbalists sard that herbs help improve immunity. They advised us on the dosage
and asxed us to ba caraful, hecause if ahusad, herbs can be toxic. To ensure these things are
observed, they advised us to get the herbs from only registared praclitioners.

| have also heard about the importance of compliance and adherence to drugs, and the side effects
and nutritional requirements needed when on ARVs, as well as tha impartance of resl. The informanon
nhas come from various practitioners like doctors, friends, counselors at tha Jont Clinical Research
Center in Kampalz, nerbal practitioners and lecturers at the university. Doctors and friankds have also
advised me 10 go to the gym, o | go there sometimes. of just do some dancing

Tne most important advice | have heard is to do what 1 can to value my ife and apportion my time well,
| should not overburden myse!f with work, but ensure that | relax and visit friends. | aiso need to have a
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positive outicok to life and whenever there Is-a problem, to not panic but know that | can deal with
whalever prodlems come my way.

How do you feel about this care?

The information is good, but sometimes it is madequate especially when given ora'ly, You miss soma
things and can translate them incorrectly. So il is belter when il is wiitten, In some projects we do an
oral quiz and you feel you have undersiood the mformation well, Nevertheless, the information has
empowered me because | can get updates on new drugs, and belter and cheaper ones like Combivir
and Neviraping

Do you feel that you have a good sense of the various treatments of opportunistic diseases?

Yes. | can treat common skin rash using herbal concoctions and other skin cintments. But | have to
visit a doctor for advice on complicated diseases and infections. | ¢can also manage avmenis lixe
malaria and cough. But in most cases, when | feel that | am going to get sick, | preempt it by taking &
lot of vitamins. and fruits with vitamins B6 and B12

In most cases, | use herbs and other cheaper conventional medicines 10 manage less sernous
opportunistic infections. For more sericus infections like TB, | have to rely on the project o get treated

How has money or your financial situation influenced your treatment choices?

Since | am part of a program, the money issue has not come into piay. This might become an issue
once the projec! comes 10 an end. Nevertheless, ARVS are expensive for the urban and rural poor, but
somewhat aficrdable for the working class.

Have you changed vour life in any way because you are positive?
My eating habits have not changed very much. There is however, an increase in the daly intake of
fruits and my consumption of water is very high

| actually work more now than | used to when | was a teacher. | look for private work because | need (o
invest for tha future, and you know when you have HIV/AIDS, one needs investments. | have to plan for
my own future and that of my threa children. This has been the driving force for me to work hard,

Since | separated from my husband, | hava got a naw baylriend who is also MIV-positive. But our
sexual conduct is limited We have decided to live separately, but religiously use a condom whenever
we have $0x 50 as 10 avoid re-infection. Also, since | have known of my positive status, | spend more
time in the ¢hoir. This prevents me from being bored and gives me a lot 1o think about.

Have others changed in the way they respond to you when they learn that you are HIV- positive?
When | learned of my condition, the first person | discussed it with was my husband. He was not
viclent. Although my sister who has a medical background showed all the signs that she knew that |
was infected, it took some years before | told my family and other peopie. Perhaps things would have
peen different if | had told them earher,

When my family members and most people learnt of it, they were sympathetic and caring. Even those
who disliked me were sorry. But some showed me a lot of pity, thinking they were not in danger of
being infected. | told them that pity is not what | want. Instead they should empathize with me. My
family has supported me a lot, particularly after | separated from my husband while | was infected.



Thay gave me the financial and social support | needad

What did you learn from this?

| lzarnt that | am a loved person. | did not realize how much my family loved me until my husband threw
me out, When this happencd, | was full of anger and hatred. | lost interes! in life and work. | hated hard
work ang lost so much time and a productive part of my life. Later on, | reahized hate and anger is due
to tack of information and this can be very destruclive.

The experience has also taught me to be guod to clher people, because you do not know who will
give you suppecrt when you need il Humiity helps one to get more information on how to manage
this disease

What has been your most difficult health challenge during this time?

The most dilficult health challenge has been siress. Whan | separated from my husband, he ook all the
property wa had jointly acquired. Ha also took the children with him | was left alone. My immune
system started 1o collapse and | last my appetite for food. My CD4 count reduced drastically. It has
taken ma abaut three years 1o get over it. | am just recovering my aopetite.

What has been the best and the worst aspect of your treatment expericnce?

My best moment was when | found there are drugs that could prolong my lifs, which | couid get free of
charge for five years through the USAID oroject. Due 10 these drugs. | have regained my strength and
can explore many options as | ¢an see a future ahead.

Potential employers are ready 10 hire me. Even now, | have more job opportunities than aever bafora
When | leave the helpline at the end of my contract, | have a job offer with NACOLA as wel!l as VSO-
Kenya, The latter has made me a very good offer. As part of the employment benefits, they will also
give me drugs.

My worst expenence was whan | started taking drugs and saw the skin rash and the change in the
color of my skin. | dreaded the other side effects that were ya! o appear.

It is ke | am in @ Catch-22 situation. On the one hand, | am lrying to reduce thea virus, and yet | am
courting other life-threatening conditions - liver toxicity, hypertension, and paralysis, which may appear
due lo the use of ARVs. These are contradictions that make you anxious and afraid.

If you could go back to when you first knew vou were positive, what would you do differently?

| do not thnk | would do anything differently. because as a secondary school t2acher, trained in
counseling and HIV/AIDS, | was well equipped with the information when my status was first confirmed.
Also, at that tima, HIV/AIDS had becomae an accepted thing in this country

What can others leam from your treatment experiences?

Treatment i effective if ona complies with it and eais a balanced diet. Exercising and having a positive
outloox 10 life is very important if the drugs have to work. People should also know thal various
treatments are both complementary and supplementary. One has to get spiritua! therapy, and accept
his or her condition as part of treatment. They should have time 1o love and be loved. Make time for
work and other things as well so that you are not stressed. Basically, the disease should be treatad
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through multi-approach management

Some people are scared to take drugs that are given in projects. fearing what would happen when the
project comes 10 an end. This fear is making them stay away from the projects. But thay should know
the war is to live another day, and five years is better than a day Leave thes future to what happens
when that time comes. There might just be another similar project

What advice would you share with others who are positive and those who are negative?

For those who are not infected, | urge them te guard themselves from getting infacted and have
compass:on for those who are infected. If positive, continue to seex information and accept the
condition you are in. Group therapy and cther support networks can lend a 1ot of support. They should
also look out for any information on HIV/AIDS.

Thay should further improve ther nutrition - increase fruit and green vegetables intake, and water as
well. Thaey should remember herbal medicines can manage opportunistic infections, but they should be
careful anout where thay get them

For thase who are infected and are nat on ARVs, they should nol fee! depressed but instead hve
positively, eat well, and go on ARVs only when no other opticn exists. This is because ARVs are a
lifetime treatment and hava to ba achared to whan travaling, sleaping or working, Lastly, they should
remember HIV/AIDS Is @ manageable and preventable disaass, and openness and acceplance have
the capacity 10 posipone death
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GEORGE OWIRQ is marnied with two sons aged seven and five. He and his wife are originally
from Kisumu, Kenva, bur were raised in Nairobi where they married when his wife was 19 and he

was 26, He now lives in Eastleigh, Nairobi and 1s 33 years old.

In 1997, both he and his wite tested positive for HIV; their sons, however, are negarive. George has
worked with a number of community AIDS cenvice organizations in Nairobi's slums, He provides
home~are and nurritional counseling to families coping with AIDS when he can - sometimes as a
volunteer. Today he works only parttime ar Abha Lighr Clinic and has a very hard time providing
for his family. He often gers his transportation paid for by the organization, and then walks w work
to save the travel money for food for his family. George's greatesr concern is making care of his wife

and children and living to see his sons grow up.

How did you come to know you were HIV-positive?

Seven years ago, during the first year of my marnage, my wite was waylaid on her way home from
casual factory work and was raped and sodomized by thugs who took everything she had. As my dear
wife worked late into the night, | was preparing to go to church when she arrived home sobbing and
bleeding. She told me what had happened and | did my best to consola her, but she ¢ried and cried
and cned. | ran out to find the thugs. but they were gona. The following day, we visted a social worker
who told us many other stories of rapes in our neighborhood, which were all much worse than my
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wife's experienca. | kept asking, "Why ma? but at least my wife was stil alive. The counsélor advised
us to go to the hospital for tests and reatment. As | had already lost my job and my small secendhang
clothes business had closed down. we had little money in the house - prebably only 25 shilings (less
than 30 cents). The only way we could go to the hospital was to walk over ten kilometers. It took a week
before we managed to get to the hospital. We never went o the police because we &l agreed they
would do nothing. Sometimes | wonder if this hofrible incident was a blessing in disguse, because we
do not know for sure that this is how we got infected, bul it did make us aware of cur status

My wife was traumalized by the rape, and, though | wanled lo use a condom when wa made love, she
was sensitive 1o this and felt that | now found her dirty. To consola har, wa were iIntimata and did not
use a condom. Then one day | woke up and knew we had to visit a VCT (Voluntary HIV/AIDS
Counseling and Testing) canter together. We did and, as wa watched the test resu'ts to s2e if 2 double
Iine! appeared, we were irightenad but we wera together Bath our tests were positive. This was about
one month alter the rape. The counselor was toally burned out and her advice was not very helpful
She did not even mention our unborn child.

My own family has lost six or seven people 1o AIDS, including my father's younger brother. aunts,
nephews and rieces. | was aware of AIDS but knew that my family felt 2 streng stigma, especially my
father who is very strict. -

What was your immediate experience on learning that you were positive?

| was s0 shocked and thought about so many things. But | knew | had a family to lake care of. and if |
decided to separate from my wile, cur chidren would suffer. | aiso realized that all that | had achieved in
life was now useless. So | started writing rmy will and looking for people wha could take care of my sons
if | died soon. But then | realized that Iving 15 lke driving & car - we have lo stay focused on the road
ahead. We can check the side minors 1o know where we are, bul we mus! look forward to move on.

Alter that, | went for tesls whera | mat a friend who had lost his wife to AIDS and was very open about
. He was there to have his CD4 count tested and introduced me to a suppont qroup at WOFAK
(Women Fighting AIDS in Kenya). He told me thal my world would chznge like a miracle once | met
pcopie there. My wife was reluctant to go, but | went. And the encouragement | go! there was amazing!
I met so many friends who looked just fine and had been living with the virus for years. Since then, my
wife has also joined a suppoft group and learned how to cope. She gave birth 1o cur first son, who
turned oul 1o be negalive. Then, a lillle more than a year later, my wife got pregnant aqain. | asked her
to fiush it oul but she sad, "No, no, no, this Is not in my culture.” | realized that this was her dacision
She did nol breastfeed the second baby, and initially he was positive, but eventually at ona year, ha
lurned out 1o be negative. 5o, at this moment | can lock at my son who s going to schoal and just feal

s0 exciled.

Are you able to be open with vour family now?

No. | am not using my real name hare bacausa my famiy could not accept it When my father’s brother
fell ill with AIDS, he was very judgemental. My dad handled the situation in a terrifying way. He
accused him, "Sea, you keep running around with women! You see, who will take care of these
children?' Ha spoke Il of my uncla and this was 1837 But jus! recently, wé weré watching a
documentary on AllDS and my family again said that anyone infected with HIV was a bad person. My
younger sister £3id that she would not share a mug of tea with that kind of a person. My wife and | just

1. This wouid mean thal ey had rasted positive for HIY
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looked &t one another. They have a strong stigma towards HIV/AIDS. My family does nol know anything
about my status. Also, in Kenya, if | disclose my status first, our famiies will blame my wafe. If she
discloses hers first, they will &l blamea me. She a'so does not dare tall har family

Life is what you make of it. Positive people are human beings. We need to be loved and protected. |
am jobless, and | struggle 1o make ends meat. But | do not help take care of people who are il
because of HIV only for money. Take it from me. | love doing it because | love thoss peopie. Whatevar
they are facing i1s net their wish, We could be in the same situation these people are in. 50, | often ask
my mather, "Would yoeu want pecple to run away from you?’

How has your health been since you were tested?

We have been fing, except for a few linesses here and there. | have been fine except for a few chest
pains that | have managed to gat rid off. | also had pain in my joints that | have managed to ward off
with tima

Sometime back, my wife had herpes zostar2 on her back and she breated it promptly using a poultice
from the leaves of lantana kamara® It cleared tha herpas. On another cecasion, she treated some beils
in the genital area also with withania somnifera (winter charry). Since then, she has not gol boils again.

Who has helped you and in what ways?

My friends helpad me a lot over the years Tha support group at WOFAK changed my attitude and
gave me hope. Also our bass here at Abha Light Foundation, who is a homeopathic doclor, really
helped me in the sense that | got agvice from her on nutrition. | met her when she came to our support
group o tatk about nutrition and | was so impressed by what she told us, that | approached her and
established a relationship with her. Now, when she has work she employs me. She has aiso shared a
iot of hea'th advice and gives me homeopathy and other natural treatmeants

As you can seg, these natural treatments have kept me going for the last three years. Apart from that,
tha boss has also given me a job that has ensured that | can take care of my family and eat the type of
foods recommended for people who are living with the virus

Can you tell me about the kinds of therapies, medicines and treatments you have used?

My nutsition has really changed because | no longer eat sugar, nor do | drink tea. | just ea! porridge
and groundnuts. and sometimes cassava for breakfast. At lunch, | have salads and boiled foods. | eat
lots of green vegetables, tilter indigenous leafy greens. | love ground sesame sprinkled on my food or
boilad into It to add nutrition and goed taste. | also use a ot of whoie grain, and usually mix about five
ingredients to maka my version of Kenyan ugali (commeal porridge). whole grain maizéour, finger
millet, soya tlour, whole wheat flour and cassava flour. For porridge, | usually mix about 10 ingredients:
whole grain maize, finger milet, wheat flour, soya flour, green gram fiour. groundnut fiour, ground
sesame and some other ground bean flours. At trmes | have herbal teas, which | like to flavour with
cinnamon, g'nger and cardamom

| have learned to love salads. Sometimes | eat only a hearty salad for lunch with a variety of vegetables
and a good salad dressing such as olive oil, vinegar or soy sauce. | know some of these items are
expansive, but I'd rather have a little of some quality olive oil than a lot of cheap cooking fal, which is
so bad for you. Vinegar Is good 10 add in tha dgiet because it boosts appelie, improves digestion and

2 Ao anoan 35 shing'es or 2aster, It 18 A viral in‘ecton causad by the sama virus tha! causes chicken pax. People with @
weakened mmnty ADS a8 PIOree 10 O SOy 708!
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e rpasons b




GEORGE OWIRO

helps maintain the right acidity leveis in the blood and intestines. | ¢at a ot more fresh focds than wha!
is usual for Kenyans. These changes have created a ot of problems in my house and with my wife,
who is really finding it hard lo adjusl.

Wa have bean told that things like tea leaves and condimenls like tomalo ketchup have chemicals that
stress our immune systems. As you see, the virus is already flighting us and we cannot add an
additional burden to tha immune system

| used 10 have some abdominal pains but following the advice given in the book, Grear Health,
Naturally!, published by Abha Light Foundation, | started taking psyliurn husk fiber everyday. Soon,
the pains went away and my stools took on a healthier look. Thosa pains haven't returned.

Another thing | learned to eat is Brazil nuts as a source of natural selenium. At first it seemad that Brazil
nuts were expensive. but you need only one nut a day so the cost is, in tact, very cheap (less than $1),
which comes to only about 100 grams per month. After a few days on Brazil nuts, my fatigue and
tiredness went away. | had a lot more energy and gained my appetite When | can aftord tha olive oil, |
also try to have an entire lemon-olive oil drink, which is described in this book. Basically, | mix ona
whole lemon minced very fine and strained with one cup of water and three teaspoons of ofive oil, and
add this 1o juice or waler. After taking that my sleep becomes so easy. Even my digestion becomas so
good. The drink 15 mainly to improve the function of the liver, though it does some other goed things for
the system as well.

| use herbal madicines occasionally thal lake care of my skin and the boils and joint pains that | feal
Thesa includa withania somnifera and alog vera. | fell itchy all over my upper body so my doctor gave
ma some colloidal silverd, which can be taken only for a short while, but is an effective natural
antibiotic. Tha itchingss soon went away and didn'l return.

| have not encountered any conventional medicine. | don't use any modem medicine because | fear
the side effects and dependency on the drugs. Once you are entangled in the use of antibiotics, you
become a slave to the drugs. The homeopathy and herbs that we are using here are natural, and you
don't have to take a full dose to recover fully. The homeopathic pills are so small that you think they are
not working bul, if you ask me, they do work. You only take them when you are not feeling well and
they work. | had chest pains some time ago but since | started homeopa¥y, | have seen changes and
| don't feel pain anymore, The pain | had was a sharp piercing pain across the chest, which was
not TB. My boss gave mae homeopathic Bryonia 30 for three days and then the pains went and
néver returned

You use your own experiences in the outreach and home-care work that you do. How do you
show the importance of a good diet to people whao have little money to buy food?

Good nutrition does not mean that you have 1o have a cup of tea, a loaf of bread and a kilo of meal.
The people | work with are very poor. S0 | say. get even a quarter kilo of beans, a quarter kilo of soya,
a quarter kilo of green leaves (kale), which are very affordable and nutritious. This is better than ealing
meat, which is hard to digest. Secondly, | tell them not to drink sweat milky or black tea. Just have
inexpensive porridge mixed with different types of cereals. It has all sers of nutrients. | also learned
that the intestines of a cow are very rich in protein and also very cheap. Or | teach them to make a
soup from bones of the marrow and add tomatoes and onions - it is very good for you,

4, A powerful, natural entibnolic and preventstve against ‘octons that acts as a catalyst to disable tha enzymsa that one-celied
bacteria. vicuzes and fungi need for thelr oxygen metabolism
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My own man treatment is my diet. When | was tested, | realized that positive living meant
strengthening my imrmunity. Medicines have side eiffects and some chemicals cause ham. | asked
myselt haw the o!d pecple in our communities lived for so long and were so healthy. How did they do
this? In the olden days, they did nol have coowing fal, margaring or cheese. These people ate whole
toods and wa are trying ta learn to do this agan in my farnily

How do you know your approach is working?

Well, my wife did not believe in tha dist like | did. Sha still enjoyed black tea with sugar and milk and
fried foods ke most of us Kenyans, But she realized | was right whan sha tested her CD4 count, which
was 364. | did my test after her and mine was 893, So now she is changing.

Why did you get a CD4 test?

They were giving out a free supplement at the Kenya Medical Research Institute. They tested a lot of
people, but only those with CD4 counts under 500 were accepted ~—
So, it sounds like your two main treatments are nutrition and homeopathy. Can you say a little
more about homeopathy and why you use it?

Horneopathy has no harmiul chemicals. It ignites your immunity to combat whatever attacks your body.
| think this makes sense. My Doss gave me a mini-kit of homeopathic remedies and a book on how to
use each one, We have found that they work, so even my wife never leaves home without this mini-kit
She can lell you how o use belfladonna (black cherry) for headache, aconite (monkshood) for colds
and the flu, and lycopodiurn (Amencan Ground Ping) for stomach disorders, We also use this kit to
treat our two sons

Have you tried anti-retroviral therapy?

The mention of ARVs scares me. 1hare 18 a lady who uses the drugs and she has grown S0 ¢ld that
sha looks Ike sha is 70, and vet sha is only 40. Her face has changed and even her walking style has
changed. She walks as if she has wounds on her feet | read that many people in South Africa are
rallying on the street for ARVs, but | have been o concerned about the side effecis. Even though
people can now get thesa medicinas free, someona may give them to me for only six months, and then
what will | do? | am jobless. Should | eat all tha foed in the house just lo be able lo lake these
madicines? And you know you have to take these drugs continuously, not (0 mention the cost and the
time, If it were the last option then | would take them, but if we have any other options then | would opt
out of the therapy because of the lethal side effects that | hava sean on people.

At our clinic, we visit peopla who are too sick 10 leava home and | have seen vary big changas in thair
health after the homeopathic remadies. But thay cannot pay. What can we do but help them anyway?

Do you feel you have a good sense of the various treatments available for AIDS-related ilinesses?

| have been told that | have to be very careful with any ailment that attacks me. The doctor has said
that anything small must be taken very seriously. | know where 10 go when | am attacked by any
ailment, | bave a good sense of the opportunistic infections, and | know where they are coming from
and how to handle them. The care | am getting is one of the best in the country, yet at times | s¢are
myself with imagined fear. You see, | am not sick regularly ke others, So. any tme | fall sick, |
irrationglly fear that now I'm going to die because in fact, | have never been down completely, not even
for 2 day
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How has money or your financial situation influenced your treatment choices?

All freatments cost money, and the whole idea of trying to treat AIDS has been lumed inlo a rade. In
this country, it is kiling so many people who could have lived. But | can say thal the traditonal aspect
of care and treatment are tha best. Many of the careqivers are ralying on resulls. They insist on
nutrition as a major component of thair treatmant. Like hare at Abha Light, we are always loid things to
eat along with the remedies we are given

How has your life changed since you found out yvour status?

Spiritually | haven't changed but other aspacts of my lfa have changed. | usad to be a sporisman but
with the kind of life | am living, | can no longer run because of the pain that | usually fee! after fraining
sessions. | can only do very light exercises

My sexual life has changed too. | used to be a very romantic man and would indulge in a lot in sex with
my wife, but we were warned that we could no longer do it because we risk re-infecting each other, So
this has really slowed down my sexual activities with my wife. She understands the risks involved
though,

Nowadays | can say that | know things | never would have known about life and health. | think of these
positive people who are accused of having locse morals and | know that we could al be infected
There 1s no wrong here, | also see misguded people tuming to the churcn. One of my friends. a young
lady who died las! year, asked me lo go lo cvernighl prayers &ll the ime. | told her, "Look here. just be
yoursait. The God you used to know 1s tha sama God you know now. Why do you think gaing 1o church
every night, every morning, will change things? | beliave wa have a living (God hare insida us. | iind my
religion in myself

Also, communication batwean my wite and ma is vary close. | know that shae is the only person who
knows whatever is within me and | am the only person who knows what is within her. We ara very close
and all our efforts focus on our family and Kids. We are struggling for the young boys because we do
not know how long we will live. In fact, my prayers when they were young were just to have the time to
see my young boys to tha age of 10 years - then God could take my lile. Now, my elgest is already
seven. | believe that the 10 years | was praying for may be given to ma.

I am not really praying for a cure, | can have this condition for as long as is possible, | am ready forit. |
can deal with this. You know, when we have our own parties, we refer 10 how long we have been
positive as ‘getting degrees’. So no ont knows what we are discussing. Now | have a seven-year
degree. | may live to get my 30 year degree, then | will be a lectures! And at the same tima, | will be a
very good researcher because for these 30 years, | will live with the virus and | will do research for
myself. In fact, | think | will have done better research than the doctors and professors!



SATISH DHOL]

SATISH DHOLE worked as a surgeon in the small coasral rown of Ramagiri in western India untl
he got HIV in 1994, The diagnosis sharered his health. His weight dropped from 68 kg to 38 ke.
His CD4 count fell to 38, he got opportunistc infecrions ranging from herpes to cerebral armaphy,

and in 1996, his doctor gave him only two months w live.

In 1998, four vears after he was diagnoced as positive, Satish embarked on a treaument regimen
based on a mix of healing waditions: ARVs, yoga, nutntion, breathing exercises, and spinmal
healing. Ir iz unusual for a docror rrained in allopathy to rumn o other healing traditions, but Satish
believes that his recovery truly began only once he had found mental peace - the acceprance 1o be at

peace with himself and rthe world. Since thar day, he has been on a sustained path to recovery.

I the last few years, Saush's CD4 count has increased ro 273, and his weighr is a constane 52-33 ka.
He practices as a part-time physician and has set up a group for positive people. His wile, also 2

dutor, works in a government hospial. Both his wife and daughrer are negarive.

What were the drcumstances under which you were detected to be positive?

it began gradually. and nobody could think cf such a diagnosis in the baginning. it began on 17
Octeber 1934, when | had a bout of very high-grade fever for only a day. With just one tablet of
Ciprofioxacint, it disappedred. As everybody does, | stopped treatment with only ona tablaet. Bafore
thal, | used to go to the gym, | used to exercise reguiarly, | usaed to run. But after that episodea of fever, |
started leeling a litle weax. | was aboutl 68 kg before that | stanted losing weight gradually from
Octeber lill the next May

1. An gnoibicic used 10 reat bacterial infectons in many o ffacent pans of 1ha body
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In May 1995, | saw a family with masswve pulmonary tuberculosis. All of them - father, mether and
children - all of them were suffering from tubserculos's. One of them neeged an operation, sa they had
come o me. At that time | felt somathing going wrong in my ¢hest, | don't know what, | can't explain it

to you, but | fglt that | was getting their infection

In the last weex of May, | started qetting fever in the evening. Aboul 100 cegrees. | was working so |
ignored il In the second week of July, | got a savera sore thraat, and high-grace fever, and it just did
not come down. The fever used o range between 101-102 dagrees. | tock Bacirim? for the sore throar,
and some other antoictic, but | did not respond | started teeling dehydraled, gelling weascr

Ore fine day | falt thal | needed indoor care. | felt | needed to get admitted. So | contacted & foca
surgeon and asked hen to admit me, | forced him to start IV fluids on me because | knew | was
dehydrated. Nobody else could believe | was dehydrated, because 1l than my weight was €4 kg - the
weight was not fitting into the piciure, ‘

| think | got admitied to hospital on 16 July 1995. My Drother was o get engaged the next day

Then?

| was put on IV fluids but tha faver nevar came down, It remained persistently a1 100 degrees, and wouid
shoot up to 102, 103 gegrees. So a physwian was called, he examined me and went out cf the rcom
The physician asked me to get my Elisa test done. The lest was gone, out the resu't was not revealad 1o
me. The docior assured me that everything was fina, but | knew something was wrong. Just the evening
hetore, | had asked my wife to have a lock at my throat, She examined e end said | had cand adiasis?
| could not betieve . | was shocked. That was the beginning of tha disaster thal was te unfeld

Nobody toid me that | had tested positive on Elisa But the moment he regons arrived, the doctor
retarred me to Dr V.R. Pai at K.E.M. Hospital in Pune, then ona of the only doctors treating HIV
Everyone in the house was shocked. We went through disbefist, mental trauma and &l the emctions
that o with it, but we were sull hoping against hope that it may not be true. Maybe he had cone
somathing wrong, maybe 1t was net correct

By then my ilness had crossed all possible limits. My fever used to range between 104-105 degrees: it
never came hack 1o normal. | was terribly dehydrated. | had lost all my appetite. | could not even cat 2
teaspoonful of food, water or anything sohd.

So when did vou actually learn that you were positive?

The Western Blot test was done at K.E.M Hospital, but for two days | was kept in the dark. By now, |
had some inkling that something was ternbly wrong with me. So when Dr. Pai came on his rounds, |
asked him, “Just tell me what is wrong with me.” | asked this question in a sitting position. But | was so
weak, that by the time | finished, | fell back.

After | regained my composure, ha 10'd me | had HIV. It was a terrible thing 1o reveal. | just closed my
eyes and said, "Onh God'. And then everything was just over. My who'e iife was spoit, in the sense that
apart from the persona! loss, my professional life was also spodt. As a positive surgecn, you can't operate
This is a small place - it was lixe 2 big bormib geing oft and it destroyed me down 10 2€ro professionally

2 An antbices that raate differen: ypes of bactarial infections such as wirdry bt inditions. beonchits, ear infactons
trevelar's ganhed and pNCumocysts Cannd pRsumonia
3. Typicaly a vagna! yeest infecton

D



What kind of treatment were you being given then?

| was In that hospital for about eight days. | suffered from all sorts of infections. | had harpes, | had
saverg diarrhea, | had tever, | had massive pulmonary cough, my whola left lurg was fired, | was
breath'ass, and in betwean | had massiva tachycardiat with my pu'se rate coing up to 160

After eight days. there was no improvement. | was just as bad as | was before, In between, the doctor
had put me on AZT. At that time, AZT used 10 cost about Rs, 6,000 (USS 133) a month, It was not
availlable in Pune. so my brother had © go 1o the Cipla factory, 10-20 km away from Pune with a
prescription anc get it from there, The doctor pul me on one 100 myg tablel, three times a day, which
was inadegudle, and was aclually hali the dose. We teok an 'sgainst medical auvice' discharge

becauss there was no imuproverment

We came back to my hometown, Ratnagiri, on 28 July. Personally | wanted to die, if at all, in my own
housa, not in a hospital. Mentally | was ready to die. In fact | wanted 0 die, bacause all that | had
lzarnsd in all these years, was literally washad away in two days. | also experienced apprehension,
fear about the status of my wife, my child - my dzughter was just a year olg then, anc it was terriblz to
think of their condition.

| had given up hope of ever iving and was ready for death. The most horrib’e time was whan my wile
wen! lor iesting, and even more hormble than thal was when my gaughter was 1o gat checkead tor HIV
Thosa 48 hours before we got ther results was the most horrible tima. But with all God's hlessings, my
wite tested nagative. she's stll negative, and my daughter turnad out to ba nagative 100.

And what happened with your brother's engagement?
| could not attend my brother's engagement, We explained my status to nhis in-laws - they thought about
i for a day. but they ere educaied people and so they accepied it. | could not even attend his wedding.

Did you continue taking AZT at home?
Whan | came back home, the diarrhaa, weight 'oss and fever continued. My hemoglobn dropped from
12 to 6.7 bacausa of the side effacis of AZT. The AZT was stopped becausa | could not tolerate it

For three manths frem 16 July anwards, | did not sleep for a minute. When | yawned on 17 September, my
face was £0 12ut that | could not even yawn progerly. When | finally slept between 1.30am and 4.30am,
Sveryons was so happy, that finally my cycie was retuming to normal. My mother teld me that during this
ime, | looked ke a dead man., | had no expression whatsogver. | would keep staring at the ceiling all day
and night long. Then gradualy | came back 1o my normal cycle, but | was bedridden and my weight was
down 10 43 kg. All activities were carried out in my bed #sel. | used to use a bedpan, nave my meals in
Led. Jus! by getling up in bed and lying down | used to feel breathless, because of low hemoglebing no
resistance, multple lesions. massive tuberculiosis, and God knows what ather complications | had

What do vou still remember of those days at home?

By the end of September, physintherapy was started. and | started getting out of my bed In the last
week of Seprember. for the first time In three monthe, | came out of my house and sat in a chair. It was
a plezsant evening. | cred for 10 minutes because getting back to this stage seamed impossible.

In between, we heard that Dr. Pai had met with an accident and passed away on the Mumbai-Pune
highway. A truck had struck his car and the gory descrigtion came in the pagers. The descaplion was
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& terriole reminder of death for me., It was ke the Ged of geath teling mz, *| can take you any way | ke,
anyimes." For me, It was living my death all the way through till 1838, It was not a happy, ordinary life. |
would describa it as living my death

Curing this peried, | used to take abeut 17 tablets® a day. Apart from that, the local ayurvedic physician
stared me on two different medications - one of them was a kada or broin, which | took three-iour umes a
day. | also drank whealqgrass juice sveryday.

| aleo ook strepromycin injections, which were tarribly painful, There was no fat on my buttocks, sa thay
were very painful. Evaery sacond day, the sama side was used for Inecton. | tried my thigh cnce, but it
was so panful that | ceuld not stand. So it was decided that the buttecks were the idea! site. After three-
four injections on each buttock, it was nell every time | had to be injected. it's a thick oily injection, which
you have to Iniect with a large bore needle. There was no a1, no muscie, and it used 1o go very closa to
my tone. | used o yel literally for 10 te 20 minutes after every injechon,

Why did vou decide to have the ayurvedic broth?

Because, parsonally | believe you must take tha best avalabie in all practices. | don't say that ayurvedics
of homeopalhs are guacks. Personaly | have experience of ayurvedic, homeopathic drugs that have
worked very well, even bofore | was sick. So | thought why not try this out? That was our attitude, in the
sense that if it is going to work, then | will be bettar; if it is not, then it is not harmiu!

When this iliness started, everybody was $0 shocked that they had all given up hope. But it was my wife
who said, maybe if he pulls through this time, maybs after two years we will have somae invanticn, soma
drug we will ba able to buy. This was har attituda, and it is her attitude that saw me through this hell that
I've been through. In 1995, no one expected me 10 five except my wife.

She was so calm, so composed, even through the acute iiness. She was e appear for her post-graduale
endopathology examination during my iliness, but unfertunately she coulg not complete her post
graduation. She left her studies 10 stay with ma and now she's a madical officer in a local hospital. It was
her attitude, her willpower that saw all of us thrcugh these days of turmeil If my wife wera not thera, |
don't know. maybe | would've been up there.

And the physiotherapy was her suggestion?
Yes. The moment | started recovering, ail of us being doctors here, we know that if | have 10 get back to
work, then | would need some exercise, s0 why not try this?

One of the complicalions tha! developed was foct drep?. It was net evident but | could feel it because moving
vy nght foct upwards was dfficult after | came back from hospital. To recover from that | needed
ohysiotherapy, and being a goctor myself, | knew | needed some exercise, at l2ast 1o mave my hand and legs

8o it started with just moving hands and legs, 10 tmes, three times a day, Then geiting up and lying down,
and after maybe 15 days of such therapy, | could walk with a walker in my own toom. Just 10 walk twice in
this room was difficult for ma in the beginning. Atter 15 days of such axercisa, | cama out for the first tme
Til then, the room was rmy everylling - every aclivily was conducted in the same room

How did you start recovering?
By then everybody, every Tom, Dick and Harnry in Ratnagin, knew aboul my HIV status. And it was a
ternble me because nobody used 1o even come o me. Well, cne ine day, a gentlleman came and

5 Thisao ncudet chiorogan. Gprof QXacsn, SUYCpIamyca Nchons, INK, sfnamutal, PZM, parazeoonum, PolyDon syup,
heermainge sytup Dexcranga, capsuie Foecem
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offered me work 8s a part-time professor. It was a god-sont opportunity to get away from this viclous
cycle of no practice, no income, just sit at home and think about yourself, think about your diseasae,
think about your own death., =

So | staned work as a part-time lecturer in physiclogy and anatomy at a foczl collsge. | worked from
11.30am tll 1 30pm. taking ona-two lactures a day. Apart from that, the Indian Med.cal Association

started a cancer datection cenlre. Thal was elso a parl-time b where | could examine, giagnose and
refer. | started going there arcund 9.30am till 11,20am. This job lasted for about four menths.

But you were healthy enough to do this?

Yes, | was back to my hea'th. My weaight picked up till 52 kg, my hemaglebin came up to arcund 10, 11
maybe, and | was in a position to werx | regained my strength, | used to exsrcisa a bit with the
Exercycie, my diet was fing, | used to eat a Iot, maybe my 1B treaiment was working - | was stil on ant-
18 treatment. I'd slopped all ARVs, all kadas, all whealgrass uice. | was taking only ant-tubergosting

Bul it was still a terrible time. To come nome at 1.30, sit and do nothing. In February this job got over,
so | was jobless again. My wife had to leave her post-graduation, find a job. For about four-five months,
we were toth jobless. Every negative thought used to run through my heagd. It was not depression; it
was a combination of 'n' number of emations put together, it's not expiainanles. what the feeling was

And then?

Well, | remember we had gone for somebody's engagement that summer, While coming back, | was
having & soft drink when | felt pain radiating from my tack to my neck. That was the first indication of
the jliness. By the end of May. | was finding it difficult to swallow. It was difficult to get gas out of mysell
so | used to bend just to get that gas out. Nobody suspecied what was going wrong becausa tha
throat was clear In two months, | lost about 14 kg: my weight weant down 1o 38 kq. | was a skelelon,
hying down, not responding lo any treatment.

| started gelling uicers in my mouth, Nobody could diagnose what it was. The number of ulcers in my
mouth increased 10 about 23 My intake went down | used to eat only polato chips, that too without
any sa't, chiii powder or spices Finally a stage came where | cou'd not swallow, and | started drinking
only halt a bowd of milk, halt & bowd of KoXurm? juice, and one or twa g'asses of ceconut water. The pain
was terrible - just to think of swallowing made me wild. | couldn’t even swallow my own saliva. It was
thick and very sticky, and | cou!d not swallow it so | spat it out. | wou'd kecp a small bowl near my bed
and spit in it. By the evening, the bow! used to get full,

Everybody was rezlly tred of this sickness: My father was tired of it It was terrible for my mather to sea
her son suffer so much. She used to cry everyday, We left no stone unturned - we tried allopathy,
homeapathy, pan:lﬁs'@, b.’:ag;a!s” | had accepted that | am going 1o die one day, bul through the
course of iliness the Almighly killed me wilhout actually Killing me.

During that peried, | used fo be highly irntable. | used to quarre! with everybody about small problems
| had no conirol over emotions, and the starvaton for such a long pericd had produced cerebral
atrophyl0. The HIV itself lsads to cerebral complications known as demsantia Fertunately, | could
recoanize evenybody, but | lost arientation in time and spaca. But the cerebral atrophy had progressed
to such an exlent thal | had kost conlrel of my nalural refiexes. | used 10 pass unne n my bed at night -
it was difficult for ma to contro! it. By then | was terribly alrad lo even s’eep
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At this sizgo. we decided that my daughter shou'd not stay with us. So she was put in 2 boarding
school nzar Bombay -

What treatment were you being given then?

| was again admitted 10 a hospital in Pune on 18 August 1926. My mother had shown my horoscope to
an astrologer: he said if | was admitted on this day. | would get well, othenwise | wouldn't. So | was
admitted on 18th August. | met Dr Vinay Kulkarni - he was the first physician to diagnese my u'cers as
harpas. It was a relell When | heard it was herpes, | mentally collapsed and | knew that | could pull
through. Mayhe | had a small (0000 gercent chance cf recovering. | was put on Acyclovir!! drip, and |
started eating a iittla fond. The ulcers starled healing with Acycloar,

My aunt in America rang up 2t that time - sha knaw about my status. She told my family thal there were
drugs available in America, which she would send us, By then our financial condition had gone down,
but she was ready to support us Sne sent me a bottle of 80 tablets of Creximoni2, which used 10 cost
Rs. 27.000 (£600)

Creximon was avalat'e in a big 800mg capsule form. and it was ditficult for me 1o swallow capsules
The moment | saw the capsule, | refused to tzke the drug. Being irritable, plus the vomiting, and the
fasting that goes with it (cnce | had vomited | could not eat for two hours), | got very angry and tclg
them, no matter wnat the cost of the drug. there's no way I'm going to take it. | told them, no drugs, it at
all, I'd lake ayurvedic drugs.

My aunt called again, saying that there were two new drugs. Didenosi'e and Lamivugin, which were
water-soluble and could he swallowed. That was the (sl tine a two-drug combination was being tried.
Sha sent us a supply of three-four months, So | had an uninlerrupled supply without any prodicms
Tren a third crug cal'ed Ritenavil was added to the herapy,

With Ritonavil, Didanosile and Lamivugin, my appetite increased, thougn my weight didn'l. | used 0
still weigh arcund 47 kg. The cercbral atrophy effects went down, My energy levals increased, the
number of oppertunistic infections went down, but my CD4 count never came up - it was in the range
of 40-60. | 100K this three-grug combination very regularly lil May 1925, when | started developing oral
cavities and my appelite want down. Dr Kukarni suspected viral resistance to these three drugs. Al
that time. my treatmen: was changad to tha current line of lreatment, which s Didanosile, Stavudin and
Ne'finavir. | hava bean taking this for the 1ast six years - from May 1998 to May 2004

And what has your experience been of these drugs?
Actuglly | am taking Nelfinavir at sub-optimal doses - the actual dose is threa tablats, thres limes a
day. What I'm taking s one tablet three times a day. but | am very happy with it and sa far, 50 gocd

This combination has suited you more.

Yes, 1t has workea well, But apart from this compination of drugs. from 1997 onwards | developed my
own lifestyla and uiel, on a tnaland-error basis. If | saw something naw, | used to eat it In small
quantities 1o sea whather | could digest it or nol. | started doing yogasanald. pranayam't | and
sudarshan kriyal® daly. | attended Art of Lving courses e leamn the sudarshan kriya. and | leamed

pranayam and yoQa on my own by loliewing BOoks.
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How has this helped you?

| rean cartan books that claimed that hatha yogal® coulc cure anything and everything under the sun,
d as
well. To get over all this, not only do you need a good physigue, tul aiso & good allilude and a streng

| also realized thal yogasana, prandyam and sudarshan knya teal e negalive aspect of th

mind, which Is ahla 10 accapt tha ilinasses, but stil has the powsr to fight back, and the hope Lhal you
will win one day. As | started practicing these, gradually things changed. | o yoqa for an hour svery
morming, and after that sudarshan kriya or pranayam, one of tha two. After that | do kapalbhartd?,
which |'va also learned. This induces a state of mental ca'm Today I'va coma !0 a staga where my

mind understands what's going on, what's wrong, what's right

All these - yoga, pranayam and sudarshan knya - are meant to balance your sympathetic and
parasympathetic nervous system. In my opinion, HIV is a manifestation of the imbalance between these
two nervous systems. So once | started fol'owing all these principles, there was @ huge difference
between what | was before and what | am togay, The more expert you &re in yoga, pranayam and

udarshan kriya, the healthier you are. There is something known as mind-body coordination, which is
gchieved threugh these three, It's not something | can exglain; it has o be exgenanced. It means

understanding your cwn body; it gives you & sense of whal 1o eat, what wall impact your bedy.

| followed a cowrse tha! ined Lo balance 1he sympathelic and parasympathelic, and someshow it has
worked in my cass Otherwise, with optrnal doses of drugs and the curren! status of medicines, |
should have cave'opad resistance. Apart from that | should not have surnvivetd for so long and reached
the leve! that | have My CDd4 was 38, 1oday it is 273 | don't get any oppertunistic infections. | am
feeling fit encugh to work elght hours a day. That is the blggest achievement that | can put forward for
following this way of life. For 2 person whose CD4 was 38 once upon a time, to live for 10 years and to
work eight hours a day is 3 dream come true

So you're saying it's not just the ARVs that have taken you so far; it's the lifestyle change as well.
It's the lifestyle, the diet, the attitude - everything matters. During the course of the exercise, it's not that
| never fell sick: | did. Bul my atlilude was 10 overcome the problems; the resolve was there 1o fight.
And ef course the resources were there to fight - that is most important. Apart from that support.
everything else mattered

| was very lucky to be in a position where | could afford ARVSs. When | started this therapy, it cost me
around Rs.30,000 (USS &86) a month for all three drugs. Today the cost has come down 1o Rs.2.000-
3,000 (USS 44-88) a month. In the beginning it was very difficull to manage the drug costs and the
illness, but with the development of drugs. things have changed.

Personally speaking, | feal it is the liestyle and attituda that mattar There are many centers that teach
yoga. but until you understand why these things have to be dong, it is very difficult to gat output from
anything, be it ARVs, lifestyle change. anything.

Do you regard your approach to therapy and treatment as holistic? Is one treatment or practice
key? What would yvou say?

| don't know whether to call it a holistic approach. | feel it is not only the drugs and belbeve me, the dict
| am foliowing Is one of the cheapest and simplest of diols,

16 A form of yoxgs that preparéas e body for the sparitust path v phres i) asontaism

17. A breathing technique where you inha'e passhvely, and exhale act

@

L R

P T — e T T

|
4 1 B
i
1|
1(P
1
1t

TP YTV VPO




What does it involve?

It does not involve any mega vitamins or anything. | have never taken any nutritional supplements
throughout my i'ness. except when | took hematinic syrup during my first illness, which twotally destroyed
my teeth. | also had. ang stll have panchamrufl® everyday. Panchamru! gave me a kot of energy, and
reduced the number and duration of epportunistic infections. It made a remendous difference to my
health - it changed the way | looked, my strength. The ghee (clarfied butlter) in it, especizlly made from
cow's mik, 18 very useful for the white blcod celis' kiling capsacity, and 1 think this helps in that process,

My daily digt consists of chappal (bread), dal (lenhils), all green vegelahles and nice. | also ea! a fistful of
channa (roasted Bengal gram), groundnuts and jaggery everyday. Thete ara many cereals and
vegetables that are avoidabla, genarally thosa that are akaline There are cenain vegelabies that take 21
days to assimilate in our bodies - carrots, eqgplant, mooli (white radish). and masoor (lentil). People who
ara yogi!? avoid thesa vegelables | staned experimenting. s1aming with maseor, which gave me a lot of
roubls - | davelopad diarrhea and stomach problems. | found that these al were peobably akalina | also
stared avolding cauifiower, cabbage, beans, and all vegetab'es that are sticky when cut open | don't eat
any processed food, tinned foods, or any foods containing Monosodium Glutamaie (MSG) - no antificial
favors. | avoided eating out. You really don't need to¢ much money for this diet - it's really very simple.

Gradually things improved. When my CD4 fell so low to 38, not only was my appetite totally lost, but
also my capacity to digest and absorb. Nothing was left in my body.

It is the total lifestyle change along with drugs that helps. It is not only the drugs, not only the lifestyle
change. You have to combine them and follow it regularly, day after day, wesk after week, month after
month, year after year, and still be preparad (o say, yes, | don't have any rasulls.

How did you suddenly start yoga?

In July 1397, my falher passed away. Just before thal. we had had a big fight. My mother and | want to
Mumbal, just to cocl down. At that tme, | hac some mental peace. Ore day, suddenly the thought
struck me that I've gone through so much of pain and still | am not dying. Maybe | am not destined to
die with HIV.

We came back and shortly after that, my father passed away. It was a ternble blow for me. One of his
friends had coma to meat my mother. When he saw ma, he could not racognize me. My mother told
him ail that had happened, and asked it he knew somebody who cou'd he'p me. He suggested a Mr
Dongre from the nearby town of Kankavil, My mather wrote him a letter explaining our circumsiances.
Mr. Dongre came to mee: me on 31 August 1997. That was our first meetng. He told mea. 'Don’t worry
You will be all right.’

Then he took my foot in his lap, put his hand on my head and said, 'Don't worry”. | just laughed at him
I thought he was mad - how could | believe any person who came and told me | would be all right? So |
forgot about it.

After 15 cays, ne called and sa:d he wanled to take me 1o the Pancharpu® shrnine of Vithoba, the most
refigious place in Maherashlra. He came here with his wile, and took me to Pendharpur by car.
Througnout the jourmey | was sitting next to him, He kept nis arm on my thigh. We got to Pandharpur.
Thal night he reguested me o sleep along with hurm. He had a big room so | slept next to him, The next
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day we returned. Again | was silling next to him. and he kept his arm on my thigh - nothing more was
said, nothing mara was exchanged

Wnen he left Ratnagiri, | realised that he had given me something. | don't know exactly what it was -
the mental peace, the acceptance to be al peace with myseli and the world - | have no words
to describe it. Since that day. my attitude, behavicr, everything changed, Irritability vanished,
acceptance came

| know it was he who changed this behavior. When | talk of determinalion and devotion, | believe itis
his gift to me. so | don't call him a friend any more: | call him my guri?l. Whenever | spend time with
nim, | get mental peace. happiness, and satisfaction The fact that | can be happy in spite ¢f my
physical condition, and the famiial and social turmoll, itee’f is a gift Hae told ma to do jap*2, which |

started. The more | did it, the better it was.

arm here today only because of that jap. I've reached a stage when | can manage mysell even when |
amn alone, Il doesn'l buther me whether | am going to die the next moment, or atter 10 years - | donl
aven think of it. Even if it is n the next moment. | am ready for it. It is that son of attitude of courage that
comes autormatically from within you. Whalever | am today is because of him

But aver the last six years since you've begun this new course of treatment, have you had any
more episodes?

My personal observation is that after | started feliowing this lfesty'e even the disease was pan of
recovery. If | had a tummy upset, a body ache, cough and expectoration, everybody would tell me to
rest. But | wou'd tell them nort to worry, as this was a parl of the recovery. Even though | was looking
sick, actually | was improving. It you fook at the clinical picture, it was that of an iliness, but internally |
would fesl that this is part of recovary. And time has proved il For instance, if | were not recovering,
my CD4, capacity andg weight would not have increased. Today I'm 83 kg, ai that time | was 47 kg, So |
don't know now relovant this is - this is more of a scientific discussion

What scems to have changed tremendously is that you're looking at the same things in a
completely different way

Whatever | have derived ditfers from the current medical scene a 1ol People don't accept what | put
forward or tell them, as they have not had the expenence that I've gone through. It is very difficult 10
find somebedy ¢ise who is <o devoted to carrying out thass things. I you tell somebedy, do yoga, it's
good for you, even a healthy pereon does not do it on a daily basis, forget about somebody who is
sick. | have done yoga when my body was aching, I've done sudarshan kriya when | had fever, I've
done yogasana when | was sick - itis just the dedicaton and datermination that matter.

What has been your most difficult health challenge?

The mos! difficult nea'th challenges were all threg episodes and the drug resistance. The most difficult
thing was thal | was not able 1o earn anything for my family in spite of learning so much and working so
hard In the past nine years, | had no source of income. | se2 cases, but they are from such poor
classes that thaey are no! able o pay my fees | don't charge them, &0 even with my oractica, my
ncoma is not even Hs.1.000 (USS 22) a menth. That is the biggest thing | ¢annot digest. Now that I'm
fine, | am still not able to earn - that is difficull
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| have had & very good healthy childhood, and | cannot give the same 1o my CGaugnter. That was
another thing that was very difficull 1o digest. During my childneod we used 10 go oul. we used 1o have
fun, we used to go for holidays - that becomss a bit difficult with my status. | cannet go and eat
anywhera elsa, | have to restnct my tood. Then sometmes my daughter gets angry and says, "Whny
can't we ¢o out anywheare?” That's a part of this

But I guess the important thing is that you're here.

It Is important for my wife, my mother. But for my kid, she is not of that aga to understand all this. Shie
looks at what all her iriends are doing. That was the most difficu’t pant. The experienca was of not
sending children to my house 1o play with my daughter. My daughter never had a problem going to
anybody else's house. but she had a psychologica! problem as to why no one cama 1o her housa

Apart from that, coming to terms with the fact that in spite of doing so many things, you are still going
to fail sick, not be cured and peop’e might still look at you and say you are sick

How has this experience changed the way vou work with your patients?

| believe II's the way one speaks. If you are experienced, then your words carry some weightage, some
valug;, if you are not expearienced then d's a hollow speech. I's the way you pul things acress
Somehow after gong through all this, maybe | have developed the knack of putting things across in
the night perspective, in a way thal they understand. IU's a whole specirum in which you have to judge
the patient's level of understanding and the level of your talk. in my opinion, my experience has taught
me a lot of things. Genarally | don't raveal my status lo them, but now thal we have formed a group of
positive people, they know that | am also atfectad.

You've formed a positive people’s group for the district?

Yes. For saven yaars, from 1835 to 2002, | could not practise because my CD4s were very low and
there was always the fear that | might catch some contagious diseasa. It was cnly in May 2002 that |
started practics. After that, | created my own NGO for positive people called Guruprasad. The name
protects people's identities, It's a small NGO, we collect private donations Wa try ta he'p peopla in all
possibla ways. If someone wants monay or assistance for rehabilitabion, sewing machines, any small
business. We don't give loans. whataver grants we gat, we try to help. We give monay for last ntes,
imvestigations - the routing needs of tha patients are mel with the funds thal we collecl. Apart from thay,
whenever we come togethar, it is a natural bonding between all those affected.

So now it seems like vou have vour hands full.

The goal is different - the ultimate goal is to cure myself - | don't know if | will help others or nol. As &
landmark, if | can take care of mysalf, if | can produce soma extranrdinary resuits, then | would say that
all the efforts taken by my wife, all my relatives, all the monay spant on me, it was worth it If not, then
yes, maybz | tried my bast



WHAT NEXT?

We began this project becauss wa recognized that our best teachers about AIDS treatments included
thosa of us who are making choices about our own care, and living the resulis of those choices.
Befcre we bagan, wa imagined that people's stones would bring 10 our attention a wider range of
oplions than are often considered, and we were right. This work also compelled us to take stock of the
wide range of ARV expariences that are out there. We intend to continue this work, this active listening
and sharing, and hope 0 bulld on the exciting relationships formed arcund the process of printing
these nine stories and collecting some fifty others. We have many ideas for the future of the Listening
To Those Who Live it sedes, and welcome others, This is our working list of dreams and schemes:
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We would like to convene discussions in which treatment managers, donors, media,
pharmaceutical companies, governments, researchers, medccal staff, and others pauss,
l'sten, ana strategize abeout how 1o make decisions aboul resources, research, and treatment
and care programs with our lived experiences in mind.

We would ke to help improve knowledge management systems collecting patient and
evaluative information sheping treatment progrems so lhat they get better at including
patients' needs and cesirés, living conditions, and care experigences We would like to test
such systems in communities

We would like to help put in place & website which intiates a usaful way for us to 'talk’ to sach
cther across cultural and Inguistic divides about our treatment, and which builds on the
wealth of matena! already on the Internst to help us manage cur care with the best and
broagest possible information

We would like to support and contribute to improved collaborative ressarch on existing herpa!
and other trealment approaches for AlDS-related illnesses, and for mainiaining immune
system heaith. We would Ike to explore the use of such remedies during nolidays' from ARV
medications for long-term users of this methed.

We would ke to devise more effactive ways to share the sa‘ast and most accessible herbal
and nutntional therapies for immediate and self-girected use, and to build relationships
arcund the world with indred efforts and organizations interested In expanding notions of
care and improving the match batwean treatment aspirations and treatments available,

We would |ike to continus to builc bridges of respect and collaberation between different
medical traditicns so we can come together around our shared a@ms of healing. alleviatin
sutiering. and promoting health

To getin touch with us; to be a part of this work, write to us at Istening@ticahaalth.crg
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