255,
HUMSIFIR

TRUST ESTD. 1994

* w
**

SERVING THE LGBTGIA SPECTRUM SINCE 1994

Guidelines for Care and Sup
People Living wj

Compiled by

The Humsafar Trust




Foreword

The Humsafar Trust has been working on various aspects of HIV since the past 25 years. In the light of
high prevalence of HIV in the MSM and Transgender community, The Humsafar Trust has undertaken
several pioneering innovations towards prevention and treatment of HIV. While working closely with
national programs, we have come across multiple areas for improvement in the treatment, care and
support of HIV. Considering the needs of MSM and Transgender Community, a support group was set-
up at Humsafar in 2003 for community members living with HIV, which was registered in 2010 as
‘Sanjeevani’.

Since last 15 years, Sanjeevani has been working as a community support group which provides holistic
care and support to people living with HIV, connects them with one another, is committed to address
HIV-related discrimination and aims to change societal attitudes regarding issues related to HIV. What
sets apart Sanjeevani is the fact that it is an initiative for the community by the community itself, in
which MSM and transgender people living with HIV not only motivate each other but also struggle
together for their rights. This initiative is different from the work done under national programs and
other non-community organizations because its modus operandi depends on the specific needs of the
MSM and transgender community which has been living on the margins.

In the last fifteen years, we have worked with many government and non-governmental organizations
and have made a strong model of holistic care and support. Through these guidelines, we want to
share with other organizations what we have learnt over time.

Sanjeevani’s health facilitators have been the foundational pillars of this model. It is the outcome of
their relentless perseverance that today Sanjeevani's work is deemed with great respect by the
medical fraternity in Mumbai and the community alike. Community-based organizations can use these
guidelines in training of community health facilitators. Through these guidelines, we want to create a
team of such health facilitaors, who not only possess the scientific and practical knowledge of HIV, but
can become true companions in the journey of people living with HIV and make their lives easier in all
possible ways.

VR

Vivek Anand

Chief Executive Officer- The Humsafar Trust
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Chapter 1

Information about HIV
What is HIV?

HIV or Human Immunodeficiency Virus is a virus which attacks the human immune system and
weakens it.
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Image 1: Diagram of HIV Virus

Two HIV species are known: HIV-1 and HIV-2. HIV-1 is more virulent and infectious and is the cause

of the majority of HIV infections globally. HIV-2 is largely confined to West Africa.

How does HIV spread?

HIV can be transmitted through blood, semen, vaginal discharge, pre-ejaculate or mother's milk. The
transmission of HIV is mainly caused through the following routes:

- Sexually Transmitted: Most HIV transmission is caused by unprotected sexual intercourse.

- Blood and blood products: Usually contact with infected blood causes HIV transmission. HIV-
infected needles, clinical equipment and infected blood transmits HIV.

- Parent to child: HIV is transmitted to the child by their parents during pregnancy (in utero)
during delivery (intrapartum), or while breast-feeding. However, with availability of
antiretroviral treatment and caesarean section, this risk can be reduced to almost 1 percent.

Prevention of Parent to Child Transmission - PPTCT is part of the national program which
works with the aim of preventing infection in children during pregnancy and birth. There are
many precautions mentioned in the guidelines of PPTCT related to anti-retroviral drugs, pre-
natal and post-natal care, breastfeeding and hygiene which can significantly minimize HIV
transmission from parent to child.
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How does HIV work in the human body?

HIV infects cells key to the human immune system, such as helper T cells, macrophages, and dendritic
cells. All of these cells have a protein called CD4 on their surface. HIV binds with CD4 and other surface
proteins and enters the cells.

v
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/Simply Put

Helper T-cells, macrophages and dendritic cells present in
the human body protect the body from various diseases
and external infections. HIV increases the possibility of
contracting infections by infecting and destroying these

Qells. j

There are different stages in the replication cycle of HIV. To Understand how HIV attacks on cells and
how it weakens the human immune system, it is necessary to understand the replication cycle of HIV.

Stages in the replication cycle of HIV

Binding and Fusion {; N/

At the surface of the cell there are several receptor “ee
particles. HIV binds with some of these receptors and
fuses into the cells. 51 -
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After binding and fusing into the cell, genetic material of & 3 “

the virus enters the cells and the process of infection

begins = -
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Reverse Transcription
The Reverse Transcriptase enzyme present in the virus
changes the viral RNA into DNA.
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Simply Put

and attack other cells in the body.

&

~

HIV enters in human body cells and uses them to create many
copies of HIV like photocopies. These copies destroy the host cells

J

Anti-retroviral therapy (ART) is a treatment by which the virus replication mechanism is stopped
before completion and healthy cells of the immune system are saved from getting affected. At every
stage of HIV replication mechanism, different medicines are used to prevent its progress. Sometimes
even after administering medicines, the virus keeps on replicating because the person's body does not
respond to any of the drugs. It is called drug resistance.

Opportunistic Infections (Ols) and other HIV-related infections (Co-infections)

There are several bacteria and viruses present in our body. When our body's immune system is
working properly, it keeps these bacteria and virus in control. But when the immune system gets
weakened due to HIV or other reasons then these bacteria and virus cause various diseases and health
problems. Infections which take advantage of a weakened immune system and grow are known as
Opportunistic Infections.

1. TB - Tuberculosis

TB is a common but deadly infectious disease caused by a type
of bacteria called Mycobacterium tuberculosis. This bacteria
spreads through air. When someone with an active TB infection
coughs, sneezes, or transmits their saliva in some other way then
it increases the probability of transmitting infection to other
people. Most infections are latent, but one out of ten infections
eventually turn to active infection. If left untreated, it causes

death in over 50% infected people.

People living with HIV are more prone to contract active TB
infection. Usually TB affects lungs but it can also affect other body parts. Symptoms of TB can
be chest pain and prolonged cough and mucus. In some cases, lymph node enlargement may
also be observed. Approximately 25% =infected people may not have any symptoms, i.e. they
can remain asymptomatic. Occasionally, a small amount of blood may be present with cough,
and in very few cases, the infection can reach the pulmonary artery, which can lead to massive
bleeding.

In 15-20% of active cases, infection spreads outside the lungs, which can lead to other types
of TB. In people living with HIV, this happens in over 50% cases with TB co-infection.
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According to National AIDS Control Organization (NACO) guidelines, people living with HIV
should be promptly investigated and treated for TB (Detailed information on management of
TB in Chapter 3)

Pneumocystis pneumonia

Pneumocystis pneumonia is a common opportunistic infection. In
absence of right treatment, about 85% people living with HIV are
likely to have Pneumocystis pneumonia. Although this disease can

be completely cured and prevention is also possible,
approximately 10% of people die from it. This disease is caused by

a fungus called Pneumocystis jirovecii, which attacks the lungs. Its
initial symptoms include difficulty in breathing, fever and dry
cough. Most people lose weight and experience weakness, which
increases the likelihood of a re-infection. Pneumocystis '
pneumonia can be avoided by initiating ART on time and adherence.

Candidiasis — Thrush

Candidiasis (thrush) is a common opportunistic infection
caused by a common fungus called Candida. This fungus is
found in most people's bodies. A non-compromised immune
system keeps this fungus in control. But when the immune
system weakens from HIV, then this fungus starts growing.
Candida usually infects the mouth, throat, and vagina. In
Candidiasis, white patches or red sores arise on the tongue, in
the throat or the vagina resulting in sore throat, difficulty in
swallowing, vomiting, and lack of appetite. This infection can spread to the brain, heart, joints
and eyes too. The infection can be controlled very easily from anti-fungal medications.
Candidiasis can be avoided by initiating ART on time and adherence.

Herpes zoster — Shingles

Herpes zoster or shingles is caused by a type of herpes virus,
Varicella Zoster. This is the same virus that causes chicken pox
in children. The virus could into an inactive state post infection.
When immune-compromised, the virus can again become
active and cause shingles. This includes people living with HIV.
The herpes zoster virus grows in the body's nerve cells. At the
onset of infection, one could experience itching, numbness,
tingling, or severe pain in the chest, back, nose and eyes. Few
people may also present with herpes outbreaks on the face

and around eyes. The infection could emerge as a red rash on e o7

the skin, which converts into small blisters. In most cases,

these blisters get cured in a few weeks, but could cause severe pain for months in some cases.
Herpes zoster mainly occurs in individuals with previous history of chicken fox. People who
have not had chickenpox may be infected by contact with an active infection. There are many
types of antiviral drugs and painkillers used for the treatment of herpes zoster.
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5. Kaposi’s Sarcoma

Kaposi's sarcoma is a type of cancer that observed
among those immunocompromised, with HIV infection
being the most common reason. It presents as red or
purple spots on the face, hands or feet or the abdomen.

With the advent of effective ART medicines, incidence of

Kaposi’s sarcoma has decreased by 80%.

6. Toxoplasmosis

Toxoplasmosis is caused by a parasite called Toxoplasma gondii commonly found in soil, raw
vegetables, raw meat, cat stool etc. It can also enter the body through the dust and is widely
present in human bodies but a healthy immune system prevents it from causing any
complications.

However, in immunocompromised conditions,
the likelihood of multiple infections increases.
The most common infection in this case presents
as encephalitis. Toxoplasma can infect other
parts of the body as well and result in coma and
death. Early symptoms include fever, shivering,
confusion, headache, or personality changes.
Other symptoms include seizures, poor muscle
control, palpitations, etc. Early initiation of ART
can prevent toxoplasmosis. There are also
medicines available for its treatment, which shows improvement in 80% of cases in 2-3
weeks.

Sexually Transmitted Infections - STIs

Sexually Transmitted Infections are transmitted from one person to another by vaginal, anal, or oral
sex. Some sexually transmitted infections can also be transmitted through the following mediums:

- By using infected needles/syringes or shaving blades

- Breastfeeding

- From open wounds or scratched skin

- By sharing clothes, bed, personal hygiene items or towels with an infected person
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Some Common Sexually Transmitted Infections:

1. Herpes
Sexually transmitted herpes is caused by Herpes Simplex

Virus 1 - HSV 1 and Herpes Simplex Virus 2 - HSV 2.

Generally, HSV 1 causes ulcers near oral areas and HSV 2
causes sores around genital areas. However, HSV 1 can
infect genitals and HSV 2 can infect mouth area via oral
sex. Initial symptoms include painful blisters or clots of
inflamed papules and vesicles, itching, tingling, and
burning sensation at site of infection. Apart from this, there may be fever, body aches and
swelling of lymph nodes. In some cases, there may be inflammation around the urethra
requiring the use of catheters for urination. There may also be inflammation and burning
sensation around the rectal sphincter due to herpes (rectal inflammation). Individuals could
also be asymptomatic carriers. While sores/ulcers can be treated, herpes cannot be cured. In
pregnant women, herpes can infect the child around and during gestation and delivery causing
blindness, brain damage, or even death. Available anti-viral medicines could reduce the
severity and frequency of occurrence of genital herpes. During pregnancy, the infant can be
protected from virus infection by taking antiviral medicines and via caesarean delivery.

2. Gonorrhoea

Gonorrhoea is an infection caused by bacteria called
Neisseria gonorrhoeae. It is one of the most common
infections transmitted during sexual intercourse. It often
affects the urinary tract, the vagina, the rectum or the
throat and can be transmitted from an infected mother to
child during delivery commonly affecting the infant’s eyes.
Early symptoms of gonorrhoea include irritation and pain
during urination, pus formation in the penis, swelling or
inflammation of the penile urethra, testicular inflammation or persistent pain in throat or a
sore throat. Individuals could be non-symptomatic carriers Untreated gonorrhea can cause
infertility in women and men. Gonorrhea can be easily treated by antibiotics.

3. Chlamydia

Chlamydia is a sexually transmitted infection caused by a
bacteria called Chlamydia trachomatis. Chlamydia
symptoms and transmission methods are very similar to
gonorrhoea. The most common symptoms related to
Chlamydia include painful urination, yellow or green
discharge from genital regions, pain in the lower abdomen,
pain in the testicles, pain during intercourse. Chlamydia
infection can also occur in rectal regions leading to pain or
bleeding. Oral sex can also cause infection in the throat and symptoms like soreness, cough
or fever may occur. Individuals can also be asymptomatic. Chlamydia can be cured easily with
antibiotics.
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Syphilis

Syphilis is a sexually transmitted infection caused by bacteria
Treponema palladium. The first stage of syphilis is a small,
round, painless blister around the mouth, genitals or anal
regions.. This blister, known as a chancre, lasts for 2-6 weeks
and then disappears due to which one may miss it. The
secondary stage of syphilis presents as non-itchy rashes : ‘k 458,
usually on palms and soles of the body around 6 months after J";ﬁ Wi il
the appearance of a chancre. The rashes clear soon after with no more symptoms appear for
many years. However, syphilis remains present in the body and affects the body internally. In
the third and final phase of syphilis, syphilis affects vital organs of the body and could result
in cardiovascular syphilis, meningitis, mental illness, memory loss (neurosyphilis), damage to
bone, skin lesions that may lead to death. Syphilis can be completely cured by penicillin
antibiotic. However, the treatment cannot reverse the damage done earlier and thus early
treatment is highly recommended.

Genital warts

The genital warts are caused by Human Papilloma Virus
(HPV). These are small bumps of flesh color with a
cauliflower-like appearance. These warts can be found on
the scrotum sac, anus, penis or vagina. Usually they do not
cause pain but may present with itching and swelling. If
there is swelling in a wart, then it can also cause bleeding
L from the urethra, vagina or anus. If the warts develop
around or near the urinary tract, then they can inhibit the normal flow of urine. Treatment
includes fine surgical procedures and medicines. Genital warts can be treated, but even after
that, HPV remains in the body and sometimes warts could recur after treatment. The virus
could clear on its own in some instances.

Chancroid

Chancroid is a bacterial infection caused by bacteria called
Haemophilus ducreyi. This STI presents as ulcers on and
around genital regions. These ulcers release blood or fluid
that transmit the STI during oral, anal or vaginal sex.
Chancroid can also spread through the skin contact with an
infected person. It can be successfully treated by medicines
or surgery.

Scabies

Scabies is an STI that causes itching, burning or rashes
on the skin and is caused by a parasite Sarcoptes scabiei.
Scabies is very contagious and spreads very easily from
one person to another by close contact with the infected
person even sharing of personal items such as clothes,
bedding. Its symptoms include itching (mainly at night),
rashes, scabs, and crusted on the skin. To prevent
infection and transmission all clothes, towels, bedding
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and private items from upto three days before starting treatment must be cleaned/washed
using antiseptic detergents and exposed to sun. Further, all individuals living in close quarters
and sexual partners of the infected person must receive treatment. For treatment,
parasiticidal medicine is to be applied as directed by the physician.

Pubic Lice or crabs

Pubic lice are very small parasites that stick to the skin or hair
near genital regions and suck blood. These parasites look like
very small crabs. They spread very easily during sexual or
intimate contact. Its symptoms include itching and rashes.
Pubic lice can be treated easily with medicines in the form of
shampoo, gel, or liquid Sexual partners and close inhabitants
of the infected person must undergo treatment. Disinfecting

personal items such as bedding, clothing is crucial to avoid reinfection.

Using condoms during sexual intercourse can avoid a number of infections
mentioned above. However, condoms are not very effective against STls
that are located in higher areas of genitals or non-genital regions.

HIV and Hepatitis

Inflammation of the liver is known as hepatitis. Hepatitis could
be caused by 5 main types of viral hepatitis: - Hepatitis A, B, C,
D and E. Hepatitis A and E occur through contaminated food
and water; Hepatitis B is sexually transmitted, is transmitted by
a mother to child at the time of pregnancy or birth, infected
needles, contaminated blood products and also some fomites.
Hepatitis C both can spread through infected blood and
infected needles/syringes.

Some people living with HIV are also infected with hepatitis B (HBV) and C (HCV). This is called co-
infection. Hepatitis infection increases rapidly with HIV and creates serious, life-threatening problems.
HIV—Hepatitis co-infection produces complications in the treatment and management of HIV.
Treatment and management of hepatitis B and C is possible but requires caution. Both infections are
treated with anti-viral drugs which affect the liver. While managing treatment of HIV and Hepatitis
B/C co-infections doctors take care of contraindications of antiretrovirals on the other infections as

well as side effects.

According to the advice of the World Health Organization (WHO), all HIV
positive persons should be tested for Hepatitis B and C. There are vaccines
for the prevention of hepatitis B, which should be given to each hepatitis B

negative person.

&

J
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Chapter 2

Post investigation of HIV

Investigation Of HIV

HIV antibodies, antigens, or RNA are detected in different
ways while testing or investigating HIV.

/

Antigens are substances that are found in any virus or bacteria. When these
viruses or bacteria enter the human body, the body produces antibodies to
control the antigen. The body creates different antibodies to fight different
antigens. These antibodies attach to the antigen and make the virus or
bacteria inactive and protect the body from many diseases.

- J

Antibody test

There may be four weeks to six months between HIV acquisition and measurable antibodies in the
body. This is known as the window period. After the window period, antibodies can be tested through
ELISA, Western Blot or Rapid Test.

Antigen Test

In antigen tests, P-24 protein found in HIV is tested and can be done within 2-4 weeks of infection.
New Gen 4 ELISA tests can test both antibody and antigen.

RNA Tests NAAT - Nucleic Acid Amplifications tests

This test has been developed to detect HIV RNA with a technique called polymerase chain reaction.
With this test HIV infection can be diagnosed in initial 4 weeks, even before antibodies are formed.
This although expensive compared to other tests is currently available in India and is used in
emergencies.

11
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Pre and Post Test Counselling

Counselling is an important part HIV testing.

Before testing, Pre-test Counselling is offered

through posters, flip-charts, brochures and

",' Q‘Iﬁ W videos. In this, the person is prepared for HIV

3 test and general information about HIV and

' HIV/AIDS THIae 7553 AIDS such as the medium of transmission,

HIV/AIDS HTE &% window period, methods of prevention and

treatment and support is provided. The person

is also told about the confidentiality of the

testing process and their rights related to investigation. According to the National Guidelines, efforts

should be made to give results on the same day, and the person should be offered post-test

counselling before giving the result. Whatever the outcome of the investigation, it is mandatory for

each person to get post-test counselling. If the results of the person's first investigation reveal a

positive result then a confirmatory test is done at another check centre (SA-ICTC) prescribed by NACO.

If the test is positive again then post-test counselling should be done keeping in mind that being HIV
positive is a life-changing event.

=

In post-test counselling the person is
explained about the result of the
investigation and provided adequate time
to deal with his feelings. Further, proper
information is provided about ART such as
where ART is available, when it should be
started, how many medicines have to be
taken, what to check before starting ART,
what are the advantages and side-effects
importance of ART adherence, importance
of proper nutrition and a healthy, intoxicant
lifestyle, why it is important to avoid
unprotected sex and opportunistic
infections.

Accepting HIV status

It is very difficult for most people to accept their HIV positive status. Many people refuse their HIV
positive status for a long time and do not start treatment. Many people go into depression and their
desire to live ends. For these reasons, many times HIV-positive people break all contact with health
facilitators and the organization and it becomes difficult to reach them. Many migrants go to their
village or native place and it becomes more difficult to contact them. Such cases are called lost—to—
follow-up cases (LFU).

12



Guidelines for Care and Support of People Living with HIV

Role of PLHIV Health Facilitator

PLHIV health facilitators have an important role in reducing LFU cases and connecting HIV positive
people with ART. In The Humsafar Trust, our PLHIV support group Sanjeevani, assists persons living

with HIV and has made several efforts to connect people with treatment.

After post-test counselling, Positive Living Counselling is
done, which encourages people to adopt positive attitude
towards life. Many health facilitators living with HIV, who
themselves disclose their HIV status voluntarily, are the
source of inspiration for others and also help them to live
life with new enthusiasm. Health facilitators tell people
about the facilities available in Sanjeevani and The
Humsafar Trust, establish their contact with nutritionist for
proper nutrition and tell them about government hospital
procedures, ART registrations for treatment and
management of TB, hepatitis and other sexually
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transmitted infections. Once tested positive, it is also important to know the importance of test and
treat. In addition, another positive person is identified for assistance and peer support in treatment

as their treatment buddy.

13



The Humsafar Trust

Chapter 3

ART Linkage

Test and treat

In 2015, the World Health Organization (WHO) announced that all HIV positive persons should be
started on treatment as soon as possible. According to this suggestion of "treat all", all qualifying
criteria should be removed for a person to get on treatment. Extensive use of ART treatment not only
increases the likelihood of a person's healthy life, but also reduces the possibility of infection in their
sexual partners (Treatment as Prevention).

— . .
T —— e — In April 2017, the Indian government also

S o vt @Jg;:m implemented the 'Test and Treat Policy'.

According to this policy, all people living
with HIV should begin ART treatment
regardless of their CD4 count, their health
or their clinical condition and irrespective
of the age group or population group they
belong to.

Process of Registration in ART Centre

All individuals who test positive for HIV are referred to the nearest ART centre.

/Efforts are made that every positive individual gets registered at the\
nearest ART centre from their homes so that they can take ART from the
centre on time and without any interruption to ensure ART adherence.
However, due to societal stigma and discrimination associated with HIV,
people prefer to register at a centre which is far away from their homes.
In such case it is critical that health facilitators explain the importance of
taking ART regularly so that the people do not miss their ART dose in any

Qtuation. /

During post-test counselling, an individual should be given the full address and telephone number of
the ART centre. The person has to take the following three things at the time of ART registration:

1) Government ICTC report
2) Original and copy of Adhaar card or a valid address proof
3) 2 Passport-Size Photographs

14
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During registration at the ART centre, some general information about the person is recorded in the
Patient Treatment Record or White Card.

White Card

/)-
Pro ART Mo o0 ART Rapenumen W . = N, ‘CD MS&CS ART Regletration Number - [ S SR B o

1080 5 o Tt S ~ o Dawol sanefART. __ / [ P ——
‘ PATIENT TREATMENT RECORD
AL W ART aoge by 1 b BAaT for A peteres ) o l
1. et (Write complets invor ] . IS Y
Dt of Moguirason yeny Tean Tosmmwes wiahn o spaiton On AT [] ot on ART Dww WO chakcal  Wegh gt Purctoral '_';-;l'-—_ ‘__1
Wave ol ART Corwe i Coy ART Caron Cote |
Suie Wt araghiry 1 e |
- M e sy | o {
i || Ao ot anr '
| Se DN O feres O 107s l e s AT |
e 12 e ANT X |
Ae 24 mome ANT ! } i
Maharys © | Ae 3% mamse ANT | : !
—— anraehira | | 240 vomse asr =% o A |
. | & Astiewtrovire Trastment |Bemenary)
Treatmant Started 1 . 7 bew. STOP. RESTANT
= - = L | Ostvae . ae e g | — o
Dute confirmed WY+ et =5 e Phace oUWV Teet: | Osmveuweey
| ey pot juareces retering e peerd o H0E ey [ VCTC (0 2TRANTOR () 3-Oupenert 0 & romart O 207 « v < P
D s Pmsme D orrtCl 014 cnc 1) 8-Frvaw pucsorer 0 2.0%er N30 [ 17 Sl sieews O 20v + Lwy - o7y ‘
D90 00 atwan [ 12 Sex warber stmact 093 PLHA sereen T 14 WM [ woomm Ofen
Pasart naraierec i on AT how O] ARC [ Pevase -
. Duse vamsberd = ]
= — 1 | Pioasans SURSTIFUTE © ot uw vmects J Pragrancy. J Aty dagnosed T8
Fausty Metory 4 P ag aonboin # wies revvem gty s 2T
O“m guw l--“llj-_»: Pimanans dor SRITEM O Dl bt s § nmunckopcs Ase 3 Yesope ke
Owsomse  Oinew Prdans 00 SN e el Pregraccy 3 Taeateet e, 4 Paor achererce 3 Sreas Nonotateaton.
o Paat w0 v
L e w AT g e P
v o W dmoee g
2 4 - ]

. O Lmgny

- 1w syt ot |
oo o Con :
" D nmecTs TS rager
O™ v o O DA |
e Dese st A Cfuuas DO Oowes O Trassier ol
i l O / '
~‘ o b —————— ‘ Y . o AT
-~ Poce w1 [ Peve 0 Gt s | | (=R Do d dwat T
‘U'me D et v J ) Now AT conire rave
| | Domest wte Dew ) —
' HD\..-..‘.A....H..-u Dot bt vt /) = 7
--—n:-‘umauag..._..-*' T N NN 0 N0 BN S T S A o sy B Ay« A S e v, O e v A ot a0 WO
| o Hamy | 10 Patmiric Patds | |5 e 0 S
—— —_—
L = M— ——— 1 = — 3 e e b G e ey
i 1
i of s B ER TS il
pirsma [ tem [ ] st it 1] Pt o [] b | Tl i i 4 O |
[
| . — L
(ML R [1ves ] e L] tirdren .|""-"‘-"'|-""'*'" | B ¥ Paeeln 2
|
o [rammpepes o L
] BN s Mves (1M [l || e s nge o - -
| 1
Clamn [ osstwies ] shpmrmese [ Covkommcde fneds iIE i T mssgre  Fogglap . el |
iy oo, || ] onttwss [ Proniy chsal [ Ssmiurviary Schoot (] College arsi sceen
| | o vy | Hoarsl 7 Comaress ) acwn A Foam
| p— Fammaial g
|| T e N N
e ey ;lr-uw:rlmn iyl L
1 (£ 0]
Weurvarespnaiborng LI fm 0 8
[ — e - —_ |
Canbmsmpin |
| Cobdimi 7 Chslomismcppieen. ) I & Oghalbgalen & Vasscieey 6 Siowe | iremuarabini Fiscad )
— —— . — — = - ey p—e——
ANECTAHEG L, e Ty 1= ﬂ‘-_' . - e
|® L & Lir Ml P day LR =Y o | | 1 1 e _i
| o e
PR Pt e || You [0 | Ll !
 [P—— er—— . [RPv Jey — |
e e LT | ket 3 PRICP [ s Clrae | oPTa —
FE— T i oo _ ey 7 |
| i emsn | TTD i |
- Lkl Aty | TPa |
| 160 . 5 . |
W Linsnges bz HODWTers Insifains T T{wre |
I o = 1
| [ lu.—il-:;l.-{ru—uw " - v | B
| | aems | TPV J.
| EE] |
[ |
Ll Wik ) |

b B § Gy G g, § S8 i i (e
TV Sl 1 Ppledes | Papibokess i 8 00

15



The Humsafar Trust

All this information is recorded by the ART Counsellors in their own HIV registers and a Green Book

which is given to the HIV positive person.

Green Book

Counselling / Clinical Notes

Date of Visit:
Counseliing Notes:

Chief Complaints:

Clinical Examination (Major Findings):

Investigations
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HIV Assessment

Before starting ART, clinical assessment of every person is
done, their clinical history is taken and their physical

examination is conducted so that:
,‘4 vf - The clinical state of HIV infection can be traced (to
‘ what extent the infection has progressed and what diseases
. and symptoms related to the infection are present in the

P body)

— - Chronic diseases can be detected, especially those

that are related to HIV
- Currentillnesses related to HIV can be found out, for which treatment is needed.

- Such opportunistic infections, sexually transmitted diseases or other health conditions or
treatments can be detected which may influence the choice of ART regime an individual is put
on.

6ugs available under Anti-Retroviral Treatment (ART) \

At present, under the National Program, the following drugs are available
as first-line ART

- Zidovudine - 300 mg + Lamivudine - 150 mg

- Tenofovir - 300 mg + Lamivudine - 150 mg

- Zidovudine - 300 mg + Lamivudine — 150 mg + Nevirapine - 200 mg
- Efavirenz - 600 mg

k- Nevirapine - 200 mg j

17
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Essential and Periodic Investigations

According to the National Guidelines, following tests are deemed necessary or mandatory before

starting ART treatment:

Haemogram or Complete Blood
Count

Urine for Routine and Microscopic
examination

Fasting Blood Sugar

Complete LFT and RFT (Blood Urea,
ALT / SGPT etc.)

VDRL

CD4 Count

Chest X-Ray — PA View

Sputum Smear Microscopy and GeneXpert test
Anti-HCV and HbSAg

Lipid Profile

Following tests have been mentioned to check the effectiveness of treatment:

Mandatory tests (applicable for everyone)
e CD4, Haemoglobin, TLC, DLC, ALT (SGPT)
Tests for those who start TDF-based regimen

e Complete RFT (tests for blood urea, creatinine etc.) every 6 months or sooner, if
needed

Tests for those who start AZT-based regimen
e Haemoglobin test after 15 days of starting treatment, then monthly for the first 3
months and then every 6 months or whenever needed.

Tests for those who start NVP-based regimen
e ALT/SGPT after 15 days, then in 1 month and then every 6 months

Test for those who start EFV-based regimen
e Lipid Profile once in a year

Test for those who start ATV-based regimen
e LFT after 15 days, then after 1 month, then after 3 months and then in every 6 months

For those who start Pl-based regimen
e Blood sugar and lipid profile in every 6 months

18
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All the above-mentioned investigations can be done before the scheduled
time as per the assessment or instructions of the doctor. Similarly, doctors
can prescribe some other investigations, if needed.

Treatment of opportunistic infections before starting ART

DOUBLE TROUBLE

ART should not be initiated in the presence of an
active opportunistic infection. Normally it is
necessary to control all opportunistic infections
before starting ART. Some opportunistic
infections are exceptions in which starting ART
itself is the right treatment for them.

Amongst opportunistic infections TB offers the
toughest challenges. Treatment of HIV and TB
together becomes complicated since drugs used
to treat one interrupt with the absorption and

effectiveness of the other. This is called drug interaction. Apart from this, challenges in drug adherence
for both, effect on liver and kidney due to excessive drugs or drug toxicity etc. further make treatment

of HIV and TB together difficult.

People with active TB infection, who are tested positive for HIV

are given treatment for TB according to the Revised National
Tuberculosis Control Program (RNTCP) guidelines. ART is then
started after considering the effects of medicines on body, drug
interaction, counseling needs etc. TB drugs are available in ART

centers under the 99DOTS scheme.

If those who are already on ART test positive for TB, then some
changes can be made to their ART regime. If a person’s CD4
count is less than 200, they are given lIsoniazid Preventive

Therapy (IPT) and Ol prophylaxis for prevention from TB
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First 6 months after starting ART

The first 6 months of starting ART are sensitive. Although after starting ART, improvement in health
and immunity is expected, often these improvements are not apparent or visible. Sometimes side
effects also result from the drugs. In some people, the drugs do not seem to work as expected and
their condition seems to get worse. These problems are seen during initial days of starting ART
amongst people whose immunity system is already weakened or there is an opportunistic infection
present in its advanced stage. In such cases, it takes time for ART to control HIV.

It is important to keep in mind is that the cause of these problems is not
treatment failure, but a change in the body's immune system, due to onset
of treatment. It is crucial that after initiating ART, sufficient time should be
given before deciding whether the treatment is working or not.

- J

Increased CD4 Count

In most people, CD4 count increases after initiating ART. However, in those cases where baseline CD4
count itself was very low, improvement is not as much as others upon introduction of ART. In most
cases, lower the baseline CD4 count, greater is the time taken for improvement.

ARV toxicity

ARV drugs produce many types of toxicity in the body. Toxicity means the accumulation of drugs in
the blood, which can have negatively impact organs like liver and kidney. Some types of toxicity are
not acute (mild toxicity). Symptomatic treatment is done in these cases. In some cases where there is
severe toxicity or a life-threatening toxicity, then some ARV drugs may need to be changed (drug
substitution) or there might be need for discontinuation of ART till the person’s situation is stable and

~

/It is important that the health facilitators discuss in detail the side effects
and ARV toxicity before the treatment starts. People living with HIV need
help and proper information to deal with all kinds of side effects. Health
facilitators can monitor the results of complete LFT and RFT tests of HIV
positive people so that if signs of acute toxicity are shown, they can warn

Qhe doctor on time and doctors can take necessary steps. /

toxicity is in control.
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Treatment failure and switching to new line of treatment

ART discontinuation or poor or non-adherence are some of the biggest causes of treatment failure
and HIV progression. HIV is a virus whose genetic make-up is different in different individuals. This
structure also changes over time. Occasionally some ARV-resistant strains of HIV develop which are
resistant to some drugs. During sex, this resistant strain of HIV can enter the bodies of other HIV-
positive people and create resistance against some drugs within them as well. Therefore, HIV-positive
people should use condoms regularly during sex.

Despite proper adherence to ART and continuous use of condoms, the treatment fails in some cases
and the drugs stop working. In such cases, doctors decide to change the drugs and start new regimes.

According to the National Guidelines, following criteria are used to determine failure of treatment:

1. Clinical failure - New or severe opportunistic infections or HIV-related health problems arising
even after proper adherence to ART for at least 6 months
2. Immunological failure - Current CD4 count drops even below the baseline CD4 count, up to

50% drop from the highest CD4 count after initiating ART, or CD4 count consistently remain
below 100

3. Virological failure - Even after proper adherence to ART for at least 6 months, viral load in
plasma stays more than 1000 copies per ml.

On the basis of these failures, doctors in the ART centre decide whether the first line of ARV drugs are
working successfully or not. This can vary for each person, according to their health and their body's
response to the drugs. If according to ART centre’s assessment, first line ART is declared unsuccessful,
they recommend changing the treatment of the individual to District State AIDS Clinical Expert Panel
(DACEP) or State AIDS Clinical Expert Panel (SACEP). DACEP and SACEP are district and state level
committees which constitute of senior officials of ART Center, ART specialists and senior government
officials working on HIV. These committees examine all the cases in detail and take final decisions
regarding changing of ART treatment starting second line ART. The National State AIDS Clinical Expert
Panel (NACEP) is a national-level committee that decides to initiate third-line ART on the failure of
second-line ART

/Health facilitators need to keep in mind that many people start treatment\
of ART with the advice of private hospitals and doctors, where second-line
ARV drugs are at times administered as first line. In such cases, it is
necessary that the person's full medical history is presented to the
government ART centre doctors so that the second-line medicines can be

\determined accordingly. /

21



The Humsafar Trust

Chapter 4

Holistic Care and Support

Needs of people living with HIV, especially for men who have sex
with men (MSM) and transgender people (TG) are not limited to
connecting them with ART centres. Due to their sexual orientation
and gender identity, they are subject to compounded social stigma
and discrimination, in addition to HIV-related stigma. In such cases,
the role of a support group becomes vital for holistic care and
support.

Sanjeevani is such a support group of The Humsafar Trust which
facilitates fulfilment of all the needs of MSM and TG living with HIV.
People affected by HIV get an opportunity to become part of a
supportive and caring community. After knowing about one’s positive status, connecting with a

community can make the future challenges easier. It ensures that treatment and counselling services
are completely non-discriminatory. Sanjeevani works as a community dedicated to ensuring the
mental and physical well-being of its members. It helps people living with HIV to connect with each
other, enable and empower them.

Major components of holistic care and support

Facilitating access to ART services

As stated in the previous chapter, process of availing
ART facilities from government hospitals can be quite
complex and lengthy. ART registration in government
ART centres, periodic CD4 testing and all other
necessary investigations are part of this process. It is
also important to make people living with HIV aware of
the test and treat policy, HIV viral load tests and help
those already on ART manage opportunistic infections.

To change the line of treatment, SACEP and DACEP committees are formed at the state and district
levels. Attending SACEP and DACEP meetings, when required, is important for changing the treatment.

In many cases, when people are struggling to accept their HIV status, it is very difficult for them to
understand government processes and avail ART-related services. This makes the role of health
facilitators extremely pivotal. It is important for health facilitators understand NACQO's guidelines and
government procedures properly so that they can offer every possible support to HIV positive
individuals. Health facilitators also need to build rapport with the concerned employees of
government hospitals and officials of all ART centers in the city so that people living with HIV can get
the services without any discrimination or hassle.
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It is also important for health facilitators to keep in mind that NACO guidelines and government
procedures keep changing from time to time. It is important that they keep themselves updated with
latest guidelines and procedures.

In addition, health facilitators need to continuously motivate the members to regularly take their
medicines and get their CD4 tests and other investigations done on time.

Facilitating management and treatment of Ols and other HIV-related Infections

Managing opportunistic infections and other HIV-related infections, is
an important part of management of HIV. These include treatment of
Multi-drug-resistant (MDR) and Extensively-Drug-Resistant (XDR)
tuberculosis, Hepatitis-C management and Hepatitis-B screening,
vaccination and treatment. For the treatment of several opportunistic
infections, assistance from organizations other than government
health set-ups may also be required.

There may be several reasons for this:

- Shortage of ARVs or Ol prophylaxis in government ART centres
- Certain services or treatments not being mandatory under the National Program or NACO
Guidelines

- Lack of resources and capacity in government system for prompt treatment of everyone

In such cases, it gets imperative for health facilitators to be informed about other organisations
which provide services for management of these Ols and link HIV positive individuals with these
services, whenever needed. (Read in detail about the organizations with which Sanjeevani's health
facilitators network for specific services, in the next chapter.)

Clinic and Counselling facility for physical and mental well-being

Adequate care of both physical and mental health of people

living with HIV is essential. Therefore, we consider these two : _,;u:._:,‘:‘.'.’::.e;... B

S RS

as integral parts of holistic care and support. mopleoﬁ"‘gposséﬁeu‘;ﬁ:;\_
Pessimism OPtimists - OPtimice: ..

Mental health includes the following: el enta positive ===
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- Counseling about accepting HIV status, coping with g

anxiety, depression related to it and overall mental
health

- Counselling of family and partner
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The following are important for physical health:

- ART and DOTS adherence counselling
- Treatment of STls, Ols and general ailments

- Regular check-up by doctor

Adequate provision for mental health related needs is
not available under the National Program. For physical
health as well, medicines and counseling is extremely
limited for common illnesses other than STIs and Ols. In
order to overcome these lacunae, mental health
counselling and regular doctor consultation are available
at The Humsafar Trust. Drugs for general illnesses other
than medicines for STIs and Ols are also provided free of
cost by the doctor. These facilities are particularly
beneficial for those HIV positive people who are
financially in need.

Proper nutrition is extremely vital for
people living with HIV. For this, it is
important to consult a nutritionist
who can advise on proper nutrition
and food options based on an
individual's treatment history, lifestyle
and financial status. Those who are
: : financially needy also require
,, ; M) Y \~ nutritional supplements.

The Humsafar Trust not only offers consultation by Nutritionist but also provides monthly nutrition
supplements. Sanjeevani health facilitators network with other organizations and to make ration
support available to those who need it. (More information about this is in the next chapter)

Support group meetings

Being part of a support group enhances the morale and
confidence of people living with HIV and provides them
with new hope for life. People can discuss the challenges
associated with HIV and learn from each other's
experiences in these periodic support group meetings. In
these meetings, sessions related to healthy living, such
as nutrition, exercise, yoga, regular check-ups etc can be
taken by external experts. In these sessions legal experts
can also discuss legal and human rights of HIV positive
people. Apart from this, entertainment activities like
sports, picnic etc. can also be organized in the meetings,
in which people forget their problems for a while.
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Support group not only provides a safe platform for open discussion on various issues related to
positive life, but also offers opportunities to become each other’s support system for people who do
not have family support so that they can share the ups and downs of their lives

Legal support and consultation

Due to the social stigma and discrimination
associated with HIV, people living with HIV,
especially those whose HIV status is known, may
face different types of discrimination. Many
people have to deal with bad behavior from
employees of government hospitals, some lose
their jobs and others are evicted from their
homes by their landlords. Many have to face
discrimination even from their families in the
form of disinheritance from their share in
ancestral property or being thrown away from home etc. Legal aid and counseling are a major part of
holistic care.

Along with legal aid, there is also a need for advocacy with institutions or individuals who discriminate
against people living with HIV so that they can be sensitized on HIV issues.

Reaching out to female partners of men who have sex with men

Several men who have sex with men are also married to women. In most cases, their female partners
do not have information about their husbands’ sex lives. Hence, it becomes very difficult to reach out
to the female partners and give them information about HIV. At times, due to putting too much
pressure in this regard, some men break all contacts with the health facilitators. That is why it is
important that health facilitators should exercise caution in such cases. Sanjeevani health facilitators
explain during counseling, the importance of getting their female partners tested for HIV and in case
the results are positive initiating treatment at the earliest.

Assistance in hospitalisation

People living with HIV may often need to be hospitalized for the treatment of HIV-related
complications or opportunistic infections. They may need assistance from health facilitators regarding
the process of hospitalization as well as getting care during their stay at the hospital.

/The most important role of health facilitators in the lives of people Iiving\
with HIV is personalised care and support. Every person is given support
as per their needs and their detailed case history is maintained in the form
of documents/records. These case files contain their complete clinical
history (details of previous investigations, infections and treatment
history). This information proves to be very useful in their future
\treatment. Complete confidentiality is maintained for each member. /
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Chapter 5

Advocacy and Networking

Advocacy and networking play an
important role in the care and support of
people living with HIV. Where advocacy is
needed to address discrimination related
to HIV and to bring about a change in
societal attitudes on HIV-related issues,
networking helps in providing medical and
other services to the individual.

HIV-related advocacy

Advocacy related to HIV can have many objectives:
Changes in HIV-related policies and law

There has been a lack of strong laws related to
HIV in our country for a long time. Due to this,

people living with HIV have been having
difficulties in obtaining legal recourse against
discrimination due to their HIV status. In the

R W ey
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absence of these laws, they also need to
struggle to maintain confidentiality about their

HIV status and to obtain proper treatment and
regular medicines.

With the passing of the HIV/AIDS bill by Parliament in April 2017, fighting against HIV-related
discrimination has become much easier. As per the provisions of this bill, legal route can be taken to
address all HIV-related discrimination along with demanding necessary treatment and investigations
(such as viral load tests) for all HIV positive people.

To get this bill passed, groups working on HIV-related rights have struggled for several years.
Sanjeevani's health facilitators have also been associated with these groups and have been
contributing regularly by participating in their meetings and activities.

In addition to changes in law, changes in policies of government and non-governmental organizations
and companies also require advocacy. It takes many years to change the laws, but changes in the
policies of institutions are possible sooner. Sanjeevani's health facilitators have made constant efforts
to bring changes in the policies of several government hospitals and ART centers after coming across
incidents of discrimination. In the same way, the Advocacy team of Humsafar has also worked to

26



Guidelines for Care and Support of People Living with HIV

include policies that protect the rights of people living with HIV in many companies and education
institutions.

ﬂalth facilitators need to keep in mind that in order to bring abou\

changes in policies of an organization or company they need to approach
such officials who are position to change policies or can influence the
whole process. Generally, such officers are there in the organization’s
senior management.

Another thing to keep in mind is that the process of making changes in
policies and laws should be continued continuously. Needs of the
community keeps changing and accordingly, changes in policies and
legislation should also take place. Health facilitators need to be aware of
the changing needs of the community and need to constantly advocate

{or changes in policies and laws. /

Changing public attitude about HIV

Along with changes in the laws related to HIV, it is also important to
( change public attitude towards HIV and create sensitization on HIV-
WORLD related issues. In order to do so, health facilitators talk about issues
AIDS P related to HIV and the rights of people living with HIV from time to time
DAY i 4 in hospitals, ART centers, companies, educational institutions etc. and

DECEMBER1

spread awareness.

On 1 December, on the occasion of World AIDS Day, cultural programs
and movies, plays and street plays made on issues of HIV are also used to spread awareness about HIV
in the public. Health facilitators play a key role in organizing these events.

ART Centre Monitoring

Due to recurrent shortage of ART drugs, Sanjeevani's health facilitators started monitoring of ART
centres once a month. In these monitoring visits, health facilitators try to obtain the following
information:

- Since when has the ART centre been functional and people who are registered to the centre
come from which areas

- Exact address and contact information of the ART centre (e-mail, phone number, etc.)
- How many people are registered at the ART Center

- Amongst those who are registered, how many are on ART
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- How many Pre-ART, On-ART and lost to follow up LFU cases are there

- How many people come to take ART drugs every day

- How much is the stock of various ART drugs

- Availability of kits and machines for CD4, viral load and other necessary investigations

- Staff availability at ART centres

- Who are the current Nodal Officer, Medical Officer and other senior officers of the ART Centre

- Information about other organisations related to the ART centre and facilities available with
them

Through this data it is possible to know about the status of stock of ARV drugs, kits for investigations
and other resources in an ART centre. If there is a shortage or possibility of shortage seen, health
facilitators may take this up with officials of the ART Centre or officers working in the National Program
in time.

Networking with government and non-government organisations

Many services that are essential for holistic care and
support of people living with HIV are not available in
government hospitals or are not mandatorily
provided under national program to HIV positive
individuals. If these services are not available with
the organisation or the support group as well, then
health facilitators need to network with many
government and non-governmental organizations.

Sanjeevani's health facilitators not only network with the officials of all the major government
hospitals and ART centers in the city, but also with several other non-governmental organizations for
the following services:

- With Medical Social Work (MSW) Departments of government hospitals and private
laboratories for free or concessional treatments or investigations, in addition to the treatment
of ART and opportunistic infections, which are not part of the national program

- With Médecins Sans Frontieres — MSF or Doctors Without Borders for second and third line
anti-retroviral treatment, treatment of Multi-drug resistant (MDR) and Extensively Drug
Resistant (XDR) tuberculosis and for the management of hepatitis C infections

- With Family Planning Association of India (FPAI) Hepatitis-B screening and vaccination and
reaching out to female partners of men who have sex with men

- With community care centers (CCCs) such as Damini Trust, Karunya Trust and Ojas for need-
based ration support
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- With CCCs like Niramay Niketan and Sahara for treatment and management of opportunistic
infections, assistance with hospitalization and blood investigations at free or concessional
rates

It is important for health facilitators to keep finding out about new
organizations and the facilities related to HIV available with them, establish
rapport with them, and try to build long-term relationships with them.
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