


Need for safe
drinking water

“Those [people on DOTS] who are coming here, need to be provided with
distilled water, and each one need to have a separate [disposable] tumbler. But
currently the only one stainless steel tumbler is shared by everyone - which is
not good.” (Staff of a government DOTS centre, Erode)

Need for clean
atmosphere

“The atmosphere [at DOTS center] should be clean, as people tend to vomit
because of tablet. If the surroundings are not good then people get irritated and
do not want to come back.” (Staff of a government DOTS centre, Kil, Erode)

against drug users

Keeping distance - “They did not want to be near me saying TB is airborne. They want us a bit

literally further away from them. They will ask us to ‘go sit there’, ‘at that distance’.”
(A male IDU, FGD, Imphal)

Perceived “Since we are mostly drug users, they treat us a bit harshly if not totally

discrimination negatively. There are ways | can ascertain from the way they look at us, their

body language etc. It is visible in a subtle way.” (A male IDU, FGD, Imphal)

Looked down upon
due to TB and or HIV
status

Not able to take
DOTS due to bandhs
Strike

“Some people like the guard [lower rank staff/ non-clinical staff] over there
knew that patients in the [name of the ward] are either HIV-positive or TB
patient. They look down on us and treat us badly. | felt bad but the doctors
treated us well.” (A caregiver, FGD, Imphal)

“When | went to [DOTS center], [a staff] scolded me for missing some TB doses.
They could have told it in a calm manner. Hence, | lost interest in taking
medicines from there.” (A patient who is in now on Category-ll DOTS regimen,
Erode)

aThere was a recent general strike and curfew for three consecutive days, and
the day of medicine ctiection fall into these days and DOTS centre was closed
so he had to go without medicine for three days.® (An NGO staff, Imphl)

aHad they [government DOTS centres] kept the centre open even during bandh
or strike, we would not have defaulted.® (A man living with HIV, FGDmiphal)

aWhenever | go there [government hospital] during bandhs it is usually closed
and they told me it is not possible to be open during bandhs. They [government
health care providers] also told me that a few missed doses will not affect me. |
am worried if | relapse again.® (A man living with HIV who was on TB
medications, FGD, Imphal)

Need to buyfrom
private facility as
DOTS centres are
closed during
bandhs/strike

aSometimes when our medicine-collection day from the DOTS center falls on the
day of bandh or curfew, then the center [DOT center] would be closed and we
would have no other alternative but to buy them from a pharmacy if it is

open.® (A male IDU, FGD, Imphal)

Need for alternatives
to ensure adherence
during bandhs/
strike

asSince the situation in Manipur can lead to curfews and bandhs anytime, | am
afraid that | may miss taking some doses. In such situations [bandhs], either
they [providers] should come to our house or they should hand some extra stock
tous.° (A man living with HIV, FGD, Imphal)

To give or not to give:
Provider's dilemma
in giving extra
tablets to cover
bandh periods

aThe prevailing situation of bandhs, blockades, curfews do not help at all. It's a
dilemmaregarding handing out medicines. If we give, how much would we give?
If we don't give, what would happen.® (An NGO DOTS priler, Kll, Imphal)

Police interruption

aEarlier a man [an IDU] was bringing me my TB medicines. One day, the police
detained him. They sispected that to be ‘drugs'. [NGO] staff had to come and
explain and only then he was let off. | did not get medications for some days.®
(A female living with HIV, FGD, Imphal)
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Non-disclosure about

“My elder son and | live in separate houses. | am on both ART [antiretroviral

HIV and TB status to | treatment] and TB treatment [DOTS]. | have not told anyone else — except my
family elder son.” (A man living with HIV, FGD, Erode)
“Some want us not to tell their wife they have TB - let alone HIV.” (Staff of a
government DOTS centre, Erode)
Negative “My wife left me once she knew | have [HIV]. Now | have no one to ask whether |
consequence of took medicines or not.” (A man living with HIV on TB medications, FGD, Erode)
disclosure of HIV
status
Perceived stigma “[PLHIV] can get support for tests from us [NGOs] but some of them don’t want to
associated with HIV | disclose their [HIV] status and approach us only after a long period of time.”

(An NGO staff, Imphal)

Not disclosing about
TB status to
outsiders

“With my family members, | did not hide that | have TB. But | have not yet
revealed to outsiders.” (A male TB patient, FGD, Erode)

“Most of the people with TB are not willing to take medicine at nearby DOTS
centers since they do not want their neighbors to know they have TB.” (Staff of a
government DOTS centre, Erode)
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RECOMMENDATION:!




1. Address psychological and other individual level barriers to TB treatment access and
adherence

e  Provide training to healthcare providers to address individual level barriers:
Psychological barriers such as fear of side-effects and fatalism prevent some from initiating
TB treatment. Hence outreach workers, counsellors, and doctors should be trained to be
competent in eliciting and providing tailored counselling to address the various psychological
barriers.

e  (Create linkages with other services: IDUs with TB who are dependent on alcohol and/or
drug use need to be linked with drug dependence treatment and harm reduction services
(needle/syringe programs, OST, residential rehabilitation, etc.).

e  LinkIDUs with OST programs: IDUs have difficulty accessing TB diagnostic facilities and TB
treatment initiation because their priority is on drug use (due to severity of withdrawal
symptoms). Hence, IDUs need be linked with OST programs to help them attain a stable
lifestyle and to assist them in adhering to TB treatment (and ART).

e DOTS providers need to be provided with the skills for managing repeated defaulters by
training them on identifying factors for defaulting and addressing them appropriately.

e  Health Care providers need to be sensitized about the sexual orientation of the patients
and sensitize them on non-discriminatory behavior towards them.

2. Address structural barriers to TB treatment access and adherence

e Develop programmes to increase support from family and society through education
(mass media) and counselling (one-to-one) to provide accurate information about TB and
reduce stigma and discrimination.

e Develop mechanisms to address the financial barriers faced by a proportion of patients
with TB. These could be provision of travel allowance for appointment-related trips to clinics
and not charging for lab tests in the government centres. Another mechanism could be
strengthening referrals with income-generation initiatives (government and non-government)
for needy and willing PLHIV, IDUs and FSWs.

e  Ensure that TB drug resistance testing is available (in strategic locations in Manipur) for
patients - especially PLHIV, who require treatment for relapse to identify early diagnosis and
treatment of Multi-drug resistant (MDR) and Extreme drug-resistant (XDR) TB.

3. Provide TB treatment and prevention education to marginalized groups, including
those living with HIV

*  Provide TB education to PLHIV and marginalized groups through multiple avenues:
Provide and reinforce prevention and treatment messages to PLHIV, FSWs, IDUs, and MSM - in
different forms and through different providers (peers, outreach workers, doctors, and
counsellors).
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Provide ongoing adherence counselling — throughout the TB treatment course - tailored to
the needs and circumstances of the patients with TB.

Educate all members of marginalized groups about TB (irrespective of HIV status):

Treatment messages should not be restricted only to those who are diagnosed with TB.
Giving TB-related treatment messages to all (irrespective of their HIV status) helps diffusion of
this information among the community. These messages should address commonly held
misconceptions related to severity of side-effects (to reduce the risk of not taking TB
medications when experiencing side effects) and quality of drugs provided in the government
centres (to overcome the mistrust in government’s free TB medications); and emphasize the
importance of completing the full course of TB treatment even if they feel well before
completing the entire course.

Intensify awareness campaigns on TB treatment availability and information about
symptoms of non-pulmonary forms of TB: Publicize accurate information about TB
treatment and its availability in selected government hospitals through mass media and
innovative communication campaigns that appeal to and reach out to marginalized groups,
including those living with HIV. Education on the symptoms of extra-pulmonary symptoms
(e.g., swelling of lymph glands) needs to be provided especially for PLHIV and IDUs.

Strengthen the capacity of PLHIV networks and marginalized groups:

Capacity of the PLHIV networks and CBOs working with marginalized groups needs to be
strengthened to provide TB treatment education/counselling (through in-centre counselling,
support groups, and outreach) and to follow-up TB-infected clients to ensure adherence.

4. Ensure availability of quality TB counselling and treatment services

Ensure people-friendly environment and quality services: Ensure that government

DOTS centres are friendly and healthcare providers (doctors and counsellors) offer competent,
non-judgmental, non-discriminatory and quality counselling and treatment services to TB
patients irrespective of their HIV status and being from marginalized communities (IDUs,
FSWs, and MSM).

Ensure screening of all PLHIV for HBV/HCV: Ensure that standard clinical guidelines are
followed in screening people living with HIV and IDUs (irrespective of HIV status) for HBV/HCV
before starting TB treatment

Support treatment of HCV/HBV co-infections among TB patients including those who
are HIV-positive: Develop mechanisms to support treatment for HCV and HBV infections in
IDUs (including those living with HIV) with TB.

Consider ‘smart cards’ for easy access to TB treatment irrespective of the native

place of TB patients: Similar to the initiative in the national ART program, consider providing
‘smart cards’ (electronic) for TB patients to ensure uninterrupted and easy access to TB
treatment from any government (and non-government) DOTS centre. Availability such cards
can help TB patients who frequently travel from one place to another.
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5. Develop and implement an action plan to ensure equity in TB treatment access for
PLHIV and marginalized groups such as IDUs and FSWs

e Ensure that the specific TB prevention and treatment-related needs of PLHIV and
marginalized groups are not overlooked on the assumption that they are not of substantial
size that warrants specific attention. Ensure that the current TB/HIV coordination
mechanisms (policy and program levels) address their needs.

e Develop mechanisms to monitor inequalities in TB treatment adherence: Collect
disaggregated data according to marginalized group status (PLHIV, IDUs, FSWs, MSM) in
DOTS centres, and quantify inequity information on TB treatment access and adherence.

e PLHIV networks and marginalized groups should be actively involved at all levels to
make effective use of their experience-based expertise in monitoring and review of TB
programs to ensure equitable access to TB treatment and improve adherence. State and
district TB/HIV coordination committees should involve representatives of PLHIV networks
and marginalized groups.
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