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Abstract

Introduction: In the context of evolving policy for human immunodeficiency virus (HIV)/tuberculosis
(TB) co-infection in India, the study was conducted to explore civil society perspectives for HIV/TB
co-infection collaborative policy and service delivery in the country.

Material and methods: Twenty-six in-depth interviews were conducted with purposively selected
representatives of advocacy organizations, health activist, positive networks of people living with HIV
(PLWHA), and general community. The interviews were audio-recorded, transcribed, coded using
QSR NUD*IST software version 6.0, and thematically analyzed. The study was approved by the ethics
committee.

Results: The civil society prioritized HIV/TB co-infection as an important public health issue and ad-
vocated identifying common indicators for co-infection for better program management. “Team train-
ing concept’ for increasing ‘antiretroviral therapy coverage’ and ‘intensified tuberculosis case finding’
were reported successfully in Karnataka, and replication of such models of service delivery in other
parts of the country was the expectation. Referring to the disparities observed in the national HIV/TB
program, the collaborative policy must be inclusive to address co-infection in all high-risk population
including intravenous drug users. Principles of ‘greater involvement of people with HIV/ acquired
immune deficiency syndrome (AIDS)’ was advocated for district coordination committees and service
delivery, suggesting the possible role of PLWHA as a ‘directly observed treatment short course’ pro-
vider. Advocacy has a significant role in policy decisions if provided with strong evidence base, but
communication between research, advocacy, and policy makers remains a challenge.

Conclusions: Advocacy made valuable contributions to national AIDS control program in India. How-
ever, advocacy for HIV/TB co-infection policy is still in a nascent stage requiring consultative and inclu-
sive approaches.
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Introduction

Advocacy is a set of targeted actions directed at the de-
cision makers in support of a specific policy [1]. Advocacy
can be in several ways, but all of them have a common aim
to influence decision-making with the goals of developing,
informing or changing policies, establishing and sustaining
programs and services for a variety of public issues includ-
ing health [2]. Public health advocacy is a practice intended
to reduce death or disability in groups of people (overall or
from a specific cause) and is not confined to clinical set-
tings [3]. The civil society, which is often referred as a ‘social
sphere’ separate from the state and the market, plays a ma-
jor role in public health advocacy. The civil society sphere
constitutes “academic institutions, business forums, clan and
kinship circles, consumer advocates, development cooper-
ation initiatives, environmental movements, ethnic lobbies,
foundations, human rights promoters, labor unions, local
community groups, relief organizations, peace movements,
professional bodies, religious institutions, think tanks, wom-
en’s networks, youth associations, and more” [4].

The human immunodeficiency virus (HIV)/tuberculosis
(TB) co-infection is an emergent pandemic. At least one-
third of the 36.7 million people living with HIV worldwide
are infected with TB and they are 20-30 times more likely
to develop TB than those who are not HIV-infected [5].
The co-infection is a major public health problem in many
parts of the world, particularly in resource constrained set-
tings with a high burden of both the diseases, such as in
Africa and Asia nations [6]. In order to guide the national
policies for this dual epidemic, in 2004, the World Health
Organization (WHO) developed an interim policy for col-
laboration between HIV and TB programs for managing
the co-infection. The objectives of the interim policy were:
1) to establish the mechanisms for collaboration between TB
and HIV programs; 2) to decrease the burden of tuberculo-
sis in people living with HIV/acquired immune deficiency
syndrome (AIDS); and 3) to decrease the burden of HIV in
tuberculosis patients [7].

India, an Asian nation, bears the third highest disease
burden of HIV-associated TB in the world, posing unprece-
dented challenges on the public health system in the coun-
try [8]. The co-infection cases are being detected through
HIV testing of TB patients and intensified case finding at
HIV care and treatment centers. Currently, six high HIV
prevalence states in India contribute about 75% of the de-
tection, and concerns are being raised over the existing gaps
in detection of co-infection cases particularly in low HIV
prevalence states [6]. National HIV/TB co-infection policy
in India is evolving [9]. Starting 2001, HIV/TB collaborative
activities were implemented in the six high HIV prevalence
states. Subsequently, in 2007, the National AIDS Control Or-
ganization (NACO) and the Central Tuberculosis Division
(CTD) established the first National Frame work of Joint
HIV/TB Collaborative Activities, expanding basic HIV/
TB activities to all the states [10]. In 2008, guidelines were
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changed to implement an ‘intensified HIV/TB package’ in
nine states with the highest HIV prevalence. This also in-
cluded referral to HIV counseling and testing sites for HIV
tests free of charge for all TB patients. Selective referral was
continued in the other 26 states in the country [11]. The Na-
tional Framework for Joint HIV/TB Collaborative Activities
was further revised in 2009 to establish uniform guidelines
for counselling and testing centers as well as ART centers
nationwide, to standardize monitoring and evaluation, and
to expand the intensified HIV/TB package to all states by
2012 [12]. Nationwide coverage of the intensified HIV/TB
package was achieved in 2012 [6].

Over the years, this policy evolution was guided by in-
ternational and national advocacy efforts of local research
evidences [13]. The main thrust of advocacy efforts was to
create widespread awareness among decision makers, com-
munity leaders, and media about the dual nature of HIV/TB
epidemic, promoting better collaboration and information
exchange among TB and HIV programs at the national and
regional levels [14]. In this context, we conducted a study in
India to explore ‘how’ the civil society contributed and/or
expressed concerns about the HIV/TB co-infection policy
development in the country.

Material and methods

As civil society include a wide range of actors, we con-
ducted in-depth interviews with representatives from people
living with HIV/AIDS (PLWHA) networks, representatives
of community-based organization (CBOs), non-govern-
mental organization (NGOs), and general community, in-
cluding vulnerable population for HIV/TB co-infection.
We purposively selected the respondents representing dif-
ferent geographic regions (North, South, East, and West) in
the country. The ‘maximum variation sampling’ principle
has been utilized to gain rich information on experiences
and perspectives from different geographic regions. The re-
spondents were identified based on their familiarity, their
involvement in program, and policy advocacy for HIV/TB
co-infection.

Data collection

Twenty-six (n = 26) in-depth interviews were conducted
with health activists, representatives of advocacy organiza-
tions, positive networks of PLWHA, and general communi-
ty. The profile of the study respondents has been shown in
the Table 1. The interviewees were based in five cities of In-
dia: New Delhi, Bangalore, Chennai, Mumbai, Kolkata, and
Pune. All the interviews were conducted during personal
meetings in the interviewee’s offices by the first author, who
was trained in conducting interviews for qualitative research
studies. The interviews were structured around an interview
guide (see appendix 1) developed in line with the existing
literature [15] and in consultation with senior scientists at
National AIDS Research institute (NARI), where this study
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Table 1. Profile of the respondents
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:izitc)zgration Organizational focus Experience (years)
1 Rights-based foundation 26
2 Health focused non-governmental organization 24
3 Positive network 19
4 Women positive network 13
5 Positive network 15
6 Human rights-based organization 6
7 Positive network 14
8 Clinic-based non-governmental organization 20
9 Academic institution 25
10 Positive network 10
11 Women empowerment 5
12 Slum and scheduled population welfare 23
13 People living with HIV/AIDS, women and child development 20
14 Antiretroviral therapy service delivery 20
15 People living with HIV/AIDS and sexually transmitted diseases 11
16 Community development in rural areas 15
17-26 High-risk populations, caregivers of people living with HIV/AIDS, social workers As low as 5 years
and as high as 37 years

was conducted. A non-structured interview technique was
used to facilitate an open discussion and to explore respon-
dent’s narratives in depth. On an average the interviews last-
ed between 60-90 minutes, were audio-recorded in English
language, and transcribed verbatim for analysis.

Data analysis

Data was entered and analyzed in non-numerical data
indexing searching and theorizing, NUD*IST software ver-
sion 6.0. The interview transcripts were coded for emerg-
ing themes to describe an integrating, relational idea from
the data [16]. Memo writing assisted in defining these codes
and linkages between them. The data was thematically ana-
lyzed, using Christoffel’s public health advocacy framework
that involves 3 stages: information, strategy, and action.
These stages are conceptually sequential but, in practice,
simultaneous. The work at each stage is continually adjust-
ed according to circumstances at the other stages [3]. This
framework was used to delineate the roles, information,
strategies, and actions being followed and advocated by
the civil society for HIV/TB co-infection policy develop-
ment in the country.

Ethics statement

The study participants were informed about the objec-
tives of the study, and all the respondents provided written
informed consent for participation prior to being inter-

viewed. Interviews were recorded on a digital device with
the participants’ prior permissions [17], and data were stored
in encrypted format with restricted access. Care has been tak-
en to ensure anonymity of all individuals cited in this article.

Results

This study identifies the strategies devised, actions taken,
and solutions proposed by the civil society to inform or influ-
ence local, state, or national level decision making in the con-
text of dual epidemic of HIV/TB co-infection. Four major
themes emerged from the analysis: 1) HIV/TB co-infection:
does it need separate treatment; 2) research is an advocacy
tool; 3) the interface: providing support, getting support for
policy development; 4) civil society advocacy for HIV/TB
co-infection policy. These themes are discussed as follows.

HIV/TB co-infection: does it need
separate treatment?

Since the detection of first HIV case in the country,
TB co-infection was evident through the clinical history
of PLWHA but the focus remained on prevention and treat-
ment of HIV infection. The clinical research demonstrated
that there will be high mortality of PLWHA due to TB co-in-
fection, and increasing mortality got momentum in various
states of the country over the years. For many years, the pub-
lic health programs for HIV and TB remained independent
of each other, and a lot of emphasis was given only to HIV
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prevention. On the other hand, the increasing morbidity and
mortality due to co-infection demanded new policy frame-
works for prevention and treatment. As these two programs
held different public health mandates, the HIV/TB collabo-
rations did not seem to converge anywhere.

“Two issues, first being annual high incidence of TB

among PLWHA compared to HIV-uninfected; second,

being highest incidence of TB among IDUs, whether HIV-
infected or uninfected. HIV program runs on prevention
and treatment as their mandate, whereas TB program
mandates on control and effective treatment. The collabo-
ration and co-ordination between these two programs will

remain a challenge at field level” (Participant No. 8)

A significant number of deaths among PLWHAs were due
to TB, as HIV-infected individuals have higher risk of devel-
oping co-infection and thus, the need emerged for early diag-
nosis and treatment. The respondents opined that there were
lack of opportunities for early diagnosis and treatment in pub-
lic health facilities in different geographic regions of the coun-
try. Most of the study respondents, specially from positive net-
works, expressed displeasure over lack of clear guideline and
opportunities to early screening of TB among HIV patients,
adding the complexity of the issue. Nevertheless, few respon-
dents were convinced that despite limited opportunities, HIV/
TB co-infection was managed efficiently with the available di-
agnosis and treatment options. However, the drug resistance
to treatment emerged as a persistent challenge for HIV/TB
management in the country.

“We have had enough experiences of HIV and TB treat-

ment. However, co-infection is gaining importance in

the wake of MDR and XDR TB. We are now advocating
for new diagnostic techniques for MDR TB, and the same
was agreed upon by the Government of India” (Partici-

pant No. 5)

Research is an advocacy tool

The respondents were of the opinion that advocacy itself
is a key step in the policy process assisting in identification
of gaps and persuading decision makers to consider those
gaps for policy change. One representative from a positive
network explained.

“Advocacy is basically a pressure mechanism to change

policy as per communities requirements for universal

access to quality care” (Participant No. 5)

The advocates also expressed the need for research evi-
dence to bring about any kind of policy change. The impor-
tance of research in the policy process was articulated by
several advocates as:

“Research is very important for any advocacy effort for

policy change. Without research evidence, advocating for

policy change is anecdotal”

Research was considered so important for advocacy that
‘not having research evidence’ could spell failure for advocacy:

“Often, advocacy in our country fails because we are not
substantiating with adequate evidence either quantitatively
or qualitatively” (Participant No. 8)
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Thus, building pressure without strong evidence does
not lead to policy change. Hence, strong ‘evidence base’
as an advocacy tool helps in the policy negotiations. For
example, research evidence indicated that ART should be
initiated irrespective of CD4 count among eligible HIV/
TB co-infected patients, and this evidence was negotiated
for policy change at the appropriate venues such as coor-
dination meetings and technical working group meetings.
The success was also being witnessed in free roll out of an-
tiretroviral therapy (ART) in India. Most of the respondents
indicated antiretroviral treatment for HIV-infected individ-
uals as success story of advocacy for policy change. They ar-
gued that advocacy is a process, which occur over a period
of time. There had been advocacy for free roll out of ART at
various levels and subsequently, a free roll out of ART pro-
gram in India came into a reality. One of the study respon-
dents recollected:

“Early in 2001-2002, we demanded treatment for PLWHA

and we are now pressurizing to have second line treat-

ment”” (Participant No. 7)

The civil society advocates expressed displeasure over
some of the policy decisions. Decision makers at times did
not listen to advocates and the policy decisions were taken
not considering civil society advocacy. The most narrated
case was that of targeted interventions (TIs):

“Despite of strong advocacy for not to launch, the Gov-

ernment of India had initiated TI program, eventually

leading to human rights violation.” (Participant No. 1)

Information, education, and communication (IEC)
combines strategies, approaches and methods that enable
individuals, families, groups, organizations, and communi-
ties to play active roles in achieving, protecting, and sustain-
ing their own health. A HIV/TB co-infection clinical expert
said:

“There is no good IEC material for HIV/TB to inform co-

infected patients in the entire country.” (Participant No 2)

The respondent further shared experiences of best prac-
tices, which have programmatic significance as:

“In Karnataka, one of the states of India, several initia-

tives were undertaken like team training concept, which

helped in achieving 60-67% ART coverage and intensified

TB case finding at ART center, translation of 10-point

TB tool in vernacular languages to impart HIV/TB co-

infection knowledge among patients, minimizing num-

ber of visits to ART centers, provision for nutritional sup-
port, etc. Now, we are advocating all these provisions to

consider for programmatic level” (Participant No 2)

The interface: providing support,
getting support for policy development

The national framework for HIV/TB collaborative ac-
tivities identified district as the nodal unit for collaboration.
The respondents in the study advocated for strong health sys-
tems to support co-ordination between the national programs
for HIV and TB, as well as, greater involvement of PLWHA
in service delivery for the dual epidemic. As there were issues
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related to stigma and disclosure, some of the respondents
even suggested the possible role of PLWHA as a DOTS pro-
vider. As representatives of positive networks said:

“Considering disclosure issues while treatment, we strong-

ly believe if PLHWA becomes the DOTS provider, he/

she can provide medicines to general community as well
as PLWHA, and there will be no disclosure of PLWHA

status” (Participant No. 10)

Respondents were of opinion that traditionally commu-
nity involvement in HIV had been strong, but TB program
was lagging in this aspect; there was a need for community
involvement for the co-infected. As one respondent said:

“Greater involvement of people living with HIV (GIPA)

remained an important aspect in national AIDS program

and its service delivery. However, such involvement
was not witnessed at district co-ordination for HIV/

TB co-infection to raise issues of patients.” (Participant

No. 10)

The respondents further emphasized that community
participation in advocacy process is essential. But, limited
access to community participation in this process was one
of the reasons for existing gap in programmatic decision mak-
ing. As one of the respondents shared the strength of such
participation as:

“We were the part of policy formulation and noticed civil

society involvement for HIV. However, such involvement

was not observed in the case of TB program. Our advoca-
cy helped in building co-ordination mechanism for HIV/

TB co-infection. MDR TB was not a priority earlier and

slowly it has become high priority area for the program.”

(Participant No. 5)

According to the respondents), research, policy, and ad-
vocacy are interdependent, and their interface is critical in
the policy development process. However, communication
gap was evident and need for structured mechanism was
voiced by a respondent as:

“The communication is lacking, because we don’t have

a mechanism with which the whole thing can happen in

a formalized way.” (Participant No. 8)

In order to bridge this gap, a HIV/TB clinical expert of-
fered potential solutions emphasizing:

“State co-ordination committees incorporate the re-

search institutes as one representative. That will be the

best mechanism. Because, already the platform existing,
we have to just incorporate some research person and
they should very much take the proactive role and tell

the policy maker.” (Participant No. 2)

Civil society advocacy for HIV/TB
co-infection policy

Civil society act as intermediate layer between the indi-
vidual and the state that is capable of resolving conflicts and
controlling the behavior of members without public coer-
cion. This was illustrated with an example:

“Civil society advocacy more particularly by the rights

activists, helped in prioritizing HIV as a serious issue
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and its treatment, challenging rights of section 377" etc”
(Participant No. 4)

Public health experts and health activists opined that
people in India are not fighting for their rights, especially
health rights, resulting in lack of health advocacy. They had
also witnessed advocacy in the West as more lobbying-based;
however, such lobbying in India is in its nascent stage:

“Active health movements can be noticed in Africa, bet-

ter supporting systems for health can be noticed in Bra-

zil, whereas in India, we are yet to witness health activ-

ism.” (Participant No. 4)

The civil society had played a significant role in bringing
policy changes. However, the respondents believed in strong
network base for policy advocacy, which was not noticed
in the case of co-infection. Ideally, such networks need to
be well organized and they should operate efficiently to be
successful in influencing the policy change or policy devel-
opment. A well-established networking system would create
a supportive and self-sustaining environment for decision
making for HIV/TB co-infection:

“HIV/TB co-infection is one area, where positive net-

works in India is running behind on advocacy front and

needs to work proactively” (Participant No. 7)

The policy advocacy was also being done in the case
of HIV/TB co-infection. The respondents identified two as-
pects for policy advocacy in the case of co-infection: 1) Doc-
umentation of disease profiles among individuals, which
remained a major problem in the country. 2) Strengthening
of health systems with research as an integral part of advocacy,
policy, and planning. One health activist highlighting the rele-
vance of health systems in the case of co-infection policy said:

“We need to establish such mechanisms, which have po-

litical and legal backing for successful collaborations at
ground level.” (Participant No. 1)

According to the respondents, HIV/TB collaborative
activities between RNTCP and NACP started initially in
the year 2001 and since then, the policy is evolving with
inputs at various levels. The respondents who were directly
or indirectly involved in the evolving HIV/TB collaborative
policy, advocated for integrating HIV/TB collaborative ser-
vices in the general health system in India:

“The important policy decision, which is to be made is

that collaborative services should come under the um-

brella of district health society, and should be a part

of general health system.” (Participant No. 2)

The respondents strongly advocated for community in-
volvement in decision making at each level, as the HIV/TB
decision making occurs especially at district co-ordination
meetings:

“Because communities, who know their issues, are to be

involved in national, state, and district HIV/TB co-

ordination planning.” (Participant No. 3)

! Section 377 of Indian Penal Code (IPC), which came into force in 1862,
defines unnatural offences. It says: “Whoever voluntarily has carnal intercourse
against the order of nature with any man, woman, or animal shall be punished
with imprisonment for life, or with imprisonment of either description for a term,
which may extend to 10 years, and shall also be liable to fine”
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Discussion

Advocacy brings together the disparate groups to work
together for a common goal [18] and advocacy strategies
draw from a range of tactics. These can involve “creating and
maintaining effective coalitions, the strategic use of news me-
dia to advance a public policy initiative and the application
of information and resources to effect systemic changes” [19].
It can also involve gathering and presenting an evidence base
for desired changes, although it is worth noting that scientific
evidence alone is rarely enough to achieve desired political
support for public health decision-making.

Over the decade, the HIV/TB co-infection policy sig-
nificantly evolved, and collaboration between HIV/TB ac-
tivities including strong management information systems,
joint supervision and monitoring, joint capacity building,
employing of technology, and optimal use of resources were
achieved. However, the collaboration gaps remain in terms
of decentralized availability of HIV testing and treatment
services [6], implementation challenges such as provision
of infrastructure and human resource, and limited commu-
nity involvement in the implementation of collaborative ac-
tivities [20].

The study findings describe a range of advocacy aspects
for HIV/TB co-infection policy and program in the coun-
try. Since HIV fuels the TB epidemic, HIV programs and TB
programs share mutual concerns. Hence, prevention of HIV
should be a priority for TB control, and TB care and pre-
vention should be priority concerns of HIV/AIDS programs.
In India, like in many other high co-infection burden coun-
tries, TB and HIV prevention and treatment programs often
run as parallel programs. The policies that call for coordina-
tion between TB and HIV programs often do not translate
into practice at the local level, which was evident from our
study. Therefore, the policy advocates for HIV/TB coordina-
tion at all levels especially district level, as district is a nodal
unit for program collaboration. Such coordination promotes
continuity of care for co-infected PLWHA.

The civil society engagement, especially the vulnerable
people in the district coordination committees, will pro-
vide inputs for decision-making and effective health care
service delivery at nodal level. However, the study shows
such coordination was not represented or least represented
by communities in decision-making as well as service de-
livery. Similar to this study findings, community-based or-
ganizations and advocates are often not included in the de-
velopment of HIV/TB co-infection policies in Kenya and
El Salvador [21]. The reasons for such minimal community
involvement may be attributed to the very nature of these two
programs in the country. Greater involvement of people liv-
ing with HIV/AIDS was the central component of the HIV/
AIDS response [22], whereas TB control has traditionally
been based to a great extent on the work by epidemiologists,
clinicians, and scientists, without the involvement of social
scientists, affected communities, and TB patients.

Additionally, the study respondents made a strong ref-
erence to evidence-based advocacy that integrates different
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sectors of research, policy, action groups, clinicians, and
practitioners into an analysis to inform advocacy [23]. For
example, initiation of ART among HIV/TB co-infected
patients irrespective of CD4 cell count within eight-weeks
of starting TB treatment [24]. Similarly, in the study, the
civil society advocates ‘team training concept’ for increasing
ART coverage and ‘intensified TB case finding, which were
reported successful in Karnataka and replication of such ev-
idence-based advocacy models for service delivery of HIV/
TB collaborative activities in other parts of the country. On
the other hand, this study shows that the decisions against
the evidence ended up in uninformed decisions, leading to
failure as the decision to launch targeted intervention vi-
olated human rights. The study also shows that advocacy
prioritizations are temporal, and priorities get changed over
time. With the onset of guidelines or frameworks for HIV/
TB collaborative policy, the advocacy emphasis shifted to
marginalized population [25], promoting new diagnostic
techniques like GeneXpert [26].

The study had limitations. Our research had purposively
selected representation from different geographic regions,
except the North-Eastern region of the country. The ep-
idemiology suggests that the region has high prevalence
rate of HIV infection and so is HIV/TB co-infection, as
the co-infection rate is directly proportional to HIV. Howev-
er, due to resource limitations, the representation from this
region was not included in the study.

Conclusions

Considering the lack of interface between researchers, ad-
vocates, and policy makers in India, biomedical policies need
evidence-based advocacy. Advocacy, particularly advocacy
systems plays a major role in policy development, where sys-
tems advocates encourage changes of law, government, ser-
vice polices, and community attitudes. However, systems ad-
vocacy needs strong evidence base to impact policy decisions.
For evolving HIV/TB co-infection policy, commissioned and
non-commissioned programmatic research studies were con-
ducted to guide state by state intensification of joint HIV/
TB collaborative activities for the prevention and treatment
of dual epidemic across the country. The crucial interface
with the civil society can materialize by having consultations
with them and by paving way to their inclusiveness in deci-
sion making. This process might enhance operational success
of co-infection policy and program in the country.
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APPENDIX

Table 2. Interview guide for civil society

K. Srikanth Reddy, Seema Sahay

Topic guide for the in-depth interviews with 26 respondents

Personal experiences and knowledge about HIV and/or TB, HIV/TB co-infection.

Public health importance of HIV/TB co-infection.

Examples of civil society advocacy impacting policy decisions of HIV, TB, and co-infection.

Research, advocacy and policy interface.

Opportunities and challenges of capacity building for civil society advocacy.

Role of CBOs/ NGOs in policy and program development.

NGO as co-infection health care service providers (referral patterns).

Program awareness for HIV/TB collaborative activities.

Experiences of HIV/TB program implementation.

Role of PLWHA networks in the HIV/TB coordination program activities.
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