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The global TB community has, for a while, been wondering how
they can replicate the successes of HIV movement. As patients suffering
from TB fight for access to new drugs and diagnostics, it is imperative to
closely study and fully understand the HIV movement as a sophisticated
civil rights movement.

To have any meaningful conversation about the HIV movement,
we'll have to start at the very beginning—at a lunch counter at
Woolworth's in downtown Greensboro in North Carolina. On February
1, 1960, four African American college students sat down at a “whites
only” counter and one of them politely asked to be served coffee [17].
His request was refused.

Thus began one of the three greatest experiments of civil rights
movement in modern history.

In an article title ‘Small Change’ in the NewYorker, Malcolm
Gladwell writes, “Some seventy thousand students eventually took part.
Thousands were arrested and untold thousands more radicalized. These
events in the early sixties became a civil-rights war that engulfed the South
for the rest of the decade—and it happened without e-mail, texting,
Facebook, or Twitter” [5].

Thanks to the Internet, we now have several advantages over those
who led the HIV movement in the 1980s. The TB activists of today have
better tools and a better chance to collaborate globally and build a
successful movement. However, with more tools & more expertise at
hand, are communities now worse off when it comes to building
movements? This paper is going to argue yes.

Back at that lunch counter in Greensboro, the four terrified students
stayed put in the face of violence & started what would become the
Mississippi Freedom Summer Project of 1964 [10].

In a paper titled, “Recruitment to High Risk Activism: The Case of
Freedom Summer’ sociologist Doug McAdam studied the Freedom
Summer movement to understand why some volunteers stayed while
others dropped out due to the violence [13].
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McAdam interviewed 720 volunteers who went to Mississippi and
241 ‘no shows’ - volunteers who dropped out. The study found that key
difference between those who stayed & those who left — in face of
violence- wasn't their commitment to the cause. In fact, all participants,
including the ‘no shows’ were found to be highly committed supporters
of the goals of the summer program.

What mattered more was ‘stronger and more extensive ties to other
participants and a greater number of organizational affiliations’. Simply
put, if your friends went out to protest, you are more likely to join it.
McAdam's study found that participants were far more likely to go if
their close friends were also going to Mississippi. High-risk activism,
McAdam concluded, is a “strong-tie” phenomenon.

This was true for the four students who sat at the lunch counter.
They were room mates and members of NAACP (The National
Association for the Advancement of Coloured People). They prepared
for a month before they sat at that lunch counter. They also received
civil disobedience training from NAACP. They had strong ties.

In stark contrast, the type of activism enabled by the Internet is built
on weak ties. This may not necessarily be a bad thing. Stanford
Sociologist Mark Granovetter, examined the cohesive power of weak
ties in a study titled ‘The Strength of Weak Ties’. He argues that weak ties
are advantageous for certain things, especially for flow of information
[6]. Granovetter's assertion is that more people can be reached through
weaker ties; for example, weakly knit communities are good for making
topics trend, sharing information democratically & quickly, organizing
protests. But the only way you can get someone you don't really know to do
something for you is by not asking too much.

Weak ties don't lead to high-risk activism.

Sociologists who study activism maintain successful movements
have another deeper layer. The American civil-rights movement was
not just strong-tie, high-risk activism. It was strategic too. The move-
ment had clear targets and chain of command. Martin Luther King, Jr.
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was the leader and the movement was built with the black church at the
heart of it.

It was not a democratic network but a hierarchy. When Dr King led
the Montgomery bus boycott, by design he needed tens of thousands of
people to boycott public transport. It sounds like an unreasonable de-
mand-but the bus boycott lasted a full year. The leaders of movement
organized free carpool service with dispatchers & pick up stations. By
the time Dr King came to Birmingham, he had a budget of a million
dollars, and 100 full-time staff members on the ground, divided into
operational units.

The second great civil rights struggle came two decades later, in the
form of the gay rights movement in 1960s. Not surprisingly, it was
inspired by the American Civil Rights movement.

LGBT movement

The HIV outbreak in San Francisco in the early 1980s was a perfect
storm- a new virus doctors did not understand started infecting the gay
community just as the long repressed community was coming out of the
closet.

It was only in 1984, after the Ryan White case, that the mainstream
society in America accepted that HIV could spread to straight people
too [9]. Ryan White was 13 year old boy who got HIV following a blood
transfusion [19]. When he returned to school, he had to fight AIDS-
related discrimination and the story gained national attention. He be-
came the face of public education about HIV in America.

However, despite mounting evidence, the mainstream society con-
tinued to blame the spread of HIV on an oppressed cultural minority-
the homosexual community- when they needed urgent medical care &
money for new science. This paper will focus on the strategies used by
the leading advocacy group of the time ACT UP (AIDS Coalition to
Unleash Power), which spearheaded the movement for right to access
healthcare for HIV patients.

ACT UP came into being in 1987, when Larry Kramer, positive
himself, made a speech focused on action to fight AIDS [8]. He began by
having two-thirds of the room stand up and told them they would be
dead in five years. ACT UP Co-founder Vito Russo was also HIV positive
and boyfriend got sick with HIV as well. At 42, most of Russo's friends
were dead or dying. So, Russo and Kramer threw themselves into the
movement. Most people came into ACT UP with such grief- they had
strong ties.

ACT UP's most successful demonstration was in October 1988, when
it shutdown FDA for a day [2]. Around 1500 people stood outside FDA
hoisting a black banner that read "Federal Death Administration". When
police was called in, the officers were wearing surgical gloves and helmets.
They arrested 120 protesters, and demonstration leaders said they were
aiming for 300 arrests by day's end. A month later, on September 14,
1989, 7 ACT UP members infiltrated the New York Stock Exchange and
chained themselves to the VIP balcony to protest the high price of the
only approved AIDS drug, AZT [14].

Two months later, in December 1989, around 4500 protestors in-
terrupted Mass at St Patrick Cathedral in New York, chanted slogans, &
lay down in the aisles. 111 protesters were arrested [3]. Why? Because
Cardinal's was homophobic.

In January 1991, ACT UP organized a protest called the ‘Day of
Desperation’ when activists entered the studio of the CBS Evening News
and shouted "AIDS is news. Fight AIDS, not Arabs" [15].

The next day, activists displayed two banners in Grand Central
Terminal. One said "Money for AIDS, not for war" and "One AIDS death
every 8 minutes." One of the banners was handheld and the other was
attached to bundles of balloons that lifted it up to the ceiling of the
station's enormous main room. This wasn't just a gimmick to attract
attention. It was a great strategy, implemented theatrically.

As underdogs, the HIV activists of 1980s relied on theatre as tool to
be effective- it allowed them to be non-violent, while being disruptive.
In this civil rights movement, victims weren't identified by something
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clear & definite like skin colour in the American South. Or religion in
Nazi Germany. The HIV patients of the 1980s were judged by an in-
visible morality of the heterosexual society- the full force of their biases
were brought to bear upon them.

It is not coincidence that ACT UP was influenced by the American
civil rights movement. Much like Dr King's strategies in the 1960s, ACT
UP also followed a committee structure- with clearly defined respon-
sibilities. They had special committees for outreach, treatment and
data, media, and housing - to find housing for people thrown out due to
HIV related discrimination.

HIV activists of the 1980s needed to be that organized because
leadership changed hands frequently and suddenly- people died. They
also had "affinity groups"- with no formal structure, but were centred on
specific events, like being called in to be a part of the "Day of
Desperation" etc. What we have now- in campaigns for TB is just the
‘affinity groups’ - without the depth & clarity of an organized, hier-
archical, strategic, strong tie movement.

While a lot is said about democratization of information flow, made
possible by social media platforms like Twitter and Facebook, sociolo-
gists have found that hierarchical models work better while building
movements. The third great civil rights movements —for India's in-
dependence- also followed a hierarchical model, with lawyer-activist
Mahatma Gandhi at the centre [4].

All three movements also spent years in gestation.

Mahatma Gandhi went to South Africa in 1893 as a barrister. By
1896, Gandhi had established himself as a political leader in South
Africa, where he refined the idea of non-violent resistance as a re-
presentative of the Indian community in apartheid South Africa. He
came back to India in 1914 & started a three decade long freedom
struggle [18].

By the time Dr King starts seeing results, he had already spent some
10 years [21] building the civil rights movement. In case of the HIV
movement, the gay community already had a network in place- from
their fight against an anti-gay legal system in the 60s. In 1965, a man
called Adrian Ravarour set up the Vanguard, an LGBT gay liberation
youth organization in San Francisco [20]. He taught LGBT youth vo-
lunteers, philosophical & historical principles of their rights to equality
with examples of Gandhi and Dr King so the movement would gain a
philosophy and become a force of its own. When the HIV patients
started being diagnosed in the 1980s, they relied heavily on the net-
works set up by the LGBT community during the 1960s and 1970s.

TB movement

In contrast, the TB movement remains limited to only ‘affinity
groups’ . This paper will focus on India, which shoulders the highest TB
and DR TB burden in the world. Out of the 10.4 million new cases in
2016, 2.8 million live in India [22]. A staggering 147,000 are resistant
to medicines that can cure them due to high prevalence of anti-mi-
crobial resistance in the country [16].

This is, yet another, a perfect storm. The Indian health ministry's
response to this monumental challenge has been glacial. In fact, two
key drugs required to treat India's growing DR TB crisis are available
only to 1000 patients [11]. Only 81 patients have access to Delamanid,
as of December 2017.

TB activism in India is fragmented, with fierce rivalry between ap-
proximately six groups.

Over interviews conducted anonymously, activists from each group
accused the others of being ‘petty’, ‘chasing funding and credit’ without
focussing on patients.

In January 2018, father of an 18-year old girl suffering from DR TB
took the Indian government to court [7], over access to new treatment
regimen. The case was an opportunity to mainstream the conversation
about entitlements of the TB community. However, in contrast with the
HIV movement, which galvanized the community around emblematic
cases (e.g. Ryan White), India's leading TB activists kept a low profile
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throughout the court case- limiting themselves only to speaking with
the journalists who approached them.

Much like the Freedom Summer study by McAdam showed, the
friction among activist groups is not a reflection of their commitment to
the cause. In fact, all groups are highly committed supporters of the
rights of TB patients and wrote separately to the Health Ministry, de-
manding relief for the girl's family. However, the methods were in
contrast with the strong-tied, strategic campaigns led by ACT UP acti-
vists during the HIV movement.

In February 2018, the Indian government allocated Rs 600 crore for
nutritional support to TB patients [1]. The plan included a cash benefit
of Rs 500 per month to each patient for nutritional support- which all
TB activists privately agreed was not enough to provide the required
nutritional support to a patient suffering from tuberculosis. The state-
ments made to the media however were opposing.

An article in The Indian Express, widely shared within TB community,
on the subject said, “while activists like Chapal Mehra, convenor of NGO
Survivors against TB, has termed the budgetary allocation as a patient-
centric and empathetic move, others have raised questions about the in-
adequate cash incentive. Blessina Kumar, CEO of Global Coadlition of TB
Activist, said “ how will the government ensure people who need it the most
get the benefit,” Kumar asked [14].

To replicate the success of the HIV movement, the fundamental
requirement within the TB community is of stronger ties, more co-
operation and high-risk strategies that define successful, non-violent
civil disobedience movements. That the HIV epidemic is no a longer a
public health emergency, is testimony to what the movement achieved.

A careful examination of the sophistication of HIV movement could
help India's TB community immensely, as the global battle against TB
will be won or lost in India, home to most TB patients in the world.
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