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ABOUT US




WHAT IS POLICY?

A policy is a deliberate system of principles to guide decisions
and achieve rational outcomes. A policy is a statement of intent,
and is implemented as a procedure or protocol

Types: federal/fiscal, global, regulatory, corporate, etc.

Examples:

Guidelines for the treatment of MDR-TB

Federal or provincial funding commitments

Rules protecting the rights of people with TB (or any
person) involved in research

A 17% funding allocation for TB in Global Fund

A pharmaceutical company’s drug pricing policy




HOW DOES POLICY
EFFECT YOU?

 Govern the way YOU operate within a system
 Govern the way an individual accesses a system
« Create or limit access

* Increase or decrease exposure to harms

 Determine what gets resources and what doesn’t




UNPACKING ADVOCACY:
FROM GRASSROOTS TO
GRASSTOPS




WHAT IS ADVOCACY?

10 advocates = 10 definitions of advocacy

“Advocacy is a set of tactics aimed at influencing
decision-makers and people in power to make
systemic changes to laws, policies and
practices. Some advocacy tactics include
pursuing litigation, appealing to higher standards
such as ethics or international law, harnessing the
power of the media and mobilizing communities.”
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Know it, Prove it, Change it: a Rights Curriculum for Grassroots Groups




ADVOCACY: NO SECRET SAUCE

Visual Framework of Public Policy Strategies

Community Mabilization Mo del Legislation

Coalition Building Regulatory Feedback

Community Organizing

OUTCOMES

PublicForums
Leadership Deve

Vioter Qutreach

Demonstration Programs

Public Awareness Ca
PublicPalling Policy Analysis/Research

Pelicymaker Education

AUDIENCES

Source: http://www.giarts.org/article/tools-support-public-policy-grantmaking



WHY DO WE NEED ADVOCACY FOR
TB?







ELEMENTS OF A SUCCESSFUL
POLICY ADVOCACY CAMPAIGN

« Evidence
« Coalition
« Targets

* Clear ask
* Framing

 Tactics

...and a lot of hard work...

PS connections and relationships help




EXAMPLE CAMPAIGN 1:
COMBATING RISING TB IN
NYC




EVIDENCE




EVIDENCE




EVIDENCE

List of Chest Centers
Full-time (losing Saturday

hours):

]

Fort Green

o Corona
Part-time:

]

Maorrisania

o Washington Heights
Closed:

]

o oo o o o

Brownsville
Bushwick
Jamaica
Bedford
Chelsea
Richmond




WHO COUNTS AS A PARTNER?

“Comrades, the lack of investment in TB is a political problem.
It is political, because at its essence it is about governments
not being held accountable for failing to respond to TB. We
can’t win this battle if we don’t make it a political battle.
And to make it work as a political battle, we will have to
put poor people from affected communities at the center
of the response. We will have to organize and mobilize. We
must fight this battle in the boardrooms. We must take it to the
streets. And, if we have to, we must take it to the courts.”

— Anele Yawa, General Secretary, Treatment
Action Campaign, closing speech to 2015
Union World Conference on Lung Health




COALITION

Academy of Medical & Public Hispanic Federation

Health Services Housing Works
African Services Committee

Apicha Community Health
Center

Boom! Health Mexican Coalition

h National TB Controllers
Association

New York-Presbyterian Lower
NY Care for the Homeless Manhattan Hospital,

New York End AIDS Now The New York Immigration
NY Exponents Inc. Coalition

New York Federation of Treatment Action Group
Protestant Welfare Agencies, Unity Fellowship of Christ

GMHC Church

Latino Commission on AIDS
New York Legal Action Center

Callen-Lorde Community Healt
Center




IT WORKS THE OTHER WAY,
TOO

Researchers and clinicians can be
great, powerful advocates.

Students can bring new ideas and
energy to make TB an issue we can
claim and conquer.




TARGETS™

NYS legislature
Mayor’s Office
City Council*

*Targets become
allies

Te: Mayoer Bill de Blasio, New York City

Speaker Corey Johnson, New York City Council

Council Member Alicka Ampry-Samuel

Council Member Inaz Barron, Member of the Committee on Health
Council Member Margaret Chin, co-Vice Chair of the Black, Latino/a, and Asian Caucus
Council Member Robert E. Comegy Jr.

Council Member Laurie Cumbe

Council Member Danial Dromm

Council Member Rafael L. Espinal Jr.

Council Member Mathieu Eugene, Member of the Committee an Health
Council Member Vanessa Gibson

Council Member Rory |. Lancman

Council Member Mark Levine, Chair of the Committee on Health
Council Member Carlos Menchaca, Chair of the Committee on Immigration
Council Member Francisco Maya

Council Member Keith Powers, Member of the Committee on Health
Council Member Carlina Rivera, Chair of Committee on Hospitals
Council Member Ydanis Rodriguez

Council Member Deborah Rose

Comptroller Scott Stringer

Bronx Borough President Ruben Diaz

Brocklyn Borough President Eric Adams

Manhattan Borough President Gale Brewer

Queens Borough President Melinda Katz

Public &dvocate Letitia James

CC: Deputy Mayor for Health and Human Services Herminia Palacio Commissioner
Misha Agarwal, Mayar's Office of Immigrant Affairs
Louis Cholden-Brown, Deputy Chief of Staff for Legislation, Planning & Budget, New
Yark City Council
March 19, 2018

Open letter re: Urgent need to restore and increase funding for New York's TB
response




CLEAR ASK

A restoration of funding to the DOHMH Bureau of TB Control to
$14.89 million (a $6.3 million increase over the current year)




FRAMING

« Data-driven
« Don't repeat history — M/XDR outbreak of 90s
« Acting now saves money

« Center vulnerable populations




TACTICS

Policy brief
Meetings with officials

Constituent contacts to
elected representatives

Finding champions
Open letters

Public action — City Hall
demo

Testimony at City
Council budget
hearings

Media coverage




RESULT: 20% INCREASE
TO NYC BUDGET




RESULT: 20% INCREASE TO
NYC TB BUDGET*

*FOR THAT YEAR...




EXAMPLE CAMPAIGN 2:
ACCESS TO CHILD-
FRIENDLY TB
FORMULATIONS IN CANADA




PEDS FORMULATIONS IN CANADA
AWARENESS

“We tried it all to get small kids to take the pills:
applesauce, yogurt, anything with some liquid.
Kids find it much harder than adults to take the
drugs, it's a huge amount of pills. Kids also get
scared to see the red pill that's crushed. INH
[one of the anti-TB drugs] tastes worse so we
give it first. We have to use tricks to get children
to take it."

— Inuk TB DOT Worker




PEDS FORMULATIONS IN CANADA
EVIDENCE

61% of ALL
childhood TB in
Canada occurs

among Indigenous
kKids

* More than one million treatment courses have been ordered.

* 123 countries and counting have adopted the improved medicines. These countries account for more
than 75% of the global pediatric TB burden.

INH is 10-15 mg/kg/day (maximum 300 mg).23 Administration is affected by food and INH is

better absorbed on an empty stomach. Fat and sugars reduce its absorption.8! A sorbitol-




PEDS FORMULATIONS IN CANADA
STAKEHOLDER OUTREACH = FAR & WIDE

Affected communities, patients, families, local leadership
Indigenous organizations — NTI, ITK, QRH

Government agencies — PHAC, Indigenous Services,
Health Canada, Government of Nunavut, FNIHB, NML

Non-profits — Global Drug Facility, Partners in Health
Industry — Pharmaceutical companies

Healthcare providers — Nurses, frontline community
workers, physicians/academics - Canada and beyond




PEDS FORMULATIONS IN CANADA
FRAMING = DOUBLE STANDARD

Results achieved @

Results achieved by Global Drug Facility, through the support of the Government of Canada and other international donors, as of March 2016
include: (1) provided quality-assured treatments since 2001 for more than 27 million patients with tuberculosis (TB), This included over 184,000
patient treatments for multi-drug resistant TB (MDR-TB) and 1.5 million treatments for children; (2) delivered over 1.5 million patient treatments,
including over 219,000 iatric treatments in 2015; (3) provided capacity-building support to 134 countries since 2001, including training and
workshops, monitoring missions and technical assistance to improve the management of drug supplies; (4) contributed to planning and guidance
for the global introduction of new child-friendly medicines for pediatric TB; and (5) provided a mechanism for countries to order the new pediatric
formulations and made grants available to eligible countries to purchase pediatric TB medicines with funding from Global Affairs Canada.

By signing on to the

, Canada has committed
“to promote equitable access to child-
friendly formulations of medicines to
optimize the prevention and treatment of
drug-sensitive and drug-resistant
tuberculosis among children”.



https://www.un.org/pga/72/wp-content/uploads/sites/51/2018/09/Co-facilitators-Revised-text-Political-Declaraion-on-the-Fight-against-Tuberculosis.pdf
https://www.un.org/pga/72/wp-content/uploads/sites/51/2018/09/Co-facilitators-Revised-text-Political-Declaraion-on-the-Fight-against-Tuberculosis.pdf

PEDS FORMULATIONS IN CANADA
TARGETS = MANY

« Provincial and federal - always have to think about
jurisdiction in Canada!

* Practicing physicians




PEDS FORMULATIONS IN CANADA
TACTICS

Finding allies!




PEDS FORMULATIONS IN CANADA
MULTIPLE VOICES

1.6 Equitable access to new TB/LTBI drugs/treatment options across Inuit Nunangat such as
3HP and fixed-dose combinations for the treatment of TB in children, supported with

adequate infrastructure and standardized protocols for use




PEDS FORMULATIONS IN CANADA
RESULTS = NONE YET...




EXAMPLE CAMPAIGN 3:
ACTIVISM DELIVERS
RECENT UNPRECEDENTED
ACCESS WINS




ACTIVISM DELIVERS UNPRECEDENTED
ACCESS WINS

Aug 30: 55% price drop for
bedaquiline

[ Sept 19: 20% price drop for Xpert
TB/RR-TB tests

Ya Sept 21: 30% price drop for 3HP

Sept 30: J&J commits drop DR-
TB patents on bedquiline




CAMPAIGN BEHIND RECENT WINS:
TIME FOR $5

Aug 30: 55% price drop for
bedaquiline

[ Sept 19: 20% price drop for Xpe
TB / RR-TB tests

Y Sept21: 30% price drop for 3HP

Sept 30: J&J commits drop DR-

s -
“  TB patents on bedquiline

Image Source: MSF Access Campaign



TIME FOR $5
EVIDENCE

“The public sector has invested over $250 million in the development of both
the underlying technologies and the GeneXpert diagnostic platform and
assays, and has made additional investments in rolling out the technology in
countries with high burdens of TB.”

Gotham, PLoSOne, 2021



TIME FOR $5
EVIDENCE

https://lwww.treatmentactiongroup.org/wp-content/uploads/2020/04/fair_pricing_webinar_slides_final.pdf




TIME FOR $5
COALITION

125+ civil society organizations




TIME FOR $5
TARGET

Cepheid - Danaher




TIME FOR $5
CLEAR ASK

pop quiz




TIME FOR $5
CLEAR ASK

Devil is In the detalls:
-inclusive of service & maintenance
-$5 for ALL test cartridges




TIME FOR $5
FRAMING

“printer ink model”

“It's pure price gouging. It's pure profiteering.”- Stijn
Deborggraeve, MSF Access Campaign

Image Source: MSF Access Campaign
Quotes: Gotham PLoSOne: https://www.treatmentactiongroup.org/wp-content/uploads/2020/04/fair_pricing_webinar_slides_final.pdf



TIME FOR $5
TACTICS

Image Source: https://www.treatmentactiongroup.org/wp-content/uploads/2020/04/fair_pricing_webinar_slides_final.pdf



TIME FOR $5
TACTICS

=FAST FORWARD



https://www.statnews.com/pharmalot/2023/09/14/john-green-cepheid-danaher-tb-test-genexpert/
https://www.who.int/activities/preparing-for-the-un-high-level-meeting-on-the-fight-against-tuberculosis--2023

TIME FOR $5
SUCCESS

https://www.msfaccess.org/time-for-5




TIME FOR $5
SUCCESS (PARTIAL)

https://www.cbc.ca/news/health/tb-tests-danaher-price-drop-1.6964582



TIME FOR $5
SUCCESS (PARTIAL)

A price drop to $7.97 for
only the Xpert MTB/RIF
test is not enough.

We need Danaher &
Cepheid to also drop the
price of the Xpert

MTB/XDR test which
is still priced at $14.90!




EXERCISE

You will....

Break into groups of 5

Choose one of the 3 campaign areas (next slides)
Map out your campaign including:

» Target

« Coalition

« Clear Ask

* Framing

 Tactics




EXERCISE
CAMPAIGN A

Goal: Canada re-funds TB REACH

Background

TB REACH is an initiative under the Stop TB Partnership, a
Geneva-based multilateral institution

TB REACH aims to “reach more people with TB and
revolutionize TB diagnosis and care”

Canada is the foundational and leading donor to TB REACH

Since TB REACH began in 2010, 40M+ people screened and
2.6M people diagnosed and put on treatment

Canada announced CAD25.5M of renewed funding in 2023




EXERCISE
CAMPAIGN B

Goal: Global + country-level reporting for maternal TB indicators

Background

« Pregnant / postpartum people and their newborns are at increased
risk for TB and poor TB out comes /pregnancy outcomes

« Major gaps in diagnosing and treating TB in pregnancy/postpartum
in part due to lack of quantification of problem and accountability

« World Health Organization collects and presents data from
countries on a variety of key TB indicators each year in its Global
TB Report

* Note: reluctance to add more indicators due to onerous requests to
countries




EXERCISE CAMPAIGN C
BACKGROUND

Goal: Affordable bedaquiline for TB
prevention

bedaquiline is powerful “newer” TB drug

ﬂmg 30: 55% price drop for
edaquiline >

[ Sept 19: 20% price drop for Xpert
point-of-care tests

Y Sept21: 30% price drop for 3HP

g Sept 30: J&J commits drop DR-
“  TB patents on bedquiline




1/4/6X24 CAMPAIGN




EXERCISE CAMPAIGN C
BACKGROUND
A FEW WORDS ON ACCESS

Intellectual




EXERCISE
CAMPAIGN C

Price is about as low as current market will bear thanks to recent price
reduction

Patents prevent generic competition (one of best ways to lower price)

Following 1/4/6x24 campaign demands, Johnson & Johnson committed
to non-enforcement of primary patent for drug-resistant TB disease

« Generics waiting at the wings are now on the market
However, secondary patents exist for treating TB infection

” (13

* Note: “patent thicket”, “evergreening”
SMART4TB has announced plans to test bedaquiline for TB infection

« Potentially could expand market for bedaquiline from about 500K
courses / year to millions




FINDING YOUR ADVOCACY STYLE
FIERCE




FINDING YOUR ADVOCACY STYLE
FUNNY




FINDING YOUR ADVOCACY STYLE
DIPLOMATIC




FINDING YOUR ADVOCACY STYLE
PROVOCATIVE
ARTISTIC

Gran Fury, 1989




FINDING YOUR ADVOCACY STYLE
ACADEMIC




EXERCISE

Goal A Map out your campaign including:
Canada re-funds TB REACH « Target
« Coalition
Goal B * Clear Ask
Global + country-level * Framing
reporting for maternal TB . Tactics
indicators
Goal C

Affordable bedaquiline for TB
prevention




SMALL GROUP
PRESENTATIONS




THE ROLE OF
UNIVERSITIES




HARNESS YOUR
POWERI!




THANK YOU!

Questions?



mailto:elessem1@jh.edu
mailto:mnash12@jh.edu
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