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1Editorial

The conclusion of the World Health Organization is 
unequivocal: “Viral hepatitis is an international public health 
challenge, comparable to other major communicable diseases, 
including HIV, tuberculosis and malaria”1. Coalition PLUS 
did not wait for the WHO Global Strategy and its 
targets to eliminate viral hepatitis for 2016-2021 to 
take action.

As of February 2014, Coalition PLUS appealed to Unitaid 
following the inclusion of HIV/HCV co-infection in its 2013 
strategy. Spanning five years, the HIV/HCV co-infection 
project was implemented with twelve community-based 
partners in seven middle-income countries: the ALCS in 
Morocco; FOAESP, Projeto Bem-Me-Quer and Grupo de 
Incentivo à Vida in Brazil; CoNE and DNP+ in India; TWN, 
MAC and MTAAG+ in Malaysia; Fundación IFARMA in 
Colombia; PKNI in Indonesia; TTAG and Ozone in Thailand 
(until 2018 in the last two countries); as well as TREAT 
Asia for the South-East Asia region. The overarching aim: 
encourage States to provide effective universal access to 
hepatitis C (HCV) treatment.

One of the major obstacles to this remains the insufficient 
funding of the fight against viral hepatitis. The result is that 
the treatments that work miracles by curing over 95% of 
patients remain extremely costly, and are inaccessible to 
a large proportion of the world population. The need to 
take action was all the more pressing for Coalition 
PLUS given that our communities are the first to be 
affected. Particularly people who inject drugs, given that 
they represent 23% of new HCV infections and 33% of 
deaths due to this chronic liver infection2. Not to mention 
people living with HIV, among whom “2.3 million people [...] 
have serological evidence of past or present HCV infection”, 
and for whom “chronic liver disease represents a major 
cause of morbidity and mortality”3.

By building on associations that work with marginalized 
populations, Coalition PLUS has once again drawn on the 
community-based approach that underpins all its actions: 
mobilizing the communities concerned and placing 
them at the core of the response. We firmly believe that: 
the elimination of HCV involves the full inclusion 
of infected, affected and vulnerable people in 
public health strategies at national, regional and 
international level. It is through this inclusion that 
we will collectively achieve the elimination of viral 
hepatitis as set out in the sustainable development 
goals.

After five years of mobilization, this project has produced 
significant results. Success stories that we want to share 
so that they can benefit others. That is the Coalition PLUS 
philosophy: capitalizing on our experiences in order to pass 
them on and strengthen the community-based response to 
pandemics. This is the axiom behind Mobilizing communities 
with a view to eliminating hepatitis C: Best practices and tools. 

This guide shines a light on the know-how and expertise of 
our partner organizations, built and strengthened on the 
ground, and will enable organizations that so wish to put in 
place similar prevention, treatment and advocacy actions.
Whether in terms of training for medical staff to combat the 
stigmatization of people in accessing care and communities 
in Malaysia, the implementation of a community-based 
testing scheme for people who inject drugs in the State 
of Manipur, in India, or the creation of a Parliamentary 
Group on sexually transmitted Infections, HIV/Aid and viral 
hepatitis in Brazil, we want to share the results here.
To make sure that the benefits gained over these years in 
the fight against HCV do not evaporate, we are calling on the 
international community to mobilize to ensure sustainable 
financing of the HCV response and consideration of 
community-based organizations and the populations 
concerned in the elaboration and implementation of 
national responses to viral hepatitis. It is also high time 
that community-based testing of HCV be recognized by 
the WHO, so as to reach the people outside the healthcare 
system.

Pioneers in the HIV response, our community-based 
organizations have demonstrated expertise that has also 
proven its worth in the fight against viral hepatitis. Let us 
learn from the lessons of the community-based approach 
so as to bring an end to the HCV epidemic.

Pr Hakima Himmich
President of Coalition PLUS

1. https://apps.who.int/iris/bitstream/handle/10665/246177/WHO-HIV-2016.06-eng.
pdf?sequence=1

2. https://www.who.int/news-room/fact-sheets/detail/hepatitis-c
3. https://apps.who.int/iris/bitstream/handle/10665/255016/9789241565455-eng.

pdf?sequence=1
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2Presentation of
Coalition PLUS

Coalition PLUS is an international union of community-based associations in the 
fight against HIV/AIDS and viral hepatitis created in 2008, operating in 52 countries 
and alongside some one hundred civil society organizations.

Our member and partner associations involve the communities most vulnerable 
to HIV/AIDS and hepatitis in the determination and implementation of prevention, 
care and advocacy programs.

They promote innovative methods adapted to the individuals facing the most 
discrimination in access to healthcare.

Solidarity Respect for diversity and
non-discrimination

Innovation

Our values
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16 member
organizations

52 countries

100+ partner
associations

Coalition PLUS in 2021

Offices Our geographic, thematic and linguistic networks

PRESENTATION OF COALITION PLUS

NETWORK 

OFFICES

• Brussels (Belgium)
• Dakar (Senegal)
• Geneva (Switzerland)
• Pantin (France)

• 100% LIFE, Ukraine
• AIDES, France
• ALCS, Morocco
• ANCS, Senegal
• ANSS, Burundi
• ARAS, Romania
• ARCAD Santé PLUS, Mali
• COCQ-SIDA, Canada (Quebec)

• GAT, Portugal
• Groupe sida Genève, Switzerland
• Fundación Huésped, Argentina
• IDH, Bolivia
• Kimirina, Ecuador
• Malaysian AIDS Council, Malaysia
• PILS, Mauritius
• REVS PLUS, Burkina Faso

Members

HIV/HCV Drug Affordability
 Project partner countries
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•  Americas-Caribbean Platform: Argentina, Bolivia, Canada 
(Quebec), Colombia, Ecuador, France (French Guyana, 
Martinique, Guadeloupe, Saint-Martin), Guatemala

•  Central and East Africa Platform: Burundi, Cameroon, 
Central African Republic, Chad, Congo-Brazzaville, 
Democratic Republic of the Congo, Rwanda

•  West Africa Platform: Benin, Burkina Faso, Côte d’Ivoire, 
Guinea Conakry, Mali, Niger, Senegal, Togo

•  Europe Platform: Belgium, France, Portugal, Romania, 
Switzerland (Geneva), Ukraine

•  Indian Ocean Platform: Comoros, France (Mayotte and 
Réunion), Madagascar, Mauritius (including Rodrigues), 
Seychelles

•  MENA Platform: Algeria, Lebanon, Mauritania, Morocco, Tunisia
•  AGCS PLUS: Algeria, Benin, Burkina Faso, Burundi, Cameroon, 

Côte d’Ivoire, Mali, Morocco, Senegal, Togo, Tunisia

•  Hepatitis C: Brazil, Colombia, Malaysia, Morocco, India; 
Indonesia and Thailand (up to 2018)

•  RIGHT PLUS: Brazil, Bolivia, Chile, Guatemala, Mexico, Peru, 
Portugal, Spain

•  Lusophone network: Angola, Brazil, Cape Verde, East Timor, 
Guinea-Bissau, Mozambique, Portugal, São Tomé and Príncipe
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3Introduction

While hepatitis C (HCV) treatment coverage is 
expanding throughout the world at different 
speeds, it started from levels close to zero 
at the time of adopting the Sustainable 
Development Goals (SDGs) in September 
2015. The first global health sector strategy 
on viral hepatitis 2016-2021, was launched 
by the World Health Assembly in 2016, 
and set 2030 targets for HCV elimination.

In many countries, poor treatment access 
is disincentivizing testing and diagnosis, 
while complicated diagnosis pathways are 
disincentivizing treatment. In 2016, it was 
estimated that “Hepatitis C epidemics related 
to injecting drug use occur in all regions, 
with an estimated 67% of people who inject 
drugs having been infected with hepatitis C 
virus”1 , making them one of the major at-risk 
populations for HCV. Nonetheless, treatment 
rationing, and re-infection risk are often cited 
as justification for denying them treatment.

In this context, Coalition PLUS started 
working on a multi-country project to 
contribute to the global health response to 
HCV by encouraging governments to provide 
universal HCV treatment access.

In February 2014, Coalition PLUS submitted 
a proposal to Unitaid for a five-year project 
focusing on HCV drug affordability, in 
response to Unitaid’s inclusion, in its 2013 
strategy, of HIV/HCV co-infection and 
the need to make HCV treatment more 
affordable.

The project would evolve in stages as the 
targeted countries advanced at different 
speeds in their efforts toward HCV 
elimination.

Between 2015 and 2017, the project 
focused mainly on the first of the three 
pillars necessary to further HCV drug 
affordability in key high-potential countries: 
creation of demand through awareness-
raising and promotion of price reductions, 
namely through generic entry and expanded 
treatment volumes.

In 2018, the project expanded to focus on 
strengthening the push towards governments’ 
actions thanks to improved awareness of 
affected communities concerning access to 
HCV services. Moreover, project partners 
were instrumental to catalyzing mobilization 
to express community needs both at the 
national and at the international level, 

including direct advocacy concerning the 
public health emergency represented by 
HCV.

The “Mind the Gap2” study, published in 2018 
by Coalition PLUS, showed that in countries 
where the government had launched 
HCV programs without the implication of 
communities, the impact of those programs 
was limited. The study also points out that any 
successful path to country-level elimination 
must target elimination in highest-incidence 
groups.

These concepts are not always clearly 
considered in countries looking into launching 
HCV policies. Spreading the expertise of the 
project and involving non-governmental 
actors participating in the development of 
national programs and action plans could 
contribute to the design of more effective 
and efficient elimination plans targeting key 
transmission drivers more quickly.

Coalition PLUS pursued this comprehensive 
approach in the 2019-2021 phase of the 
project by focusing on advocating for 
solutions aiming to increase demand and 
improve HCV treatment uptake. Key to 
such improvement is reducing barriers to 
accessing services. This includes the out-of-
pocket costs of getting diagnosed and the 
hidden costs of getting tested and treated 
(such as travel and time costs), pathway 
navigation costs, and referral failures. All 
of these are still a barrier that massively 
hinders uptake by patients. Coalition PLUS 
and partners advocated for policies including 
simplification of the diagnosis cascade, 
decentralization of services to local facilities, 
and stock-out reduction through monitoring 
and alerts.

The increase in the demand for treatment 
and the fact of facing the reality of the 
HCV emergency has eventually pushed 
governments to look for solutions.

INTRODUCTION   3

1.   http://apps.who.int/iris/bitstream/han-
dle/10665/246177/WHO-HIV-2016.06-
eng.pdf;jsessionid=AF6EB220C5FF1D-
0F3497AB7C5FAB8087?sequence=1

2.  https://www.coalitionplus.org/
mind-the-gap-hcv-policies-versus-commu-
nity-experiences/

An estimated 
67% of people 
who inject drugs
have been 
infected with 
hepatitis C
virus
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The capitalization process includes 4 main steps:

1. A joint definition of the terms of reference: this involved defining, in a 
participatory manner, the objectives, experiences/practices to capitalize on, the 
methodology and tools of capitalization work.

2. The documentation of the experiences/practices identified: this involved 
collecting the information to describe, illustrate and analyze the selected 
experiences/practices. Data collection was done through: the compilation of 
documentary sources (reports, methodological notes, images, videos, etc.), 
qualitative, collective interviews (focus group) with the actors involved (currently 
and in the past), to collect testimonies on their lived experience, pre- and post-
interview questionnaires.

3. Analysis of collected information.

4. Production of chapters: this involved synthesizing the analyzed knowledge for 
each experience or practice, developing the capitalization sheets/sections of the 
guide, verified, and validated by project partners.

This process was conducted by the Coalition PLUS Knowledge Management team 
in collaboration with the Hepatitis team and project partners.

This guide could help to:

1.    Accelerate adoption of effective and efficient 
HCV policies in countries outside the project’s 
borders through sharing of good practices. This 
will contribute to avoidance of mistakes made 
in the past such as the one-approach-fits-all 
programs that are off track on path toward the 
2030 targets. 

2.    Increase expertise of actors involved in the 
HCV space in terms of community needs: 
Disseminating lessons learned, best practices, 
tools and success stories will help activists, 
health care workers and technical experts in 
structuring their interventions in their own 
country according to the most important 
principle of community work: “Nothing for us, 
without us”.  For organizations already working 
on HIV, this may facilitate the expansion to 
work on hepatitis C, a common challenge facing 
many communities who face elevated risks of 
incidence and burden from both diseases. 

To achieve these aims the guide presents 6 activities 
carried out by project partners in Malaysia, Morocco, 
India, South East Asia, and Brazil. An analysis is 
carried out to understand key success factors of 
the activities, important difficulties, and resources 
needed to implement them.  Once this specific 
analysis is carried out, general steps/principals of 
the activity are drawn out to provide the necessary 
information to adapt it to any other national context. 

In addition to the 6 chapters, this volume includes in 
its annex a hepatitis toolbox. The hepatitis toolbox 
regroups a variety of templates and examples 
of documents, designed throughout the project 
and/or by project partners, to be used in different 
situations to advocate for universal access to HCV 
diagnostics and treatment.

There are various definitions of capitalization. Its meaning has evolved over time, it 
has adapted to contexts and has diversified according to the needs of the various 
actors who have used it. The definition we borrow from Pierre de Zutter is “to 
capitalize is to transform knowledge into shareable knowledge”. This definition is 
based on the starting postulate according to which knowledge belongs to and is 
found with those who are the actors of the action/ experience and on the following 
assumption: the knowledge of some can be useful for others.

Capitalization is a participatory process that allows the capture and identification 
of key, strategic information from an experience. Once collected, this information 
will be analyzed, formalized, and formulated in such a way that it can be used by 
others.

The collection of this knowledge is not limited to listing the conditions for the 
success of an action but to specifying how these conditions were actually achieved.

     The 
guide
In this context, Coalition PLUS has decided 
to share the best practices aiming at scaling-
up testing, diagnosis, and access to HCV 
treatment, and implementing the models of 
care for people living with HCV advanced by 
this project.

This best practice guide could serve as a 
support tool to the work of community-
based organizations and activists in other 
countries, to adapt successful activities and 
push for an increase in HCV care access and 
provide an additional contribution to the 
achievement of the 2030 elimination targets, 
indirectly extending the reach of the project 
beyond the geographical borders of the 
project itself.

A second objective was to provide some 
examples of how the community-based 
approach has successfully advanced results 
in the elimination of HCV.

The main concept behind the guide is 
that by analyzing, documenting on-the-
ground expertise, sharing the knowledge 
gained in programs and projects, a team, 
organization, or country can learn from 
its own experiences and those of others. 
This provides an opportunity to transform 
knowledge into action and build capacity to 
improve results and respond more quickly 
and effectively to different types of crises or 
changes that may arise.

Methodology 
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4 Association de lutte contre le Sida (ALCS) is the first and largest non-governmental 
organization and community-based organization in the Middle East and North Africa 
(MENA) region fighting HIV and viral hepatitis. Founded in 1988, ALCS had the public 
utility status since 1993 and it is the main partner of Ministry of Health in fighting HIV and 
the only NGO and CBO involved in HIV & viral hepatitis prevention, healthcare access, 
psychological and social support of people who live with HIV with more than 200 high-
skilled volunteers and field workers and 100 salaries. Besides being a founding member 
of Coalition PLUS, ALCS is a leading NGO on advocacy & research in the MENA region, 
it has a community research department to reinforce its advocacy and to improve the 
HIV & viral hepatitis prevention, healthcare access and the respect of the rights of key 
population and people living with HIV.

1.  Association de Lutte contre le 
Sida — Morocco

Community Network for Empowerment (CoNE) is a state level network representing the 
community-based organizations of people who use drugs. It is contributing to the state 
health response related to drug use including HIV and other blood borne viruses such 
as HCV and also taking up the issues and problems faced by people who use drugs, 
at the state and national level. The network was established in 2011 with an affiliation 
of 11 CBOs to promote and protect health & human rights of people who use drugs. 
Advocacy is the core task of the network, with focus on evidence-based advocacy for 
change on priorities identified by the people who use drugs simultaneously with crisis 
intervention and watch dog role. 

2. Community Network for Empowerment  
— India, Manipur

The Delhi Network of Positive People (DNP+) is a network of people living with HIV 
established in 2000 that strives for the day when all who need treatment receive it 
and no one would suffer or die for lack of access to medicines. DNP+’s core work is 
service delivery, treatment literacy, community empowerment & advocating for access 
to medicines. DNP+ campaign against ARV stock-outs, against free trade agreements 
that threaten generic access & file patent oppositions on HIV & HCV medicines. DNP+ 
has been dedicatedly working on providing absolutely vital services for people living with 
HIV/AIDS and HCV in Delhi. When DNP+ is not holding the government accountable 
for fulfilling its responsibility to provide treatment, it is working with the government to 
provide crucial logistical help.

3. The Delhi Network of Positive People 
    — India, Delhi

Our
partners

OUR PARTNERS   4ENGAGING COMMUNITIES  TOWARDS HEPATITIS C ELIMINATION 
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The Malaysian AIDS Council (MAC) was established in 1992 to serve as an umbrella 
organization to support and coordinate the efforts of non-governmental and other 
organizations working on HIV/AIDS issues in Malaysia. MAC works in partnership with 
government agencies, the private sector, and international organizations to ensure 
a committed and effective response to HIV/AIDS and HCV related issues in Malaysia. 
MAC maintains privileged relations with the government and the main Malaysian 
policymakers since its beginnings. It gained national and regional legitimacies not only 
concerning HIV and co-infections but also, through its work on human rights, access to 
medicines and trade agreements. 

Positive Malaysian Treatment Advocacy and Access Group (MTAAG+) is doing nationwide 
work with people living with HIV/AIDS in Malaysia. The priorities for MTAAG+ are the 
national implementation of TRIPS flexibilities in law and practice, and the prevention of IP 
provisions in bilateral and multi-lateral trade agreements that are against public health, 
in particular access to affordable medicines. MTAAG+ aims to mobilize the community 
of people living with HIV and/or HCV to take ownership of their lives and circumstances 
in order to develop a national network for better access to ARV and DAAs treatment 
and a common agenda for all groups of people living with HIV and/or HCV in Malaysia.

4. The Malaysian AIDS Council
    — Malaysia

5. Positive Malaysian Treatment Advocacy 
and Access Group — Malaysia

Established in 2001, TREAT Asia (Therapeutics Research, Education, and AIDS Training 
in Asia) is a collaborative network of clinics, hospitals, research institutions, and civil 
society working to ensure the safe and effective delivery of HIV treatments to adults 
and children across the Asia-Pacific region through research and treatment, education 
on HIV/AIDS and viral hepatitis, community advocacy and policy. 

6. Therapeutics Research, Education,
    and AIDS Training in Asia
    — Southeast Asia

Fundación IFARMA is a research and consultancy institute with an international outlook, 
focusing on issues relating to medicines (access, use and quality). IFARMA is also part of 
a larger network of organizations working on public health policies to increase access 
to essential medicines and improve their rational use through research excellence 
and evidence-based advocacy, with substantial engagements with other Latin America 
civil society groups. IFARMA asked the government to make a declaration of public 
interest concerning HCV in November 2015 and explore the possibility to produce 
compounding to treat HCV.

7. Fundación IFARMA — Colombia

Grupo de Incentivo à Vida (GIV) is a HIV community-based organization, based in São 
Paulo and founded in 1990. Its mission is to fight for the rights of people living with 
HIV/AIDS and the most vulnerable populations to HIV infection. GIV has been involved 
technically and politically in most important decisions and claims referring to people 
living with AIDS such as the fight for universal access to treatment; participation in 
forums and national coordination meetings between AIDS/NGOs; and the fight to 
guarantee the rights for people living with HIV and viral hepatitis.

9. Grupo de Incentivo à Vida
     — Brazil (until the end of 2018)

Fórum das ONG/Aids do Estado de São Paulo (FOAESP) is a ground-breaking and 
successful civil society initiative focusing on HIV and AIDS and working to strengthen 
the NGOs active in the field in São Paulo State. Established in October 1997, to date 
the Forum counts 105 member NGOs statewide. One of its main objectives is to 
enhance and promote campaigns in the area of prevention, support, and education, 
mentoring and assisting its members in their actions against any violation of current 
legislation that is likely to affect and undermine the rights and duties of member 
organizations. The Forum has already established itself as a crucial space for dialogue 
with public policy managers on HIV/AIDS and viral hepatitis. 

8. Fórum das ONG/Aids do Estado
    de São Paulo — Brasil

Projeto Bem-Me-Quer (BMQ) follows up people infected by HIV in indigent 
neighborhoods of São Paulo city. Founded by a nun, Sister Helena in 1996, BMQ 
welcomes people living with HIV/AIDS and viral hepatitis and their family members 
living in poverty. BMQ’s mission is to contribute to improve the quality of life of 
people living with HIV/AIDS and viral hepatitis in a situation of social vulnerability, 
monitoring the quality of the health services, as well as disseminating information 
about STI and especially AIDS prevention. 70% of beneficiaries of BMQ services are 
HCV co-infected patients.

10. Projeto Bem-Me-Quer
 — Brazil (until the end of 2018)
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5Acronyms

ACRONYMS   5

List of abbreviations
AIDS Acquired immunodeficiency syndrome
ALCS Association de Lutte contre le Sida
Anaids National Articulation for the Fight against AIDS
ART Antiretroviral therapy
ARV Antiretroviral
BMQ Projeto Bem-Me-Quer
CBC Complete Blood Count
CBO Community-based organisations
CoNE Community Network for Empowerment
CSO Civil Society Organisation
CSSF Social Security and Family Commission
DAA Direct acting antivirals
DCCI Department in charge of HCV management
DNDi Drugs for Neglected Diseases Initiative
DNP+ Delhi Network of Positive People
DTC Drug treatment centers
FIND The Foundation For Innovative New Diagnostics
FOAESP Fórum das ONG/AIDS do Eastado de São Paulo
Forum RS/Foars Fórum ONG AIDS – Rio Grande do Sul
GIV Grupo de Incentivo à Vida
GTPI Working Group on Intellectual Property
HBV Hepatitis B Virus
HCV Hepatitis C Virus
HIV Human immunodeficiency virus
IEC Information, Education and Communication
IP Intellectual Property
M&E Monitoring & Evaluation
MAC Malaysian AIDS Council
MENA Middle East and North Africa
MP Member of Parliament
MSF Médecins sans Frontières
MTAAG+ Positive Malaysian Treatment Access & Advocacy Group
NACO National AIDS Control Organization
NGO Non-governmental organisations
NHM National Health Mission
NSP National Strategic Plan against Viral Hepatitis
NSPEA National Strategic Plan Ending AIDS
NVHCP National VHC Program
OST Opioid Substitution Therapy
PAHO Pan American Health Organisation 
PKNI Persaudaraan Korban NAPZA Indonesia / Indonesian Drug Users Network
PL Project of Law
PreP Pre-exposure prophylaxis
RAMED Medical Assistance Scheme for the Most Disadvantaged
RDT Rapid Test
REB Research Ethics Board
RIMS Institutional Review Board/ Regional Institute of Medical Sciences
RNA Ribonucleid acid
RNP+ Brazil National Network of People Living with HIV/AIDS in Brazil
SAE Specialized Care Services
SARS-Cov2 Severe acute respiratory syndrome coronavirus 2
SCOM Steering committee
SDGs Sustainable Development Goals
SEARO Southeast Asia Regional Office
SOGIE Sexual Orientation and Gender Identity and Expression
SOP Standard Operating Procedures
STD Sexually Transmitted Diseases
STI Sexually Transmitted Infections
SUS National System Health
SVR Sustained Virologic Response
ToT Training of trainers
TREAT Asia Therapeutics Research, Education, and AIDS Training in Asia
TRIPS Trade-Related Aspects of Intellectual Property Rights
TTAG Thai AIDS Treatment Action Group
TWN Third World Network
WHO World Health Organisation
WPRO Western Pacific Regional Office
YRG-Care Y.R. Gaitonde Centre for AIDS Research and Education
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6Community
care models

 6.1DEVELOPMENT AND IMPLEMENTATION OF TRAINING MODULES ON STIGMA
AND DISCRIMINATION LINKED TO HIV AND HCV

Development and implementation of training 
modules on stigma and discrimination linked 
to HIV and HCV
Stigma is a negative stereotype that exists when a person is 
identified by a label that sets the person apart. 

The concept of stigma has been defined as the perception 
of a trait, attribute or characteristic of a person or groups of 
people as being negative, different, or not socially desirable. 
This perception comes with the labeling of those who are 
stigmatized.

Stigma can be external or social in the sense that it is 
experienced as coming from an external source (a person/
group of persons or an institution). Internalized or self-
stigma stems from within individuals and occurs when 
an individual internalizes the dominant cultural norms 
associated with being a member of a stereotyped minority 
group1.

Discrimination occurs when a person is treated less 
favorably than others are or would not be treated in the 
same or similar circumstances, for reasons connected to 
the person’s identity, including ethnic origin, citizenship, 
faith, gender identity and expression, sexual orientation, 
disease, disability, etc. Discrimination is the behavior that 
results from stigma and it becomes self-discrimination 
when the individual, due to self-stigma, is being too hard 
upon him/herself. 

Stigma and discrimination in health care settings can 
affect people living with HIV and/or HCV by negatively 
influencing one’s right to health / equity to care such as 
accessing treatment, seeking testing for HIV or HCV, and 
adhering to medical regimes2.

The stigma and discrimination in the health-care sector 
related to HIV, HCV, and vulnerabilities to the two diseases 
impedes access to treatment and care. Stigma and 
discrimination also weaken the quality of health services 
for people living with HIV and/or HCV and other key 
populations including people who inject drugs, men who 
have sex with men and transgender people. Moreover, it 
directly undermines efforts to eliminate these epidemics. 
Reducing stigma perceptions and behaviors among 
healthcare workers is an important step to removing 
barriers to universal access to HIV/HCV prevention, care, 
and treatment.
 
The experience resulting from community care models 
indicates that an effective strategy for addressing stigma 
and discrimination in healthcare settings is adequate 

training. The training should provide healthcare workers 
with information, tools, attitudes, knowledge, skills, 
behaviors through a learning experience and know-how 
transfer for them to be able to ensure the respect to the 
right of health of key and marginalized populations. To 
adequately serve these objectives, training modules have 
to be designed and implemented with and by concerned, 
stigmatized and discriminated people.

A ToT workshop helps build a pool of competent trainers 
of health-care workers who could subsequently ensure 
the transfer and ownership of specific skills, knowledge, 
attitudes and behaviors to other people. Instead of having 
just one or two trainers, the ToT model achieves a multiplier 
effect by creating a pool of trainers that can pass on the 
knowledge to a wider audience in a shorter period of time. 
It is also a cost-effective and sustainable training model.

The health-care workers who have already experienced a 
ToT that involves the participation of those directly affected 
by stigma and discrimination tend to be more aware of the 
issue and have an increased capacity to persuade other 
colleagues in their work environment as a change in their 
attitudes and behaviors can contribute to widening access 
to treatment and care for people living with HIV and/or HCV 
and other marginalized populations. 
 

1.  ASHM in partnership with National Centre in HIV Social Research (NCHSR), “Stigma 
and Discrimination around HIV and HCV in Healthcare Settings: Research Report”, 
April 2012

2. Idem
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CASE STUDY

Module Hope – MAC 
experience in the design 
and implementation of 
a Training of Trainers 
to reduce stigma and 
discrimination of people 
living with HIV and/or HCV 

The Malaysian AIDS Council (MAC)3 was established 
in 1992 to serve as an umbrella organization to support 
and coordinate the efforts of non-governmental and 
other organizations, to ensure a committed and effective 
response to HIV/AIDS and viral hepatitis issues in Malaysia. 
MAC holds a privileged position in the country, given its 
close contact to key policymakers in government, and 
the Malaysian Ministry of Health in particular. MAC is 
also Principal Recipient of the Global Fund to Fight AIDS, 
Tuberculosis and Malaria in Malaysia, to oversee the 
scaling-up coverage of HIV services for key populations. 
Since July 2016, MAC is one of two Malaysian partners4 of 
the “HIV/HCV Drug Affordability” project coordinated 
by Coalition PLUS and supported by Unitaid. With 
regards to MAC’s activities, funding and technical support 
from Coalition PLUS enabled the organization to start 
working on viral hepatitis, in addition to the existing HIV 
work.

Le module Hope est une FDF qui pourrait être définie 
comme une expérience d’apprentissage planifiée 
conçue pour apporter des changements concernant les 
compétences, les connaissances, les conduites ou les 
comportements d’un individu. La FDF a été spécialement 
conçue pour le personnel soignant de tout le pays que 
ce soit au niveau fédéral ou au niveau des districts, pour 
les représentants-es des services de formation en 
matière de santé au niveau de chaque État/district, les 
agents-es de santé du ministère de la Santé et les 
populations clés. 

The Hope Module is a Training of Trainers (ToT) which could 
be defined as a planned learning experience designed to 
bring about changes in an individual’s skills, knowledge, 
attitudes or behaviors. The Tot was specially developed for 
healthcare workers across the country, from the federal 
and district level, representatives from health training 
department at each state/district level, health officers 
from the Ministry of Health and key populations. 

This module is fully compliant with the priorities of the 
National Strategic Plan Ending AIDS (NSPEA) 2016-
20305 and the National Strategic Plan Eliminating 
Hepatitis B and C by 2019- 20236. These important 
public policy documents identified stigma as a barrier in 
increasing access to treatment for people living with HIV 
and/or HCV, and recognized stigma reduction as a key 
guiding principle for all sectors at all levels.

Introduction and background

3.  Source : https://www.mac.org.my/v3/about-mac/
4.  Till 2019 there were three project CSOs in Malaysia – Malaysian AIDS 

Council (MAC), Positive Malaysian Treatment Access and Advocacy Group 
(MTAAG+) and Third World Network (TWN) – participating in the “HIV/
HCV Drug Affordability” project coordinated by Coalition PLUS. Since 
2019, MAC became lead partners of the Malaysian consortium of CSOs, 
after TWN withdrew from the project.

5.  National Strategic Plan Ending AIDS (NSPEA) 2016-2030:  https://aidsda-
tahub.org/national-strategic-plan-ending-aids-2016-2030-hivsti-section-
ministry-health-malaysia-2015

6.  Source : https://www.moh.gov.my/moh/resources/Penerbitan/Pelan%20
Strategik%20/NSP_Hep_BC_2019_2023.pdf. The National Strategic Plan 
for Hepatitis B and C 2019-2023 was launched on 27 August 2019.

With this ToT, we want to increase 
treatment coverage among people 

who live with hepatitis C and 
HIV. That is why we are looking 

essentially to stop stigma among 
the health care workers. When the 

health care workers will understand 
the key populations, they will able to 
give better health services and many 

people from key populations will 
come to get treated. 

Anushiya Karunanithy 
HCV Project Manager, MAC

...stigma as a barrier 
in increasing access to 
treatment for people living 
with HIV and/or HCV

One of the main goals of the Hope Module is 
to reduce stigma and discrimination towards 
marginalized populations among healthcare 
workers. Additional important aims of the project 
are to empower key populations to advocate 
for their rights to access treatment, to increase 
awareness on HCV, and to strengthen the 
collaboration between public health departments 
and non-governmental organizations (NGOs)/
CBOs). All these factors are important for 
improving health services and increasing diagnosis 
and treatment coverage, prevention, care, and 
support for people living with HIV and/or HCV.

MAC
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The development of the ToT content started back in 2017, during the 
first mid-term review of the NSPEA 2016-2030.
 
With a population of 31.2 million, Malaysia has an estimated 
400,000 people living with HCV and an estimated incidence of 2,000 
new cases per year.7 Less than 2% of the estimated total infected 
population was treated for HCV from 2003 to 2017.8 A number of 
studies have placed HCV prevalence at 0.981-2.5% of the general 
adult population9. In 2016, among people who inject drugs, Malaysian 
prevalence estimates are at 67.1%10. From 2005 to 2017, more than 
18,000 HCV-infected patients were newly diagnosed, and 460 deaths 
were reported across the country11.

It was estimated also that 87,122 people were living with HIV in 201712 .The 
HIV epidemic in Malaysia is concentrated in key populations with 111,916 
reported cases since 1986 and a prevalence rate of 0.45% in the general 
population as of 2016. Although the HIV epidemic in Malaysia was 
traditionally driven by injecting drug use, in the period 2012-2014 
there was a decrease in the prevalence of HIV in people who inject 
drugs (18.9% HIV prevalence in 2012 compared with 16.3% HIV 
prevalence in 2014)13. According to the National Country Report, the 
number of people living with HIV receiving antiretroviral therapy (ART) 
as of December 2017 is 41,43014. An important barrier identified by 
this report in terms of access to ART treatment is the stigma and 
discrimination of people living with HIV and/or HCV and certain 
categories of people among key populations.
 
Overall, results of a four-country baseline study conducted by 
the ISEAN-Hivos Program (Global Fund Round 10 Regional Grant) 
from December 2014 to January 201515 indicate that significantly 
more transgender people experienced stigma and discrimination 
in health care settings compared to men who have sex with men. 
Verbal maltreatment was the most commonly experienced (24.26%), 
followed by receiving a perceived low quality of health service 
(22.57%), being refused access to health care services (18.23%) and 
lastly, physical maltreatment (18.21%).”16 

In this context, MAC’s initiative to design and implement a ToT for 
health workers and key populations aimed to provide an appropriate 
answer to stigma and discrimination in Malaysia through tailoring to 
the needs of the target groups mentioned above and the context 
of intervention. The relevance of the Module Hope comes precisely 
from the inclusion of people that it intends to serve – especially key 
population – in the design and the implementation of the training 
program.

The consultation process for the 
ToT took place during the period 
2017-2018 through dialogue with 
the representatives of the Ministry of 
Health and a series of six workshops 
with 15 to 24 participants from 
government agencies and community 
groups and MAC’s CSO partners – 
Positive Malaysian Treatment Access 
and Advocacy Group (MTAAG+), 
Third World Network (TWN).

The Ministry of Health coordinated 
the entire process of developing the 
Hope Module, with MAC serving as 
the driver/”champion” of this Module 
though coordination of participation 
and ensuring involvement of the 
community and other relevant 
stakeholders throughout the process, 
from the development of the module 
until the implementation stage. This 
was a key factor contributing to the 
success of the ToT in adequately 

addressing key populations needs.
The ToT design targeted two 
modules/sections, one for key 
population (self-stigma)17 and 
one for healthcare workers. The 
section of the ToT (Module Hope) 
focusing on healthcare workers was 
finalized during the last consultation 
workshop held in October 2019 and 
it was published two months later.

Relevance of the training of trainers Design and implementation

7.       Coalition PLUS, MIND THE GAP: HCV Policies versus Commu-
nity Experiences, August 2018: https://www.coalitionplus.org/
mind-the-gap-hcv-policies-versus-community-experiences/

8.     Hiebert L, Hecht R, Soe-Lin S, Mohamed R, Shabaruddin FH, Syed 
Mansor SM, et al. A Stepwise Approach to a National Hepatitis C 
Screening Strategy in Malaysia to Meet the WHO2030 Targets: 
Proposed Strategy, Coverage, and Costs. Value Health Reg Issues. 
2019; 18: 112–120. https://doi.org/10.1016/j.vhri.2018.12.005 
PMID: 30921591

9.       Malaysian AIDS Council, AT THE EDGE OF A MIRACLE: The Hepatitis 
C Virus (HCV) Epidemic in Malaysia, https://www.mac.org.my/v3/
wp-content/uploads/2017/07/HCV_Report_A4_FA_23052017-web.
pdf ;

10.   Y-I, Liang D, Lan Y-C, BK Vicknasingam, Chakrabarti A. Drug abuse, 
HIV, and HCV in Asian countries. J Neuroimmune Pharmacol 2016. 
DOI 10.1007/ s11481-016-9665-x

11.   Ministry of Health Malaysia. Health indicators 2005-2010. 
Putrajaya: Ministry of Health Malaysia; 2016. Availablefrom: 
http://vlib.moh.gov.my/cms/content.jsp?id=com.tms.cms.section.
Section_2e3f7260-a0188549-d5315d00-3572f8b1.

12.   Country Progress Report 2018 - Malaysia. The Global AIDS Moni-
toring Report 2018

13.   World Health Organization Office of the Representative to Ma-
laysia, Brunei Darussalam and Singapore English only, MEETING 
REPORT Second National Consultation on the Use of Antiretroviral 
Pre-exposure Prophylaxis (PrEP) to Prevent HIV Acquisition Kuala 
Lumpur, Malaysia 4 June 2018

14.   Source: https://www.moh.gov.my/moh/resources/Penerbitan/
Laporan/Umum/Report_GAM_2019_(Final).pdf

15.   The “Research on MSM and TG Experiences of Stigma and 
Discrimination in Indonesia, Malaysia, Philippines and Timor Leste 
(SADS)” by the ISEAN-Hivos Programme surveyed 409 persons 
(MSM and TG) in Malaysia: https://na.eventscloud.com/file_up-
loads/8b28a4592bc2aa3dea5fda7c574cac7f_LoydBrendanP.
Norella.pdf 

16.   Source : https://sti.bmj.com/content/93/Suppl_2/A202.1#re-
quest-permissions. The aims of this study was “to provide 
information on the status of stigma and discrimination among 
men having sex with men and transgender people in health 
care settings (including HIV/AIDS services) using a questionnaire 
based on the forms of stigma and discrimination described in 
the Stigma and Discrimination Index Questionnaire”. The study’s 
questionnaire described stigma and discrimination in terms of the 
respondents’ self-reported perception of: 1. Refusal of health care 
services, 2. Physical maltreatment, 3. Verbal maltreatment, and 4. 
Provision of health care service below standards. A total of 2,413 
respondents (Indonesia:1,000 respondents, Philippines: 800, 
Malaysia: 409, Timor Leste: 203), 29,79% (n=719) of whom are 
self-identifying male-to-female trans persons, participated in this 
study. There were 264 trans respondents from Indonesia, 204 in 
the Philippines, 174 in Malaysia, and 77 in Timor Leste.

17.   The key population (self-stigma) module is still in 
the development phase (2020).

…the whole Module came from 
the community. A lot of topics 
that are in the Module Hope 

came from the community and 
from clinics that understood 

the problems facing key 
populations. I could not have 
thought that this would come 

from Malaysia itself. 

Egha Elias 
Senior Advocacy Officer, MAC

The situation on the ground 
was speaking for itself… People 

from key populations asked 
us during our consultations 

with them: “Why are the health 
services discriminating us?”

Manohara Subramaniam 
Technical Program Manager,

Malaysian AIDS Council

We did a Focus Group Discussion with people 
from key populations, particularly with PWID 

because they had the lowest rate among key 
populations enrolled for treatment. We asked 

their opinions and we found that there was a lot 
of stigma and discrimination when people are 

looking for treatment.

Anushiya Karunanithy 
HCV Project Manager, MAC
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Key factors for efficiency
and effectiveness

1.   The development of the ToT has created a favorable framework for 
collecting and consolidating all information from different levels – key 
populations, healthcare workers, state agencies, clinics, researchers, 
etc. – in a proper, effective way. In the phase of identifying training 
needs, the first consultations organized by MAC were with key 
populations’ representatives. Those consulted for this Module 
said that they felt discriminated against by healthcare workers and 
therefore did not go for treatment. 

2.   The ToT is based on the latest World Health Organization (WHO) 
recommendations and on the national guidelines for HIV/HCV/
sexually transmitted infections (STI) issues. The findings of the 
ISEAN-Hivos Program research mentioned above were included in 
the Module Hope along with valuable input from the community. 

3.   The ToT has been revised following community feedback and 
updated accordingly. Feedback and revision are an important part of 
the process of creating a ToT.

4.   The role-playing game, one of the participatory techniques used 
in the ToT was very effective because it revealed new issues to be 
addressed and enhanced the understanding of the discrimination 
and stigma towards people living with HIV and/or HCV. The fact that 
participants from the medical staff have played “the discriminated 
person” made them realize their own discriminatory thoughts and 
feelings. This was perceived as a crucial step for the change in 
mindset among healthcare workers.

5.   Through the interactions generating the ToT, the healthcare workers 
and key populations have increased their capacity to share knowledge 
and opinions, as well as to identify the gaps and corresponding 
solutions for moving forward to implement the HIV/HCV national 
strategy. An example of the gap identified by the medical staff is the 
fact that although there is treatment for HIV/HCV, very few people 
in the key populations come to be treated. Within the ToT, health 
workers realized that stigma and discrimination are an obstacle that 
explains this situation.

6.   The impact of ToT has been enhanced by its association with advocacy 
campaigns (e.g., the national campaign “Aku Janji” (I promise) + Saring 
Hepc, Sembuh Hepc, Sebar info Hepc (to screen HCV, to cure HCV, 
to share info on HCV). 

7.   Evaluation questionnaires were administered to assess the 
perception and understanding of stigma and discrimination before 
and after the ToT

1. The Hope Module on Stop Stigma and 
Discrimination towards people living with HIV 
and/or HCV and key populations, was endorsed 
by the Ministry of Health. The module covers five 
main topics: Stigma and Discrimination, Human 
rights, Sexual Orientation and Gender Identity 
(SOGY), HIV and HCV. It contains also step-by-step 
guidance on how to conduct the training.

2. Two ToT training workshops (2 days of training 
per workshop) were conducted in 2019 for 
specialists and primary healthcare workers: one at 
the national level (Cameron Highlands, Pahang, 26-
28 June 2019, 47 participants trained) and one at 
the state level (Kelantan, 25-27 September 2019, 
25 health care workers trained). All participants 
received a certificate of participation and a trainer 
certificate from the Ministry of Health.

3. Participants of the ToT increased their capacity 
of recognizing stigma and discrimination—even 
in their own attitudes—and changed perception 
about people living with HIV and/or HCV and key 
populations.

4. The ToT was able to bring together 
representatives from key populations and state 
healthcare workers on one single platform, 
regardless of their position or status. The ToT, both 
through the content development process and 
through the implementation of the workshops, 
has built a bridge between healthcare workers, 
public authorities (at federal and district level), and 
key populations.

5. The ToT increased awareness of stigma and 
discrimination, better understanding of the health 
issues and needs of people living with HIV and/or 
HCV, and respect of human rights. All of these are 
key factors for improved services and increased 
access to prevention, treatment, care and support 
for key populations.

6. The dynamics generated by the development 
of ToT and the advocacy efforts of MAC and its 
partners within the HIV/HCV Affordability project 
coordinated by Coalition PLUS and funded 
by Unitaid contributed to the adoption by the 
government/Ministry of Health of the National 
Strategic Plan Eliminating Hepatitis B and C by 
2019- 202318.

Results and achievements 

One of the activities that I saw 
that is effective for the healthcare 

workers, the practitioners 
themselves, is when we asked 

them to carry a sandwich board 
on their body to say “I’m HIV 
positive”, “I have hepatitis C”, 

and then to walk out to the street 
and speak to the people about 
what they thought. And when 

they came back from the exercise, 
some of them admitted that they 
saw themselves in the people that 
they spoke to, because many were 
very discriminatory. They felt that 
is how they have also been treating 

the patients who come to the 
clinic, so I think that was not just 
talking but opening their eyes to 

experience it themselves. 

Manohara Subramaniam
Technical Program Manager,

Malaysian AIDS Council

18.  Source : https://www.moh.gov.my/moh/resources/Penerbitan/
Pelan%20Strategik%20/NSP_Hep_BC_2019_2023.pdf. The National 
Strategic Plan for Hepatitis B and C 2019-2023 was launched on 
August 27, 2019.

Egha Elias
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1.  Undertaking an integrated approach to both HIV and 
HCV is much more efficient and comprehensive because 
HIV and HCV and related stigma and discrimination 
affect the same key population in the majority of cases 
and these issues can be addressed through common 
interventions. From the ToT experience perspective, the 
integrated approach has meant, first of all, determining 
the HIV and HCV Departments of the Ministry of Health 
to work together to contribute to the ToT content and 
for establishing the selection criteria for health workers, 
participants in the ToT, and realize that integrating health 
services into a common chronic disease model could be a 
realistic and efficient way to fight against these diseases. 
A human rights-based approach could help, even 
in a cultural context strongly influenced by conservative 
and religious beliefs, to understand health as a 
human right and to create a favorable ground for more 
equitable access to treatment and care.

2. MAC’s expertise in HIV and the design and organization 
of trainings, along with the experience in working with the 
community and key populations, were essential assets in 
finding solutions to the challenges that arose during the 
process.

3. Getting the leadership of the Ministry of Health on board 
was one of the key factors of success for the development 
and the delivering of the ToT. This was made possible by 
effective advocacy efforts to persuade the Ministry of Health 
to agree to this training and, moreover, to coordinate 
and integrate this training into the continuing education 
program for health care workers. The efficiency of these 
advocacy efforts was based on the following: the powerful 
arguments of MAC’s community coordination and its 
collaboration with its partners which includes MTAAG+ and 
TWN, the opportunity offered by the Coalition PLUS project 
(funded by Unitaid), and the international and national 
commitments made by the Government of Malaysia 
regarding the elimination of HIV and HCV (2030 targets).

4. In the relationship with the Ministry of Health and the 
government, sometimes a win-win approach is much more 
effective. A broader understanding of the health care system 
and the problems and gaps facing health care workers in 
providing health services can be a good start for identifying 
and implementing effective measures for key populations. 
By proceeding gradually and involving the MoH in a non-
confrontational manner, MAC and its partners were able to 
get institutional buy-in to make needed changes in policies 
(the national strategic plan for HIV and HCV) and practices 
(the implementation of the ToT).

5. People living with HIV and/or HCV and key populations 
know how it feels to be stigmatized. For this reason, 
involving them in active roles in the training will help to 
change attitudes.

1.  For reasons related to a conservative cultural 
context in Malaysia, it was particularly challenging 
to introduce Sexual Orientation, Gender Identity 
Expression (SOGIE) as a topic of the ToT. At the 
beginning, some of the healthcare workers were 
very reluctant in terms of accepting some of the key 
populations such as transgender people and men 
who have sex with men.

2.  At first, the dialogue between the healthcare 
workers and key populations during the ToT was 
difficult due to differences in opinions, ideas, and 
perceptions. It took an entire process of mediation 
and understanding to reach a constructive dialogue 
towards a common goal.

3.  Raising awareness in healthcare workers about 
addiction and people who inject drugs required a 
separate module/section within the ToT curriculum.

4.  The duration of training for healthcare workers 
from smaller health facilities such as primary health 
clinics should be adapted to their time availability 
so that they might be able to conduct the ToT.

Challenges Lessons learned

When we (MAC) brought the awareness 
to the healthcare workers, they do not see 
us anymore as the “NGO people” who are 
always protesting without a proper cause 

(…). The healthcare workers were very 
appreciative of the (ToT) information. (…) 

After the training, they seem like they said: 
“Now I must put all my religious views 

aside and act professionally. I have to be 
able to give proper healthcare services 
to everyone regardless of their sexual 

orientation, gender identity.”

Manohara Subramaniam
Technical Program Manager,

Malaysian AIDS Council

I believe that this module is very helpful 
for healthcare workers to overcome Stigma 

and Discrimination in dealing with their 
patients especially patients from the 

key population community. I hope that 
the community will continue to  provide 

support as trainers for the Module and this 
would encourage more interaction between 
communities and healthcare workers. Most 

of the time, healthcare workers are seen 
to be as patients, but with communities 

giving training, this would allow healthcare 
workers to experience interaction with 

communities from a different angle.

Ms. Manis Chen
MTAAG+, Module Hope ToT participant
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1.  The Ministry of Health is responsible for continuing 
and expanding training across the country. MAC 
will do the follow up of the ToT to ensure that the 
state health departments continue to conduct this 
training in the future.

2.  Participants from the training and the state health 
departments are committed to conduct at least one 
mini-training at their respective state/district level 
using their training budget.

3.  Through the transfer of knowledge from healthcare 
workers to healthcare workers, the training of 
trainers (ToT) is (in itself) a strong predictor of 
sustainability through its enabling of capacity-
building and up-skilling the health workforce. The 
ToT is intended to be used as initial training for the 
new employees of the health system. 

4.  Government and community buy-in and continued 
advocacy efforts for expanding and implementing 
this project are key factors to ensure the 
sustainability and efficiency of the ToT.

When deciding to set up a ToT on HIV/HCV stigma and 
discrimination one has to understand if all the necessary 
skills are already present within the organization and 
if certain conditions, external and internal, are met in 
order to carry out the activity in a successful way, with 
the involvement of concerned populations. Some of the 
aspects that need to be considered for a preliminary 
analysis before designing and implementing such an 
activity could be:

Individual/Team skills needed:

1.  Experience in training design and implementation 
(training needs assessment, needs prioritization, set 
specific goals, define the target group, conduct gap 
analysis of knowledge and skills, etc.).

2. Experience in applying adult learning principles.

3.  Experience in communication with healthcare facilities, 
as well as building good communication and working 
relationships with the healthcare facilities.

4.  Experience in evaluating, research, and gathering 
information regarding the current situation of training-
related issues.

5.  Experience in communication with public authorities 
and other relevant stakeholders (other states agencies 
or departments), as well as experience building good 
communication and working relationships with the 
public authorities.

Conditions internal to the organization:

1. Network of NGOs/CSOs partners working with or 
representing the communities concerned.

2. Work experience with the communities and experience 
involving the community in the whole process of 
development of training.

3. Existing successful relationships with Ministry of Health 
in order to facilitate the buy-in for the trainers and for 
the integration of the ToT in the national training program 
(continuous/initial) of health care workers.

4. Access to external consultants for an impact evaluation 
of the training (or external evaluation).

Conditions external to the organization:  

1. Funding.

2.  Favorable political environment to setting up HIV and 
HCV elimination policies.

3.  Doctors who can be champions of work with vulnerable 
populations.

1.  Furthermore, to measure the quality of services 
provided by the trained healthcare workers, a 
stigma and discrimination reduction review using 
quality initiative method will be piloted in 2020 for 
six States under the Global Fund Multi-Country 
Grant. In addition, there will be three other trainings 
of trainers workshops, where the participants need 
to commit to train other healthcare workers upon 
their return to their respective healthcare settings. 
Participants have been invited by the MoH, which 
means follow-up updates will be mandatory.

2.  Efficiency of the ToT will be demonstrated by the 
assessment of the impact of ToT in reducing the 
stigma and discrimination toward people living with 
HIV and/or HCV, and key populations, as well as 
evaluation of their access to treatment and care.

Sustainability Some prerequisites

Moving forward

Congratulations to the HIV/STI/Hepatitis 
C Sector, Disease Control Division, 

Ministry of Health Malaysia, Malaysian 
AIDS Council, government agencies, 
representatives of non-governmental 

organizations and all involved in 
producing the HOPE Module: Stop Stigma 

& Discrimination for People Living with 
HIV/AIDS & Key Populations for this 
first edition. This module is specially 

developed to train health personnel across 
the country. 

I hope that with the modules and training 
that will be carried out later, health care 

providers will be able to increase their 
knowledge, skills and awareness of stigma 

and discrimination and will be able to 
provide more quality and professional 

health services (…) 

YBhg. Datuk Dr. Noor Hisham Bin Abdullah
General Director, Ministry of Health Malaysia
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Community-based education consists of training programs led by community 
organizations in order to educate individuals or groups within or outside their 
communities. These training programs are developed by the communities 
concerned by the issue at stake and are based on first-hand knowledge of the 
subject. For this reason, they are a useful and efficient form of learning. They 
are delivered through a wide range of methods, such as formal and informal 
activities that include workshops, discussions, exercises, exchanges.

Community trainings are essential to empower community members and equip 
them with the necessary knowledge and skills to advocate according to their 
needs. Participants learn to improve their advocacy skills through practical, real-
life sharing of experiences. For this project, community trainings focus on raising 
community awareness in order to facilitate greater coverage of related health 
interventions. It allows for peer-to-peer education and it makes it easier for 
community members to trust the information received.

Design and implementation: 
A step-by-step process model

Although there is no standard formula or a one-
size-fits-all approach, the step-by-step process 
for designing and delivering a ToT addressed to 
health-care workers could be described as follows:

1.  Perform a needs assessment for training 
elaboration through desk review and gathering 
of information from all stakeholders: community 
members, health care professionals, Ministry of 
Health representatives.

2.  Understand and analyze the drivers of stigma 
and discrimination among the target group 
(health care workers, key populations, etc.). 
Understanding the perceptions will allow to 
better target the training. Evaluate stigma 
level at each primary care clinic pre and post 
trainings.19 

3.  On the basis of information collected, 
conduct a Focus Group Discussion or other 
type of consultations with the target group 
representatives to identify key learning needs, 
including the gaps in knowledge and skills.

4.  Engage state health authorities to lead the 
development process of the training project to 
create a sense of buy-in, full collaboration and 
support.

5.  Analyze the information collected from 
the preliminary steps and use findings to 
organize new consultations meetings with key 
stakeholders to develop the content of the 
training module.

6.  Build the training content by using knowledge 
and strategies for effective stigma reduction, 
planning the sessions of training, and 
preparing the materials (handouts, PowerPoint 
presentations), participatory exercises and 
activities. 

7.  Share the draft module with community and 
stakeholders to gather feedback.

8.  Test the training module in order to eventually 
adjust it in line with the feedback of participants.

9.  Conduct small trainings at primary health care 
clinics. 

10. Validate the training module.

11.  Make sure that the training is recognized by 
the health authorities that will have to support 
its dissemination.

12.  Revise continuously to update/improve the 
ToT. Be aware of external factors and ongoing 
challenges and policy developments.

13.  Ensure the sustainability of the training to 
maximize its impact on the target group.

14.  Perform an impact analysis or assessment 
of the status of stigma and discrimination 
after a certain period of the training module 
implementation.

Training modules on HCV for the community 
by the community

6.2

19. Kohrt BA, Jordans MJD, Turner EL, et al. Reducing stigma among 
healthcare providers to improve mental health services (RESHAPE): 
protocol for a pilot cluster randomized controlled trial of a stigma 
reduction intervention for training primary healthcare workers in 
Nepal. Pilot Feasibility Stud. 2018 ;4:36. Published 2018 Jan 24. 
doi:10.1186/s40814-018-0234-3
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CASE STUDY

HCV Treatment Literacy 
Trainings — MTAAG+ Positive Malaysian Treatment Access & Advocacy Group 

(MTAAG+) is doing nationwide work for people living with 
HIV/AIDS in Malaysia. The priorities for MTAAG+ are the 
national implementation of the Agreement on Trade-
Related Aspects of Intellectual Property Rights (TRIPS) 
flexibilities in law and practice and the prevention of 
Intellectual Property (IP) provisions in bilateral and multi-
lateral trade agreements that undermine public health, in 
particular access to affordable medicines. MTAAG+ aims 
to mobilize communities people living with HIV and/or 
HCV to take ownership of their lives and circumstances. 
One element of this mobilization is the development of a 
national network for better access to antiretrovirals (ARV) 
and direct-acting antivirals (DAA) treatment and a common 
agenda for all the persons living with HIV and/or HCV in 
Malaysia.

Despite DAAs coming on the global market in 2013, Malaysia 
still had no access to them in 2016, when the Coalition 
PLUS project was launched. Being an upper-middle-
income country, Malaysia was not included in any of the 
voluntary licenses issued by pharmaceutical companies. 
In August 2017, following several rounds of unsuccessful 
negotiations with the Sofosbuvir originator company 
(Sofosbuvir being the first, key “game-changing” DAA), 
Gilead, the Malaysian government issued a government 
use license to import generic versions of this essential 
medicine6. Thanks to the license, the Ministry of Health 
was able to launch a national HCV treatment program, 
with the first official target of 2000 patients planned to 
be treated in 2018, in 18 public hospitals7. Since then, the 
program has been expanded to most of the major public 
hospitals and is being decentralized to primary healthcare 
level clinics. However, the number of treated patients per 
year so far remains low, with only 4,500 patients treated by 
the end of 20198. 

The MTAAG+ HCV trainings on treatment literacy, launched 
in 2018, aimed to raise awareness about HCV itself and 
issues surrounding access to treatment. It gave the 
participants a platform where they would find it comfortable 
to learn and share their experiences; at the same time, 
it equipped them with the tools to help themselves and 
their communities gain access to treatment. Through this 
process, the trainings wished to unite the communities as 
one movement with the power to change the status quo of 
HCV treatment access in Malaysia. MTAAG+ targeted the 
key populations most affected by HCV, such as people who 

inject drugs, transgender people, and people living 
with HIV. There was no program on HCV treatment 
or treatment education available to them in 
Malaysia before this program started. Moreover, 
in Malaysia, the majority of people who inject 
drugs are from the Malay ethnicity9, and many 
do not have a higher education level, with some 
even being illiterate. Illiterate groups represent 
one of the hardest to reach populations, and 
their specific needs are often ignored in regular 
health educational programs. MTAAG+ therefore 
focused on designing modules with community-
friendly educational content to organize trainings, 
facilitated by community peers and healthcare 
professionals knowledgeable of community needs, 
using community language. 

The objective of MTAAG objective was that at 
the end of the workshop, the participants felt 
empowered and able to address their own issues 
and then to reach out to their respective leaders, 
community-based organizations, local healthcare 
professionals, and government representatives to 
claim their right to access treatment.  

Introduction and Background

With a population of 31.2 million, 
Malaysia has an estimated 400,000 
people living with HCV and an 
estimated incidence of 2,000 new 
cases per year1. Less than 2% of the 
estimated total infected population 
was treated for hepatitis C from 2003 
to 20172. Several studies have placed 
HCV prevalence at 0.981-2.5% of the 
general adult population3. In 2016, 
among people who inject drugs, 
Malaysian prevalence estimates 
were at 67.1%.4 From 2005 to 2017, 
more than 18,000 HCV-infected 
patients were newly diagnosed, and 
460 deaths were reported across the 
country.5

1.   Coalition PLUS, MIND THE GAP: HCV Policies versus Community Experi-
ences, August 2018: https://www.coalitionplus.org/mind-the-gap-hcv-poli-
cies-versus-community-experiences/

2.   Hiebert L, Hecht R, Soe-Lin S, Mohamed R, Shabaruddin FH, Syed Mansor 
SM, et al. A Stepwise Approach to a National Hepatitis C Screening Strat-
egy in Malaysia to Meet the WHO2030 Targets: Proposed Strategy, Cover-
age, and Costs. Value Health Reg Issues. 2019; 18: 112–120. https://doi.
org/10.1016/j.vhri.2018.12.005 PMID: 30921591

3.   Malaysian AIDS Council, AT THE EDGE OF A MIRACLE: The Hepatitis C Vi-
rus (HCV) Epidemic in Malaysia, https://www.mac.org.my/v3/wp-content/
uploads/2017/07/HCV_Report_A4_FA_23052017-web.pdf ;

4.  Y-I, Liang D, Lan Y-C, BK Vicknasingam, Chakrabarti & A. Drug abuse, 
HIV, and HCV in Asian countries. J Neuroimmune Pharmacol 2016. DOI 
10.1007/ s11481-016-9665-x

5.   Ministry of Health Malaysia. Health indicators 2005–2010. Putrajaya: 
Ministry of Health Malaysia; 2016. Available from: http://vlib.moh.gov.my/
cms/content.jsp?id=com.tms.cms.section.Section_2e3f7260-a0188549-
d5315d00-3572f8b1.

6.   https://www.thestar.com.my/opinion/columnists/glob-
al-trends/2017/07/31/urgent-action-needed-on-hepatitis-c-its-not-accept-
able-that-500000-msians-are-infected-with-the-dise/

7.   https://www.thestar.com.my/news/nation/2018/03/20/free-hepatitis-c-
treatment-for-all-2000-patients-need-not-pay-at-government-hospitals-
this-year/ 

8.   https://www.thestar.com.my/news/nation/2019/11/13/stage-set-for-ac-
cess-to-hepatitis-c-treatment

9.  Based on records by the National AntiDrugs Agency, between 2013 and 
2015, 80% out of the 127,606 people who use drugs were Malays: https://
www.unodc.org/documents/southeastasiaandpacific/Publications/drugs-
and-health/news-bulletin/0416_issue08_drugs_health.compressed.pdf
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Relevance of trainings
on HCV treatment literacy

Design and implementation

In 2016, the main three barriers to universal access to 
treatment were access to affordable medicines (as they 
were not available in Malaysia at the time), low awareness 
around hepatitis C, and stigma and discrimination (especially 
as experienced by key populations). According to a study 
conducted in Malaysia by the World Hepatitis Alliance, in 
2014, only 27% of patients diagnosed with HCV even knew 
about HCV before their diagnosis10. This was relatively low 
compared to other countries in the region. 

In this context, MTAAG+—together with other project 
partners in Malaysia and Coalition PLUS—decided to focus 
on the empowerment of key populations, on raising their 
level of awareness regarding the disease, and access to 
medicines. Through this mobilization, they aimed to increase 
pressure on the government to issue a compulsory license 
on the needed medication. 

In March 2018, after the launch of the national treatment 
program, patients still struggled to access treatment. 
Obstacles included: lack of awareness among both key 
populations and healthcare professionals, stigma and 
discrimination, and supply chain issues, such as stock-
outs. To reduce these hurdles, MTAAG+ decided to focus 
on training communities on: treatment literacy, raising 
awareness, education of communities (with emphasis on 
highly marginalized populations), increasing the demand 
for treatment, pressuring the government to decentralize 
the treatment, the setting of higher targets for the HCV 
response, and the increase of treatment budgets. 

At the end of the workshop, the major feedback that most 
attendees gave was that they had a sense of empowerment. 
They had the necessary information and felt prepared to 
approach their medical healthcare professionals and the 
healthcare system to demand better services for themselves. 
They felt able to advocate for the increase of their state’s 
healthcare budgets to ensure that no one gets left behind 
or is being denied free access to HCV treatment, as these 
services should be available to all Malaysians. 

The MTAAG+ team conducted two regional community 
training workshops, with an average of 30 participants 
per session. The topics covered by the trainings 
included medication and treatment, diagnosis and 
harm reduction. This workshop was also called Training 
the Trainers Workshop, reflecting MTAAG+’s aim that 
the trained participants be able to disseminate the 
information to their surrounding communities. In terms 
of geographical coverage, MTAAG+ targeted the major 
cities within the Peninsular Malaysia while at the same 
time keeping options open for participants from the East 
Malaysian states of Sabah and Sarawak to join.

Before any workshop took place, MTAAG+ first reviewed 
all the workshops that had been conducted so far, either 
by MTAAG+ itself or by partner organizations, in order 
to set up an agenda which would be comprehensive yet 
adapted to the needs of the audience. The program was 
designed to convey all the important concepts related 
to the topic of the training using community-friendly 
language, integrating interactions between participants 
and facilitating experience sharing, all with the goal of 
maximizing community engagement. This program 
emphasized the selection of speakers and presenters 
who are specialists in their field and who could share 
knowledge efficiently through slides and videos in 
local languages. In this way, the targeted community 
can identify with the issues presented, digest these 
difficult concepts and feel empowered by the end of the 
training. MTAAG+ successfully recruited local healthcare 
professionals to create a relationship of trust between 
patients from communities and doctors for future 
referrals and access to treatment. 

Interactive exercises were conducted to strengthen 
the knowledge among the participants. Two of the 
most interesting exercises were “mapping” and “HCV 
treatment pathway”. 

In the first exercise, designed to visualize the accessibility 
of services, participants drew a map, which shows 
the distance between their houses and the nearest 
healthcare facilities providing HCV services; they were 
also provided with complete and updated information 
on all the treatment facilities available in their area. 
In addition to the community trainer, a doctor from a 
Ministry of Health hospital talked about HCV testing in 
the first workshop.

For the “treatment pathway” exercise, in which a 
consultant hepatologist and a nurse took part, the 
participants needed to order each step of the cascade 
of care and identify where they should place themselves. 

In both workshops, a community peer who had been 
cured with DAA treatment shared their personal 
experience.

Action plans were then designed by participants to 
set out what they could do with all the action ideas 
that they have been given (petitions, events, social 
media campaigns, etc.). MTAAG+ also created pre- 
and post-test questions to measure the participants’ 
level of understanding before and after the session. At 
the end of the workshop participants received some 
documentation, such as leaflets and toolkits published 
by MTAAG+ on HCV.

After each workshop, the MTAAG+ team compiled all the 
relevant materials presented at the training workshop, 
and prepared reports with all relevant information from 
the event. The reports also included the post-meeting 
feedback from attendees and speakers / presenters / 
leaders on ways to improve future workshops and these 
findings will be used in further advocacy discussions with 
other stakeholders.

The key population needed direct 
interaction to learn their right and 

access to HCV treatment. So, the 
knowledgeable patient will be able to 

talk to the doctor about the new DAAs 
therapy which is either available to 

cure HCV.

Edward Low
Director, MTAAG+

People from Perlis, from Kedah, they 
share the same story. They realize they 

are not the only ones who are not yet 
being treated. There are these men who 
also are not being treated despite being 

diagnosed. When they understand or 
realize this, they become empowered.

Manis Chen
Communication Officer,

MTAAG+

10.  https://www.worldhepatitisalliance.org/sites/default/files/resources/documents/
HCV%20Quest%20Malaysia%20%28EN%29.pdf

Hélène Boscardin-
Suwandi
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1. A safe and emotionally comfortable training 
workshop environment for participants. To 
ensure that the participants are comfortable, the 
MTAAG+ team chose medical resource persons 
who are well trained in addressing stigma and 
discrimination; a key skill sought in the speakers 
was a strong understanding of the workshop 
target audience. The trainers were a combination 
of healthcare professionals and community 
peers. At the beginning of the training, MTAAG+ 
first emphasized to the participants that 
the workshop is a safe place to share their 
experiences.  

2. A thorough prior preparation of the training 
workshops. The MTAAG+ team communicated 
well with all participants and resource persons in 
order to keep up with the deadlines and prepare 
appropriate materials for the trainings. 

3. Empowering communities as a focus of 
training workshops. MTAAG+ trainings are 
designed to empower the communities, and 
therefore, the language and the content of the 
modules have been adapted to the audience 
they target. 

4. Interaction and active participation. The 
MTAAG+ team designed some very interactive 
activities to ensure that participants will feel 
engaged and understand the different concepts 
explained through the sessions. Some of 
the activities were run as games to stimulate 
participation.

5. A careful selection of participants. Special 
attention was given to selecting the participants as 
the MTAAG+ team felt that a well-balanced crowd 
was essential for the trainings to run effectively, 
to provide space for participants to exchange and 
to advance the design of ambitious action plans. 
The team focused on getting participants from 
different genders, social positions, and origins, all 
while ensuring that the participants were part of 
the communities most at risk of HCV in Malaysia.

6. Regular updates and readjustments 
depending on the context dynamics and 
the community’s needs. The training modules 
were updated over the course of the multi-year 
project to ensure that they remained in phase 
with the current needs and the national HCV 
program’s current development in Malaysia. 

7. The distribution of pre- and post-workshop 
evaluation exercises helped the MTAAG+ 
team understand how they could improve 
future training workshops, in terms of content 
accessibility and workshop flow. They also used 
the wrap-up session at the end of the workshop 
to have all the attendees briefly share their 
learning experiences and to address pressing or 
confusing issues. 

1. MTAAG+ was one of the first stakeholders to conduct 
awareness trainings on HCV nationwide and the first 
community-based organization to do so before the 
government even launched its program. 

2. Two training workshops on HCV treatment literacy 
were implemented in 2018 for a combined 60 
participants in two different regions in Malaysia. 

3. The trainings empowered patients to request 
treatment. For example, following the session, one 
participant from Perlis (a state located North of West 
Malaysia) went to see his doctor for his appointment 
and demanded to be treated using Sofosbuvir, 
wearing the MTAAG+ HCV Access to Treatment Tee-
shirt. At the time, his doctor was not aware of the 
existing new medication and asked his hierarchical 
superior to intervene. Thanks to the knowledge 
acquired, another participant was able to negotiate 
with his doctor to proceed with his treatment, as it 
had been previously put on hold.

4. The workshops contributed to increased awareness 
levels, as shown by the pre- and post- training 
questionnaires, with an average of 25% increase in 
knowledge observed during the two workshops. 

5. Through these trainings, MTAAG+ managed to 
provide a safe platform to unite leaders and 
community influencers under one roof to equip them 
with necessary and important information available 
on HCV in the Malaysian context. 

6. The workshops helped the people who inject drugs 
community in Malaysia to better understand the 
HCV treatment processes in the current healthcare 
system and how to stay on track with their treatment 
follow up. The participants learned where they could 
further address their concerns to advance their 
progress in the cascade of care until they are fully 
cured. It also emphasized prevention steps necessary 
for their peers within their reach.

7. MTAAG+ also could investigate what has so far 
hindered the people who inject drugs community 
from accessing the free HCV treatment available for 
them and what would work to increase access to 
treatment. 

8. By having facilitators narrate their success story of 
being treated with DAAs, MTAAG+ contributed to 
demystifying the new medicines. Many patients living 
for a long time with HCV were very resistant to starting 
DAAs, especially those having experienced or heard 
about Peg-Interferon-based treatment’s side effects 
(i.e., the very toxic HCV treatment available before 
DAAs were introduced). They were worried that they 
could experience the same side effects with DAAs. 

9. Through the empowerment of communities affected 
by HCV and the increased level of awareness, 
MTAAG+’s trainings contributed to increasing the 
demand for treatment. 

10. After the first round of trainings, the communities 
demanded more trainings to be conducted. 

11. The trainings also helped MTAAG+ get a snapshot of 
the situation of access to treatment on the ground, 
at the time of the national program launch; this 
information was carried on to the Ministry of Health 
in 2019 to ensure that the remaining gaps, such as 
stock-outs and lack of standardized procedures 
in healthcare facilities, would be addressed and 
handled accordingly. 

Key factors for efficiency
and effectiveness

Results and
achievements 

The participants know that the 
speakers from the community 

themselves, so they have nothing to 
be afraid of, to be shy or to feel like 
uncomfortable. They know they’re 
meeting their own friends, so they 

are free to express or to share. 
That’s how we learn that some of 
them were not being treated. […] 
We try to make them comfortable 
so that they can talk, and we can 
understand their issues or their 

challenges.

Manis Chen
Communication Officer, MTAAG+

It also a proven method of interval short 
session with activities related to the 

discussed topics in their local languages. 
This helped the targeted community to 
learn a great deal, and they were able to 

give great insight feedback through their 
lived life experiences with their issues 

that they have gone through.

Jeremy Kwan
Programme Officer, MTAAG+
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Bear in mind there’s a small group of 
community who live with hepatitis C since 
long. Some of them also have been treated 

with Interferon, the old treatments, the 
toxic ones, and some failed treatment 
because of this toxicity, so they do not 

believe in any new treatment, even though 
we are saying this is a cure. That’s one 

point. In order to prove that this DAA is a 
cure, we also indicate that we have a side 

project, like Buyers Club. At that time, we 
bought medicines out-of-pocket, when 
it was not available on the market and 

government had not provided for them 
yet, so some of our clients who are treated 
and cured want to come out to share their 

own experience. And this experienced 
patient made quite an impression on 
the participants. Because of him, the 

participants believe that DAA is a cure.

Edward Low
Director, MTAAG+

1.  The training content and objectives 
was adapted to the trainees’ needs. The 
facilitators/trainers should always keep in mind 
that they need to use terms and concepts that 
suit the participants. During the workshops, they 
also should ask constantly for feedback from 
participants to keep track of their understanding 
of the content.

2.  The importance of “downtime” during the 
training sessions. Scheduled breaktime (e.g., for 
coffee or food) allow participants to have informal 
discussions and debates, which in turn allow the 
trainers to get a better comprehension of the 
problems participants face in daily life. 

3.  Leave space for discussion of other topics 
suggested by the participants, according to their 
needs and interests.

4.  It is essential for the trainers to emphasize 
that the diagnosis and treatment pathways 
should be adapted to each patient and 
to ensure patients do not go through 
unnecessary tests. Trainers should mention 
procedures and the different types of tests that 
patients could go through, such as blood tests. 
They also need to specify which procedures are 
standard/routine and which procedures should 
not be asked from patients, according to the 
national clinical guidelines.

5.  These community-based trainings need to be 
versatile and flexible. Trainers need to be able 
to adapt to any circumstances, as some of these 
trainings will be conducted in very low-resource 
settings. This is particularly needed in contexts like 
the current pandemic, where in-person trainings 
cannot really take place and virtual options must 
be explored. 

1.  Finding adequate language and training 
techniques to ensure participants understand 
and assimilate the content of the presentations. 
This topic was entirely new for the community, and, 
in general, medical jargon is difficult to understand. 
To address this issue, MTAAG+ needed to adapt the 
training content to the trainees by using community 
language and even slang where needed. Secondly, 
trainers were encouraged to use visual multimedia 
tools instead of sophisticated diagrams and tables. 
Thirdly, when the content was more difficult to grasp, 
the MTAAG+ team conducted interactive exercises 
to facilitate the learning and to keep the participants 
engaged. 

 
2.  Difficulties for the participants to implement 

their action plans following the workshops. 
The participants faced great resistance from their 
healthcare systems in implementing their action 
plans after they had returned to their local settings. 
Only the most outspoken leaders persisted on 
executing the action plans. To avoid this loss of 
momentum, MTAAG+ included in the budgeting of 
this activity some follow-up visits to sites, which were 
used to help motivate the participants and help them 
develop new strategies to overcome the challenges 
they faced. 

3.  A very short time frame available for delivering 
a big amount of information. A great deal of 
content needed to be covered within two days and 
the MTAAG+ team often feared participants would 
experience an “information overdose”. Therefore, 
they used time during their planned site visits to 
emphasize again the important concepts and provide 
the additional support to keep the participants 
engaged that participants needed.

Challenges Lessons learned

I also realise the in between break 
times and meals times as well as after 

workshop times are the most important 
feedback time, as these periods allow 

us to build deeper understanding with 
more in-depth sharing of the issues they 

face in reality.

Jeremy Kwan
Programme Officer, MTAAG+

Public health is supposed to take over 
the training. The intervention model 

not just on Hep C. We have started 
training for HIV treatment literacy 
in rural areas in 2006, and people 

living with HIV Stigma Index Study 
since 2010. There are possibilities to 
sustain training focus in new project 
area provided with funder interested.

Edward Low
Director, MTAAG+

We were surprised at how the whole 
workshop turned out to be just nice. 

You know, there was a safe place for the 
community itself to share their experience, 

and then to tell their success story. With that, 
I think it was one of the major, what we call 

it, a win-win program that we had for the 
workshop.

Jeremy Kwan
Programme Officer, MTAAG+
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Since these trainings were first organized in 2018, 
Malaysia’s situation has very much evolved. In 
addition to the trainings that helped raise awareness 
among key populations and the action plans executed 
by the participants in the follow-up, MTAAG+ also 
collaborated with other Malaysian organizations to 
push the government to increase HCV awareness 
efforts, which resulted in national communication 
campaigns for World Hepatitis Day. 

From 2018 to 2019, treatment availability expanded 
from only 18 major hospitals to almost every hospital 
and is now being decentralized to the primary 
healthcare level, making it much more accessible, 
even to highly marginalized communities. Testing has 
also started to take place through community-based 
programs, in collaboration with the Malaysian AIDS 
Council and the Ministry of Health, giving community 
partners opportunities to further raise awareness 
about HCV among key populations. Moreover, some 
participants from these trainings were also involved 
in the delivery of trainings to healthcare workers on 
stigma and discrimination (run by the Malaysian AIDS 
Council), to ensure that the voices of communities 
on this strong barrier to access treatment were 
heard. MTAAG+ now hopes that the public health 
system will take over these HCV trainings to target 
the communities that remain hard to reach, such as 
indigenous communities. 

After concluding their last training in 2018, MTAAG+ 
has leveraged the capacity these trainings helped 
build. As the Ministry of Health had launched an 
official program and a national awareness campaign 
to accompany it, MTAAG+ decided to dedicate 
themselves to holding the Ministry of Health 
accountable for their treatment promises through 
two new activities that enlisted the help of the network 
of patient groups and community organizations they 
had already collaborated with for the trainings. On 
one side, the MTAAG+ team travelled across the 
country to interview patients who were still unable to 
access treatment, gathering their testimonies in an 
anonymized report then submitted to the Ministry of 
Health to ensure issues such as stock-outs, incorrect 
standard operating procedures, etc. were promptly 
corrected. On the other side, MTAAG+ launched 
a community-based mapping platform (www.
myhepcservices.com) to document the accessibility 
of screening, diagnostic and treatment nationally, 
which was also used to advocate the Ministry of 
Health to improve the coverage of the national HCV 
program. Both these activities were conducted with 
the support of Coalition PLUS.

1.  To ensure the formation of an inclusive pool of 
trainees, the organization needs to have close 
partner organizations and good connections 
with patient groups who can reach out to highly 
marginalized communities and mobilize them 
to join the training. The partner organizations 
will also need to contribute to the design of the 
agenda.

2.  The organization must find knowledgeable 
community trainer/presenter/speakers as 
resource persons, such as healthcare professionals 
and peer educators, to conduct the more technical 
sessions of the trainings. This person must be 
able to use the local slang/community language 
and be community-friendly, trained on stigma and 
discrimination to ensure all participants will feel 
comfortable during the trainings. 

3.  The number of participants per training should 
not exceed 30 participants per session to ensure 
enough participants to create a conducive 
atmosphere for brainstorming and discussion, 
but not too many that the time is not enough for 
everyone to voice their opinions.

4.  The organization also needs to link up with local 
primary healthcare centers and hospitals to inquire 
about the availability of screening kits, diagnostic 
tools, and medicines so that participants will get 
the most up to date information. In case of available 
additional funds to buy testing kits, this could also 
be an opportunity to organize community-based 
testing and therefore, it is essential to ensure 
screened patients will be promptly referred to 
hospitals for further testing and treatment. 

5.  As for any type of regional meeting, a person 
within the organization should be dedicated to 
the training’s logistical side to ensure everything 
runs smoothly. Some funds should specifically be 
allocated to the logistic liaison with the regional 
partner organization.

Moving forward Some prerequisites Sustainability

MTAAG+ launched a community-
based mapping platform 
(www.myhepcservices.com) 
to document the accessibility 
of screening, diagnostic and 
treatment nationally

MTAAG+
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1. Set-up a brainstorming committee with 
relevant community-based organizations, 
civil society organizations and partners in 
order to elaborate the workshop design and 
implementation. This group may also review 
the existing training modules and workshops 
designed by other organizations in the 
country in order to understand the gaps and 
the needs of participants, as well as to identify 
resources for organizing the training (financial, 
materials, human).

2. Draft an agenda adapted to the local context 
and the needs of the targeted audience.

3.  Identify community-friendly resource persons 
and partner organizations in order to select 
appropriate trainers. Choose medical 
resource persons that are well trained in 
stigma and discrimination and make sure they 
understand who their target audience is.

4. Form a well-balanced pool of trainees - from 
different genders, social positions, and origins. 
Ensure that these participants are all part of 
communities that are most at risk of HCV.

5.  Identify the location and potential dates for the 
workshop. Lock in the dates where presenters 
are available and send out a save-the-date to 
all attendees at least 3 weeks before the date 
selected for the workshop.

6. Book the location of the training and organize 
all the logistics of the training, including linking 
with nearby healthcare facilities if testing and 
referral will be conducted.

7. Review with the trainers their slides to ensure 
that the language and content are community-
friendly and design interactive activities for the 
participants such as treatment pathway and 
mapping exercises.

8. Run the training at an adequate pace to ensure 
that the participants benefit completely from 
all the learning opportunities. Take breaks to 
stimulate informal discussions. Launch pre- 
and post-training questionnaires.

9. Settle all remaining bills and other pending 
logistical issues.

10.  Prepare a summary report based on the pre- 
and post-training questionnaires and debrief 
on the training to support lessons learned 
toward future workshops and for advocacy 
purposes in meeting with authorities.

11. Adjust the content of the trainings based on 
the questionnaire results.

12. Follow-up regularly with participants and 
partner organizations through site visits to 
monitor the implementation of action plans 
and help participants adjust their strategies, 
where needed.

13.  Update the content of the trainings based 
on national progress in terms of access to 
screening, diagnostic and treatment of HCV. 

 Design and implementation:
A step-by-step process model

Development and implementation 
of training modules on HCV for 
healthcare professionals

6.3

Hepatitis B and C viruses (HBV and HCV) are 
a major cause of cirrhosis, liver cancer, and 
related mortality worldwide. Once diagnosed, 
treatment with currently available antivirals is 
strongly recommended for all persons with 
chronic infections. However, according to 
recent studies, HCV is still underdiagnosed 
and undertreated, whereas knowledge 
gaps in HBV diagnosis and management 
may translate into missed opportunities 
to screen, to vaccinate populations at risk, 
and to prevent disease complications. 
Considering that primary care providers 
and community health workers represent 
an important front-line resource for early 
screening and treatment for HCV and HBV 
infection, it is imperative to strengthen their 
skills in order to expand the HCV and HBV 
workforce and linkage-to-care opportunities.

Thus, in order to ensure the efficiency of 
healthcare systems, healthcare workers 
must remain informed of the latest 
developments in their area of practice. While 
continuous medical education is an essential 
part of their career, healthcare workers 
could also improve skillsets through other 
forms of trainings provided by healthcare 
organizations that can improve their 
engagement in specific settings and with 
specific populations affected by the diseases 
they manage and care for. These trainings 
are designed in accordance with the latest 
WHO guidelines and help healthcare 
workers increase their understanding 

regarding the prevention and management 
of a specific medical condition, to strengthen 
their skills sets and update their knowledge 
and therefore to improve the quality of 
their diagnosis and their capacity to discuss 
a given medical condition with patients. 
Trained physicians also become more aware 
of existing gaps in the healthcare system 
and can be rallied to request better national 
healthcare programs from the government.
These trainings are usually delivered through 
presentations, discussions, breakout groups, 
practical exercises, and printed materials. 
They can also be presented online through 
video lectures, for example.
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CASE STUDY

Training workshops 
for physicians/Ministry 
of Health & National 
Viral Hepatitis Program 
Managers on HCV, WHO 
2018 guidelines and 
Monitoring and Evaluation 
Framework – TREAT Asia

Established in 2001, TREAT Asia (Therapeutics Research, 
Education, and AIDS Training in Asia) is a collaborative 
network of clinics, hospitals, civil society, and research 
institutions, working to ensure the safe and effective 
delivery of HIV treatments to adults and children across 
the Asia-Pacific region through research and treatment, 
education on HIV/AIDS and viral hepatitis, community 
advocacy and policy. Since July 2016, TREAT Asia is 
one of the partners of the “HIV/HCV Drug Affordability” 
project coordinated by Coalition PLUS and supported 
by Unitaid. In the context of this project, TREAT Asia 
provides technical support to other project partners 
in the region, such as the Community Network for 
Empowerment (CoNE) in Manipur, or the Malaysian AIDS 
Council (MAC) and the Positive Malaysian Treatment 
Access & Advocacy Group (MTAAG+) in Malaysia, such 
as in treatment literacy, access to diagnostics and 
treatment, regulatory approvals and pricing of DAAs 
and efforts to improve diagnosis and treatment. TREAT 
Asia also work to strengthen advocacy messaging of civil 
society partners while continuously engaging national 
partners and the regional offices of the WHO to organize 
physician trainings to improve HCV care and treatment 
access in countries, effectively performing as a bridge 
between both sides.

Between 2017 and 2019, with the support of Coalition 
PLUS, TREAT Asia organized three training workshops 
on hepatitis B and C screening, diagnosis, and 
management. The training sessions were aimed at 
increasing the pool of physicians capable of effectively 
delivering HBV and HCV treatments as part of the 
local public health response in their countries and can 
assist in decentralization of these services to high-risk 
groups. Through its unique position of collaboration 
with civil society partners, national institutions and the 
WHO, TREAT Asia organizes these trainings to link up 
these different stakeholders so that national guidelines 
are updated, doctors are trained and can pass on the 
skills to their peers efficiently and their patients can be 
empowered with access to a dignified treatment. The 
trainers were to inform the participants about the latest 
WHO guidelines on screening, diagnosis, and treatment 
of HBV and HCV, and management of HIV co-infection. 
TREAT Asia also contributed to the preparation of the 
training modules by preparing a session on Access to 
Medicines with a focus on the DAAs. The participants 
were physicians, WHO staff and national program 
managers from countries in the Western Pacific or 
South-East Asia region (Bangladesh, Bhutan, Cambodia, 
Hong Kong, India, Indonesia, Laos, Myanmar, Malaysia, 

Nepal, Philippines, Thailand, and Vietnam). The 
training sessions gathered 36 physicians in 
2017, 48 in 2018, and 29 in 2019. 

The training curricula were conceived by TREAT 
Asia’s staff and trainers (hepatology doctors from 
Japan and India and WHO staff) and improved 
yearly, integrating the feedback from participants 
regarding the training methods and the content. 
The 2017 and 2018 training sessions were 
attended by Coalition PLUS staff who provided 
input as participants on the accessibility of the 
delivered content.

Introduction and Background

Participation in the TREAT Asia 
Training Workshop on Viral 

Hepatitis was a great experience. 
Working closely with another WHO 
collaborating center, we were able 

to train several energetic physicians 
and public health experts who will 

lead the fight for elimination of 
viral hepatitis B and C in Asia in 

the coming years. Importantly, we 
too learnt from the trainees’ vast 

experience and novel ideas.

Dr Rakesh Aggarwal
Sanjay Gandhi Postgraduate
Institute of Medical Sciences,

WHO Collaborating center on viral hepatitis

Between 2017 and 2019, with 
the support of Coalition PLUS, 
TREAT Asia organized three 
training workshops on hepatitis 
B and C screening, diagnosis, 
and management.

TREAT Asia
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Relevance of the training workshops for physicians
and Ministry of Health Program Managers

Design and implementation

In the Western Pacific and the South-East Asia regions, the overall 
prevalence for hepatitis B and C is high1, as is co-infection of HIV and 
viral hepatitis. Before the market release of DAAs in 2013, treatment 
was delivered only by specialists, due to the difficulties in managing 
side effects and monitoring requirements. HIV and infectious diseases 
specialists, as well as general and family medicine physicians could not 
provide treatment to patients, either because of a lack of necessary 
skills or actual restrictions by the Ministry of Health in some countries 
on who was allowed to provide treatment. Overall, the number 
of physicians who could provide treatment to patients was widely 
insufficient.

In this context, and with the availability of DAAs growing in the region, 
TREAT Asia, as an organization working with people living with HIV and 
focusing on treatment access, decided to step in by building a pool of 
physicians who could perform viral hepatitis diagnosis and treatment 
in the region. To ensure these practitioners would be supported in 
their efforts, TREAT Asia also targeted national program managers as 
they design national program guidelines and implementation. National 
program guidelines need to be updated, as and when needed to follow 
the latest WHO viral hepatitis recommendations, to ensure that a public 
health approach is adopted while patients receive and benefit from 
the best medicines and diagnostics through the simplest cascade of 
care. Thanks to the trainings, national program officers were informed 
of the latest WHO recommendations and simplification of diagnosis 
processes, enabling the whole process to become more efficient and 
accessible for patients in their respective countries. Physicians, some 
of them already working with communities, were also encouraged to 
advocate for simplification and decentralization, to train their peers, 
and to share the trainings’ contents with their partners in community 
organizations.

TREAT Asia’s specialists argued in favor of such training firstly because 
there is a very small number of available published materials on 
screening, diagnosis and treatment of HCV in the regions and 
secondly because they see the achievement of the global HCV/HBV 
elimination 2030 targets as depending on maximizing outreach and 
decentralization. 

The training curriculum also included a few sections on Hepatitis B, 
given its high prevalence in the Western Pacific and South-Eastern 
Asia regions, with an estimated of 6.2% and 2.00% respectively of the 
general population infected, compared to the 0.7% and 1.7% in the 
Americas and European Regions2.

The main steps of the development and 
implementation of the training workshops were 
the following:

1. Exploring the interest and the 
need for the training

Prior to the training workshop, the organizers 
approached the physicians and national programs 
in the region, as well as the WHO regional offices, 
all of which expressed their interest and need for 
such a training. 

2.  Identifying training institutions
    and trainers from Asia

The organizers emphasized that the trainers 
and experts/institutions should preferably be 
Asian. The trainers had to be familiar with the 
regional context, the health infrastructure, and 
the resources available in the trainees’ countries. 
According to the organizers, the doctors from 
the region have a deeper understanding of 
these aspects than physicians and experts from 

western countries. Logistical factors also played a 
role in this preference. 

After consulting with WHO Western Pacific Regional 
Office (WPRO) and Southeast Asia Regional Office 
(SEARO), two training organizations were chosen: 
the Kanazawa University hospital3 which is a WHO 
collaborating center for chronic hepatitis and liver 
cancer with WHO WPRO and the Sanjay Gandhi 
Postgraduate Institute of Medical Sciences4 which 
is a WHO Collaborating center on viral hepatitis 
with WHO SEARO. 

There were four trainers from the institutions 
mentioned above for the first two training 
sessions (2017, 2018), while for the third one 
(2019) there were two of them. All the trainers 
had a gastroenterology background. 

1. https://www.healthpolicypartnership.com/wp-content/uploads/
Wait-et-al.-2016.-Lancet-Gastroenterol-Hepatol-1.pdf

2.    World Health Organization, “Hepatitis B Fact sheets”, 2020
     https://www.who.int/news-room/fact-sheets/detail/hepatitis-b

3.  http://www.m-kanazawa.jp/whocc/en/index.html
4. http://www.sgpgi.ac.in/

This was more about ensuring 
that there is a decentralization in 
the process of implementation of 
national programs, and we have 

people not only in big, large referral 
hospitals, but in decentralized 
locations in rural remote areas, 

who are skilled and trained to treat 
people… We should not expect 

that all the people will come into 
centralized health care services run 
by specialists to seek HCV-related 
services. This activity is basically 

designed to allow decentralization 
of services and improving the skills 

of general physicians to enable them 
to provide HCV-related services.

Giten Khwairakpam
Program Manager for Community

and Policy at TREAT Asia

TREAT Asia, Sanjay Gandhi Postgraduate Institute of Medical Sciences, 
Kanazawa University Hospital, WPRO & SEARO
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3. Selecting participants and 
ensuring their participation

Although the organizers wanted to gather as many 
participants as possible, limited resources to cover 
travel expenses meant that they decided to select 
participants based on the scale of the Hepatitis C 
or B epidemic in different countries in the region. 
They focused mainly on the larger countries, with 
a higher burden of Hepatitis C or B. Some big 
countries like Thailand for instance were selected 
for their potential of becoming a leading example 
in the region.

The selection of the trainees was either done 
through nomination from the Ministry of Health 
or through TREAT Asia’s national network partner 
hospitals or community partners. Many of the 
participants in the latest training were physicians 
who were either directly involved in their national 
program, working with key populations, or were 
to be engaged in provincial or national hepatitis 
programs. following the Some of them work in 
foundations addressing liver diseases and were 
directly working with patients with HBV or HCV. 
Many of the participants in 2019 training from 
Indonesia, India, Malaysia, Philippines, Cambodia, 
Nepal were nominated by community-based 
and civil society groups working with the key 
populations.

4. Developing the training 
curriculum 

Prior to the workshops, the physician-trainers 
worked with the organizers to design the training 
modules, ensuring that the contents were in line 
with WHO normative guidance and that they 
could be used by different countries in order to 
set up or update their own national guidelines. 
The trainers were also actively involved in the 
actual planning of each training day, to ensure 
good time management during the sessions and 
a well-balanced distribution of content among the 
sessions, in terms of complexity.

5. Launching the trainings

All trainings took place in Bangkok, and each lasted 
between two and half or three full days. Other than 
the clinical management of viral hepatitis, trainers 
also presented WHO recommendations, including 
the M&E framework. The sessions also included 
several case studies to engage the participants. 
Before the start of the sessions and at the end of 
the trainings, the participants were invited to fill 
out pre- and post-training questionnaires related 
to the sessions’ content. Some participants were 
also invited to present their national programs for 
further discussion with the audience. 

6. Integrating the feedback from the 
participants in the curriculum and 
the training modules

After the workshop, the training materials were 
shared with participants, allowing them to give 
organizers feedback about the training experience 
and content. TREAT Asia also took some time to 
review the pre- and post-training questionnaires in 
order to improve future trainings.

7. Developing webinar materials, 
transcribing subtitles, and 
obtaining their approval by WHO 
regional directors. 

There were many requests for participation in the 
workshop and the organizers were limited in their 
ability to accommodate all the requests. Recognizing 
the need of sharing the materials on a wider scale, it 
was decided to try to publish the training modules 
slides on the WHO website, with free access for 
all who may be interested, including national 
programmers or physicians from other countries or 
even regions. Two types of materials, validated by 
WPRO and SEARO are now accessible on the SEARO 
website5, adapted to different needs: simple slides 
that people can use for their own training sessions 
and slides where the trainers speak with English 
subtitles included.  

The trainers were actively involved 
in developing the modules, which 
they actually designed. Therefore, 
they all were pretty comfortable in 

terms of delivering the training.

Giten Khwairakpam
Program Manager for Community

and Policy at TREAT Asia

Some physicians from Myanmar 
went back and they pointed out some 

simple things which we needed to 
correct within the curriculum, within 

the modules. We had not realized 
that during the training. They went 
back and they said—look, there is a 
slight mistake here, I think we have 

to tell trainers to take a look again at 
this one.

Giten Khwairakpam
Program Manager for Community

and Policy at TREAT Asia

5.  https://www.who.int/southeastasia/publications-detail/9789290227472
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Key factors for efficiency 
and effectiveness 

Results and achievements 

1.  The trainings were prepared and presented by two 
teams of trainers, which contributed to the content’s 
quality and form. Having two teams of trainers 
meant that the content was thoroughly discussed, 
debated and reviewed. Several trainers ensured that 
the presentations remained lively and constructive. 
It is recommended that some of the trainers have a 
gastroenterology background and good knowledge 
of WHO guidelines or program implementation.

2.  TREAT Asia, with the 
collaboration of WHO 
regional offices and the 
Ministries of Health, 
gathered a well-balanced 
pool of participants from 
different countries with a 
larger burden of hepatitis 
in the two regions. 
(Participants needed 
to possess sufficient 
fluency in English.) They 
also targeted as much 
as possible practitioners 
directly involved with 
communities at high-risk 
of viral hepatitis, as these 
healthcare professionals 
could both share their 
ground experience and 
further the objective of 
decentralization of these 
trainings. 

3.  The trainings are based 
on the latest WHO 
recommendations on 
the HCV/HBV screening, 
diagnosis, and treatment. 
Consideration was given to 
the wide range of healthcare 
settings of the participants 
to ensure constructive 
discussion.

4.  TREAT Asia used pre- and post-training 
questionnaires to measure the knowledge gained 
from participating in the training and incorporate 
participants’ feedback for future trainings.

5. After the training sessions, TREAT Asia maintained a 
conversation channel over email so that participants 
and trainers could continue their exchanges and 
strengthen the new relationships. The selected 

trainers came from the 
regions where the trainings 
took place. Although TREAT 
Asia has worked with various 
international trainers, they 
knew that WHO had their 
own collaborating centers in 
WPRO and SEARO regions, 
where physicians and 
researchers were actively 
involved in developing or 
delivering such trainings. 
They also knew a Japanese 
or an Indian doctor training 
South Asian or South-East 
Asian physician would have 
the advantage of knowing 
the specifics of the epidemic 
in the region, as well as 
the health infrastructures 
and the challenges these 
physicians were facing in 
reaching out their patients.

6. A final key success 
factor was the extensive 
preparation for delivering, 
organizing the training 
sessions, and ensuring 
flawless logistics.

1.  TREAT Asia organized three trainings for a total number of 
119 participants from 13 different countries. 

2.  The elaboration of these trainings was the first collaboration 
between two WHO regional offices on viral hepatitis. 

3.  These trainings paved the way for creating a set of online 
modules with a voiceover for broader dissemination.

4.  The curriculum is now validated by the WHO regional offices 
and is available on their websites.

5.  The training modules provided all the necessary information 
and most up to date WHO recommendations to countries 
starting or looking to strengthen their national HCV programs.

6.  Although designed for physicians, the training modules can 
be used by a wide range of stakeholders such as community-
based organizations, as a lot of the hepatitis activists are 
already familiar with most of the medical concepts on 
diagnosis and management of HCV.

As a WHO Collaborating Center on 
Viral Hepatitis located in a developed 
country, it was a learning experience 
for us to interact with the physicians 
and experts implementing programs 
in developing countries, and allows 
us to understand the successes and 

program implementation challenges. 
This (A/N interaction) will help 
us to strengthen our work as a 

collaborating center

Dr Tatsuya Yamashita
Kanazawa University Hospital,
WHO Collaborating Centre for

chronic hepatitis and liver cancer

There are many resources that are 
available for Hepatitis B and C, but if 

you really go through this, in terms 
of simplicity, the way this curriculum 

is designed; it absolutely captures 
all the information that is needed… 
Of course, this was designed to be a 
physicians’ training, but 80% of the 
information is applicable and could 
be used even for community-based 

training. A lot of community activists 
and advocates who are not necessarily 

physicians can really benefit out 
of this. It’s not 100% medical stuff. 
And there are things which are very 
fundamental—like what is the liver.

Giten Khwairakpam
Program Manager for Community

and Policy at TREAT Asia

TREAT Asia
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Results and achievements 
(continued)

Challenges Lessons learned

7.  Following the first year of training, TREAT Asia received a high 
number of requests to join the second round, higher than 
what the trainings were planned for. These requests came 
in from national programs through the WHO regional offices. 
TREAT Asia had to decline some of the requests to ensure 
that the trainings still gave space for direct engagements 
and discussions between participants, which would not be 
possible if the number of participants had been too high.

8.  After the trainings, participants followed-up with TREAT Asia 
with remarks and questions about the training content. Some 
participants asked the organizers to approach the trainers to 
clarify certain aspects related to Hepatitis C—such as issues 
related to hepatitis and pregnancy and treatment initiation, 
tuberculosis, etc. Other participants pointed out some small 
mistakes or gaps in the content. These remarks showed the 
excellent level of engagement of the participants.

9.  The trainings also provided the participants with a networking 
opportunity, creating new relationships between national 
program managers from different countries and regions. 

10.  The trainings helped improve participants’ practices, 
as they updated their standards to fit the WHO latest 
recommendations on hepatitis C, making sure patients 
would no longer be required to undergo unnecessary 
examinations and tests to access treatment. 

1.  Designing of a common curriculum by a team of 
physicians-trainers working in countries with different 
medical infrastructure (Japan and India) proved 
challenging. Due to the discrepancies in national 
medical contexts, some of the trainers’ approaches 
and methodologies varied greatly. Covering both WHO 
WPRO and SEARO regions, where countries are widely 
different in terms of healthcare resources, meant 
that it would be sometimes difficult to reconcile WHO 
recommendations with reality on the ground. For 
example, use of Fibroscan® to evaluate liver fibrosis 
is a recommended method, but in many countries, 
there are very few machines, making it impossible 
for healthcare practitioners to access and implement 
the tool. TREAT Asia assumed the role of mediating 
between these opposite views. 

2.  During the trainings themselves, there were some 
difficulties with accommodating some the trainer’s 
English accent and delivery, as signaled by the 
participants. To address this matter, the organizers 
approached the trainers and asked them to speak in a 
slower and clearer form. 

3.  In the first year, TREAT Asia thought of inviting 
participants directly, but quickly realized this would 
make it difficult for participants to attend, as they 
would need to request a personal leave and for some 
of them, who work under national programs, it would 
require an authorization to participate from their 
Ministries of Health. Therefore, TREAT Asia thought 
it would be best to approach invites through the 
WHO regional offices. TREAT Asia also kept in touch 
with potential participants, but decided to leave 
the process of selection to the Ministries of Health, 
for two reasons. First, this approach became a valid 
representation—people were selected by the Ministry 
of Health. Second, it became an official trip where 
participants have taken part in activities related to 
their involvement in hepatitis management. 

4.  Communication with authorities were sometimes too 
slow and impeded the smooth organization of the 
trainings, in terms of logistics. 

1.  A balanced audience of program implementers, 
clinicians, and people who have experience in M&E 
will make the trainings most efficient. Discussions are 
more thorough when such a mix of audiences is there.

 
2.  Collaboration, building relationships, and reaching 

objectives are essential skills demonstrated by TREAT 
Asia through achieving all requirements of the WHO 
regional offices and Ministries of Health to gather 
appropriate participants.

3.  Even though trainers write perfect English, it is essential 
to double-check their speaking skills, as strong accents 
can really impede the understanding of participants.

4.  Participants should also have a good understanding 
of English to ensure active participation. With such a 
diverse pool of participants coming from a wide range 
of countries where English is not the first language, the 
level of understanding will vary greatly and this could 
negatively impact the level of discussions. 

5.  Because WPRO and SEARO cover both low-income 
and high-income countries, the healthcare resource 
settings are very different. This issue has to be 
addressed diplomatically as low-income countries can’t 
request the same standard of care as high-income 
countries, unfortunately, and vice-versa. Trainers must 
focus on finding a middle ground without impacting 
the quality of patients’ care. 

6.  With such a wide range of stakeholders, discussions 
are bound to become debates and it is important 
that trainers know how to mediate between diverging 
points of view.

I’ve seen a lot of people who have 
changed and they don’t insist on 

Fibroscan®. They just ask—get your 
complete blood count, get your 

lateral flow dipstick test and then 
we do a calculation and see whether 
it is or not. And they associate that 

with the clinical signs, with the 
clinical examination—how the 

patients presented themselves, and 
decide on it. Therefore, in terms of 
their practice, they have followed 
that, and I think that was a good 
impact (of the training). People 

change their own understanding.

Giten Khwairakpam
Project Manager for Community

and Policy at TREAT Asia

TREAT Asia
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Sustainability

Some prerequisites

Moving forward

Most of the training modules’ contents are on clinical understanding of the 
liver and gastrointestinal system and/or natural history of the virus. Those 
are unlikely to change in the near future. The same applies to the current 
WHO recommendations, which even though they will be updated in 2021, 
are not likely to change considerably in terms of access to testing, diagnostic 
and treatment with pan-genotypic regimens. Therefore, the modules should 
remain relevant for several years. However, if the treatment recommendations 
do face important changes, TREAT Asia should be able to engage WHO and 
the collaborating centers to update the modules.

Some participants requested for similar trainings to be 
organized at the national level. However, TREAT Asia did 
not have enough financial resources to conduct national 
trainings. Therefore, since the contents on diagnosis and 
treatment were based on WHO guidance which is usable 
across all national trainings, the organization’s response 
to those requests was a recommendation to engage 
national experts, to use the modules and to approach 
TREAT Asia or WHO regional offices for content-related 
clarifications when needed.

With the publication of the modules on the WHO 
website, TREAT Asia brought this activity to completion. A 
potential follow-up activity would be to perform field case 
studies in communities with Hepatitis B or C outbreaks, 
in hotspots. The experience would consist of meetings 
between specialized physicians and some groups of 
patients, meetings organized through collaboration with 
community-based organizations and patient groups. 
During these meetings, patients are evaluated/diagnosed 
at no cost and engaged in discussions on prevention and 
treatment.

Another area explored by TREAT Asia for a future project 
is the launch of Test and Treat models of care at the 
primary healthcare level, based on the WHO’s existing 
recommendations. Through its observations of both 
communities’ dynamics and healthcare processes, TREAT 
Asia came up with a concept of Test and Treat, which 
would allow patients to voluntarily start treatment the 
same day of their diagnosis. Test and Treat has been 
recommended for HIV and is increasingly gaining support 
among communities and physicians worldwide. TREAT 
Asia has observed that the time taken between PCR 
testing and the availability of the results is very long (up to 
two weeks) and this could put off some people initiating 
further processes, either prevention (if not positive) or 
treatment. This is especially true for marginalized groups 

whose priority may not necessarily be HCV treatment 
when they are not showing any immediate symptoms. 
Thus, TREAT Asia thought if they could minimize the 
PCR report (i.e., turnaround time from patient giving 
sample to patient receiving results) , then the chronic 
condition could be established, and treatment could be 
initiated within the same day of the PCR testing, with a 
pan-genotypic regimen. This would be possible by using 
RNA confirmation through a cartridge-based nucleic acid 
testing technology. TREAT Asia has shared this idea with 
stakeholders, and they are supportive of this initiative in 
countries where national programs have been launched 
and with existing access to diagnostic tools and medicines, 
to further improve access to treatment. 

TREAT Asia came up with a 
concept of Test and Treat, which 
would allow patients to voluntarily 
start treatment the same day
of their diagnosis.

1. The setting up of an effective training workshop 
requires a collaborative effort of a group of smaller 
organizations: people who are running drop-in 
centers for people who inject drugs, ART centers for 
people who live with HIV, facilities for sex workers 
and men who have sex with men. It is recommended 
that at least four or five organizations working on 
the issue put in their efforts together to convene 
around 10 to 15 physicians they work with in order 
to organize and participate in the trainings. Targeted 
participants would be healthcare professionals able 
to provide services to the people with whom they are 
working. The trainees should also be recruited among 
treatment advocates or community members who 
have some basic familiarity with viral hepatitis. 

2. The choice of trainers is an essential point. The 
organization implementing these trainings should 
be able to recruit adequate trainers. There should 
be preferably two trainers. They should have a 
strong understanding of the modules they will use, 
if they have not contributed to adapting them to the 
workshop’s context, and they should be familiar with 
WHO recommendations. A healthcare professional 
with some background in gastroenterology would be 
a good choice.

3. Another selection criteria could be the trainer’s 
previous working experience in or along with 
community-based organizations, since it can facilitate 
organizers’ task of adapting the training content to 
improve participants’ understanding of the needs of 
community members. 

4. The preparation before the trainings needs to be quite 
comprehensive. The organization should go through 
the modules with the trainers to clarify any doubts so 
that there are no issues while delivering the lecture. 

TREAT Asia
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 6.4DEVELOPMENT AND IMPLEMENTATION OF TRAINING
MODULES ON HCV TESTING

Design and implementation:
A step-by-step process model

1.  Assess the need for training among healthcare professionals and 
governments.

2.  Identify training institutions and trainers from the region to design or adapt 
the modules and the trainings’ agenda.

3.  Select participants and form a pool of trainees through discussions with the 
Ministry of Health or relevant institutions. 

4.  Develop or adapt the training curriculum, along with the trainers, and review 
the content for coherence.

5.  Book the training location and organize all the logistics, including 
confirmation of the participants’ list. 

6.  Deliver the workshop training. Ensure clear and accessible communication 
from the trainers (consider language and accent discrepancies).

7.  Use pre- and post-tests to measure the knowledge gained from participating 
in the training.

8.  Settle all remaining bills and other pending logistical issues.

9.  Follow up with participants and integrate their feedback into subsequent 
curriculum.

Regarding the online modules: 

10. Develop online modules including voiceover with the trainers.

11.  Obtain endorsement of WHO regional offices to publish and disseminate 
the modules.

12.  If the treatment recommendations change in time, make sure that the 
training modules stay up-to-date through collaboration with the trainers 
and WHO regional offices.

Development and implementation of training 
modules on HCV testing

6.4

CASE STUDY

The Hepatitis C Awareness 
and Testing Training 
Experience of the ALCS

Since its creation in 1988, the Association de Lutte Contre 
le Sida (ALCS), the first HIV association for combating 
AIDS in the Middle East and North Africa (MENA) region, 
has pursued the objectives of prevention of HIV infection, 
with priority given to the most vulnerable populations, 
access to treatment and defense of the rights of people 
living with HIV. The ALCS played a crucial role in providing 
access to antiretroviral treatments, which contributed 
to their introduction in Morocco in 1998, then their 
mainstreaming, and continues to advocate access to 
generic drugs and the reduction of the costs of new drug-
compounds and diagnostic and follow-up care tools. 

The ALCS has always defended the right to Health, 
particularly for the most vulnerable people. The right 
to know one’s HIV status and the right to access to 
treatment cannot be dissociated in the fight against any 
illness. Engaged in the fight for access to treatment, as 
well as diagnosis and HIV follow-up care, the ALCS has 
been conducting several initiatives aimed at universal 
access to hepatitis C treatment in Morocco since 2014; 
from September 2016 these initiatives were organized 
within the framework of the “HIV/HCV Drugs Affordability 
Project” led by Coalition PLUS and funded by Unitaid.

Introduction and background

(…) the arrival of Coalition PLUS’s 
knowledge has enabled us to 

participate in the international 
movement, benefit from sharing 

of the other project partners’ 
knowledge and expertise, and 

also structure certain advocacy 
activities.

Dr Taha Brahni 
HCV Advocacy Officer, ALCS
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From 2018 onwards, when HCV testing of the general 
public and key populations (except for people who inject 
drugs) was delayed pending the availability of treatment 
in public hospitals, the ALCS began putting training 
programs in place on HCV awareness and testing, with 
the Coalition PLUS project’s support. The overall objective 
of these training programs is aimed at improving the 
health of people from the communities, particularly the 
key populations most vulnerable to HCV (people who 
inject drugs, people in detention, sub-Saharan migrants, 
men who have sex with men and sex workers), through 
the dissemination of correct HCV information and the 
provision of HCV testing and counseling.

Building on its long experience in HIV testing, the ALCS 
rapidly initiated viral hepatitis C testing in order to 
identify persons still unaware of their HIV status and to 
generate more information to support its advocacy2 on 
the basis of reliable data. It should be noted that the 
first free and anonymous testing center of the ALCS was 
opened in 1992, that community-based HIV testing has 
been “demedicalized” since 2014, and that the Ministry 
of Health itself commissioned the ALCS to conduct a 
study of the acceptability and feasibility of saliva-based 
HIV self-testing. 

It is estimated that approximately 400,000 people in 
Morocco are chronically infected with HCV and that 
approximately 5,000 deaths every year are caused by 
complications associated with the virus.3 The incidence 
of the disease amounts to 5,500 cases annually4. 
The prevalence of HCV is estimated at: 1.2% among 
the population at large,5 45-79% among people who 
inject drugs,6 35-76% among people undergoing 
hemodialysis,7  6-10% among patients having stayed in a 
hospital environment,8  3% among people with sexually 
transmitted infections (STIs)9 and 1.1% for barbershop 
customers.10  Certain studies show a prevalence of 
between 5 and 20% of HCV/HIV co-infection,11  it being 
recalled that there are 21,000 people living with HIV in 
Morocco.12 

 “Patients treated for HCV each year with direct-acting 
antiviral drugs only represent a small fraction of the 
total infected population and are among the 30% of 
Moroccans who are covered by compulsory health 
insurance or who have the financial means to purchase 
direct-acting antiviral drugs in the private sector. The 
majority of infected persons, whose treatment comes 
under the authority of the Ministry of Health, cannot 
access these life-saving medicines because the Ministry 
does not purchase and does not yet provide direct-
acting antiviral drugs to its public health institutions.”13

Morocco is the only country, along with Egypt, in Africa 
and at the level of the MENA region,14 which has been 
producing its own treatment against hepatitis C (the 
generic of Sofosbuvir), since the end of 2015, at a price 
of around 1,160 euros15  per course of treatment (sixty 
times less expensive than in the United States, for 
example).16 “The generic may be much cheaper than 
in Western countries, but 1,160 euros still remains a 
fortune in relation to the Moroccan GDP.” 17

For beneficiaries of the Medical Assistance Scheme for 
the Most Disadvantaged (RAMED),18 which covers 35% 
of Moroccans, HCV treatment is not reimbursed even 
though free treatment for this category of beneficiaries is 
nevertheless provided for in the National Strategic Plan 
against Viral Hepatitis (NSP), developed in 2016 with the 
support of the WHO and the participation of the ALCS. 
In order for access to treatment to be effective for all 
patients, it is necessary for the National Strategic Plan to be 
implemented, but the plan has still not been launched.19  
“This strategic plan has still not been implemented to date. 
As a result, only a minority of Moroccans are even able to 
pay for the treatment, which costs about 13,000 MAD.”  
Prof. Mehdi Karkouri, President of the ALCS.20 

The National Strategic Plan aims to eliminate HCV by 
2030, by reducing new infections by 90% and reducing 
the mortality connected with this epidemic by 65%, by 
means of initiatives including:  

1. information and awareness-raising campaigns to 
improve knowledge of HCV infection; 

2. training of public health workers in the testing, 
counseling, treatment and supervision of patients, 
in order to improve the health system’s capacity to 
provide services against HCV, and risk reduction 
services for people who inject drugs in order to 
reduce new infections;  

3. a considerable expansion of diagnostic services via 
the use of new, rapid and less expensive tests for 
mass testing and early detection of people who are 
still unaware of their infection; 

4. strengthening and decentralizing of diagnosis to 
be able to meet a higher level of patient demands 
for viral load tests and other screening for better 
retention in care;

5. purchase and availability of direct-acting antiviral 
drugs, in their generic forms, at low and affordable 
prices.21 

Thanks to our affiliation to 
Coalition PLUS, we were able to 
conduct a study on the cost of 

inaction, the conclusions of which 
are indisputable. Access to HCV 

treatment in Morocco would 
make it possible to save more than 
71,000 lives, prevent 140,000 new 

infections, the onset of cancer 
among 37,375 Moroccans and 

decompensated cirrhosis among 
29,814 Moroccans by 2050. It would 

enable a saving of 20% of the total 
costs involved in medical care and 
relieve the budget of the State and 
citizens by avoiding costs involved 

in treating the infection and its 
complications estimated at between 

44% and 52% of the gross national 
product.

Prof. Mehdi Karkouri,
President de l’ALCS1

Access to HCV prevention, screening and care services, 
provided for by the Ministry of Health within the 
framework of the National Strategic Plan, is targeted at 
key populations vulnerable to HCV (people who inject 
drugs, men who have sex with men, sex workers, people 
in detention and sub-Saharan migrants) “progressively 
taking into account the estimated size of these 
populations”22. The integration of HCV testing activities 
into the network of basic health care institutions and the 
national system dedicated to HIV is also planned, as well 
as within a decentralized framework. In order to achieve 
these objectives, the Ministry of Health wishes to put in 
place “a reinforcement of HCV diagnosis capacities, high-
quality innovative methods for the facilitation of access 
to testing”.23

1. Source : https://www.leconomiste.com/article/1065315-l-hepatite-c-tue-5-000-
marocains-par-jour?destination=node/1065315

2. Comments collected during the process of capitalizing on experience conducted 
by the Coalition PLUS Capitalization unit in September 2020.

3. Chan HLY, Chen CJ, Omede O, et al. The present and future disease burden of 
hepatitis C virus infections with today’s treatment paradigm: Volume 4. J Viral 
Hepat. 2017;24:25-43. doi:10.1111/jvh.12760

4. Journal of Global Health Reports, Hecht R, Kaddar M, Resch S, et al. Morocco 
investment case for hepatitis C: using analysis to drive the translation of political 
commitment to action. Journal of Global Health Reports. 2019;3:e2019011. 
doi:10.29392/joghr.3.e2019011

5. Institute for Health Metrics and Evaluation (IHME).  GBD Database. Seattle, WA: 
IHME, University of Washington, 2014.

6. Enquête intégrée de surveillance bio-comportementale auprès des Usagers de 
Drogues Injectables à Tanger et à Nador. Maroc, 2011-2012. DELM/ ministère 
de la Santé (avec l’appui du Fonds mondial et l’ONUSIDA).

7. Idem 6
8. Idem 6
9. Idem 6

10. Idem 6
11. Fadlalla A et al. The Epidemiology of Hepatitis C Virus in the Maghreb Region: 

Systematic Review and Meta-Analyses. PLoS One 2015;10(3):e0121873.
12. UNAIDS Data 2020, Morocco Epidemic Estimates, p320,https://www.unaids.org/

sites/default/files/media_asset/2020_aids-data-book_en.pdf
13. Journal of Global Health Reports, Hecht R, Kaddar M, Resch S, et al. Morocco 

investment case for hepatitis C: using analysis to drive the translation of political 
commitment to action. Journal of Global Health Reports. 2019;3:e2019011. 
doi:10.29392/joghr.3.e2019011

14. Source :  https://www.treatmentactiongroup.org/wp-content/uploads/2018/12/
fact_sheet_sof_EN.pdf

15. This price covers SOF/DAC (Sofosbuvir and Daclatasvir).
16. Source : https://www.lemonde.fr/afrique/article/2018/07/25/comment-le-ma-

roc-est-devenu-producteur-d-un-generique-contre-l-hepatite-c-qui-reste-inac-
cessible_5335920_3212.html

17. Idem 15
18.  “Improvement and extension of medical cover is one of the pillars of human 

and social development advocated by His Majesty King Mohammed VI, may 
God assist him. To this end, two basic medical cover schemes were created in 
2002. These are the Basic Compulsory Health Insurance (AMO) and the Medical 
Assistance Scheme (RAMED). The first is based on the principles and techniques 
of social insurance for the benefit of gainfully employed persons, pensioners, 
former Resistance fighters and members of the Liberation Army, and students. 
The second (RAMED) is based on the principles of social assistance and national 
solidarity for the benefit of the disadvantaged.

 (translated from https://www.ramed.ma/)
19. Situation valid as of January 2021.
20. Idem 1
21. Health MM. National Strategic Plan for Control of Viral Hepatitis 2017-2021. Ra-

bat, Morocco: Morocco Ministry of Heath ; 2016 et ALCS/LONDEIX, DIAGNOSTIC 
ET SUIVI DE L’HÉPATITE VIRALE C AU MAROC, État des lieux, stratégies pour 
un accès universel Benchmark des analyses diagnostiques, d’évaluation de la 
fibrose et de suivi du traitement de l’hépatite virale C, May 2018

22. Idem 21
23. Idem 21

It is estimated that approximately 
400,000 people in Morocco are 
chronically infected with HCV and that 
approximately 5,000 deaths every year are 
caused by complications associated with 
the virus. The incidence of the disease 
amounts to 5,500 cases annually.
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The ALCS training department follows all of the 
training module development processes, from design 
to assessment of the training. The project manager 
responsible for design of the modules elaborates the 
terms of reference, which subsequently have to be 
validated by a steering committee (SCOM) selected 
by the training department. This Steering Committee is 
in general composed of training professionals (teachers), 
experts in the subject, representatives of key populations 
and volunteers. 

Time concerns and the need to advance rapidly in the 
development of HCV training modules led the ALCS to 
call upon external consultants, even though the ALCS 
had the necessary capacities thanks to its expertise and 
experience. 

After selection (by a procurement committee, 
independent of the SCOM), the external consultant 
conducted several meetings (for setting the scope of 
the initiative, follow-up and validation) thus contributing 
to the drafting of the training modules. After validation 
by the SCOM, these modules were tested during a pilot 
session in order to identify and rectify any shortcomings 
in the training.

It should be noted that at the ALCS, the process of validation 
of the modules and of the training implementation plan is 
organized in order of priority, since it is highly focused on 
quality of training, and consensus among the stakeholders 
involved in its development process is essential.

The idea of implementing training in HCV testing began 
when the ALCS developed its advocacy plan (2016-2018) 
for access to HCV care and treatment. This plan notably 
included the expansion of HCV testing among general 
practitioners and/or demedicalized testing in accordance 
with the HIV model. In close connection with this plan, 
the ALCS is also beginning to consider putting in place 
training in HCV testing for its workers on the ground and 
community counselors.

Since 2016, the ALCS had preferred to urge the Ministry of 
Health to procure pre-testing treatments, but at the end 
of 2019, the organization decided to change its tactics by 
first seeking to test, notably in order to enable people who 
are infected, but unaware of the fact, to find out their HIV 
status. Testing then enables people to make decisions 
aimed at promoting a healthier lifestyle, reducing the risk 
of deterioration of their state of health while awaiting 
treatment and reducing the risks of transmission.

Moreover, HCV testing thus makes it possible to have 
a list of patients ready to begin treatment as soon as it 
becomes available and, in the meantime, to complete the 
necessary additional tests. This list of patients is also an 
additional means of pressure on the Ministry of Health. 

Feedback on community needs in terms of HCV 
testing and information on HCV by the ALCS’s various 
activists and community workers (particularly those in 
northern Morocco where the prevalence of viral hepatitis 
among people who inject drugs is approximately 65%, 
according to the ALCS) enabled in-depth reflection on 
the need to implement HCV training that would cover 
both awareness-raising and testing. This reflection was 
informed by integration of the communities into all of the 
training module development processes.

Relevance of training
modules of HCV screening

Design and implementation

•  Training that is relevant because it is designed and 
implemented in response to a need expressed by 
the communities.

•  Training which is relevant in terms of the quality of 
the data collected from the communities and the 
quality of the teaching provided by competent 
and experienced trainers.  

•  Training which is relevant because it is supported by 
advocacy conducted by the ALCS for the expansion 
of HCV testing, access to care and treatment.

With this project, we were able to 
provide the right information and 
meet the communities’ needs by 
training our teams in testing and 
awareness-raising. We were thus 

able to meet the communities’ needs 
in terms of prevention and referral.

Dr Taha Brahni 
HCV Advocacy Officer, ALCS

We have several levels of passing on of 
information. The first level is the field. 
Each worker or peer educator passes 
on their needs when they meet other 

peers. This information gathering can 
also take place either during focus 

group meetings or during activities on 
the ground. We also have a programs 
department, which brings together 

more than twenty prevention project 
managers for men who have sex with 
men, people who inject drugs and all 
the communities we serve, every three 

months. This is where the second 
needs assessment is conducted. The 
department is thus able to formulate 

recommendations and submit them to 
the ALCS National Office. 

Dr Taha Brahni 
HCV Advocacy Officer, ALCS

I think the information we learned 
during the training was very 

relevant thanks to our trainers. 
They really gave us what we 
needed to start HCV testing.

Laila Kadouari
community counselor and coordinator of 
the Sexual and Reproductive Health Clinic 

in Agadir, ALCS
ALCS
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• The two training modules developed by the ALCS 
- HCV testing and awareness-raising - have the 
following specific objectives: 

• Strengthening community counselors and volunteer 
doctors’ knowledge on the subject of viral hepatitis.

• Building community counsellors and volunteer 
doctors’ capacities in HCV testing and counselling.

• Strengthening knowledge on the subject of viral 
hepatitis, and hepatitis C in particular, epidemiological 
data on hepatitis and HCV, natural history, the mode 
of transmission and the mode of prevention.

• Managing HCV testing by mastering its strategy and 
techniques. 

• Knowing how to use data collection tools with regard 
to testing services

• Being capable of successfully conducting appropriate 
pre- and post- HCV test counseling, knowing its 
importance, its stages and the role of the doctor/
community counselor in counseling.

• In terms of know-how and soft skills:
1. Active listening  
2. How to conduct group discussions
3. Required qualities for testers in HCV counselling

Identification of the beneficiaries and targets of the 
training was conducted by consultation, at programs 
department meetings (these meetings are usually 
attended by about twenty project managers representing 
the communities and their needs). One of the criteria 
for selecting the beneficiaries of the training was their 
involvement in activities on the ground. The final list of 
beneficiaries’ profiles is validated by the ALCS National 
Office.  

For the training module on testing, the beneficiaries 
were identified among the following categories:

• Volunteer doctors
• Field workers 
• Peer educators 
• Community advisors 
• Therapeutic and social mediators

For the awareness-raising module, the beneficiaries 
are volunteers from the ALCS.

The approaches used for the two training modules were 
similar, except for the cognitive (theoretical) part and the 
type of knowledge transmitted. 

As viral hepatitis C was a new subject for the community 
counselors, it was necessary to extend the duration of the 
training and to popularize and simplify the information, 
in order to ensure better understanding of the content. 
For volunteer doctors, the cognitive part was shortened 
and focused on scientific advances with regard to HCV 
diagnosis and treatment.

The number, content and duration of the training 
modules were defined in consultation between the 
andragogy specialists (experts in adult education), the 
ALCS teachers and the consultant. The project manager 
and representatives of the key populations ensured that 
the modules met the established objectives. 

With regard to geographic cover, the training on HCV 
awareness-raising and testing was conducted in all 
regions of Morocco, with a particular focus on the regions 
of the North of Morocco, both urban and rural, where the 
drug-using population is concentrated.

Key factors for efficiency 
and effectiveness

Among the key factors for the success of HCV awareness-raising and testing 
training by the ALCS, the following may be noted:

• the experience and expertise of the ALCS in HIV testing over the past 
three decades, as well as the history of collaboration of the ALCS with the 
Ministry of Health with regard to HIV testing - the ALCS is currently the 
main body consulted in the field of demedicalized HIV testing in Morocco. 

• the participation of the ALCS in the development of the National Strategic 
Plan for combating viral hepatitis (NSP).

• the teams of doctors and community workers/counsellors of the ALCS 
who are already qualified to conduct HIV testing.

• Training designed in response to the needs of the community.

• The integration and inclusion of communities in the process of 
development, implementation and assessment of the training - a 
participatory and inclusive approach which facilitated appropriation of 
the training and better quality of learning.

• The continuous search for high-quality training content

• A team of competent trainers with different profiles: doctors, community 
counselors, field workers and volunteers.

• The ability to readjust and adapt the training according to feedback from 
participants and information collected through following-up the training.

On the ground, there are often 
requests for HCV testing. We 
receive such requests on an 

almost daily basis.

Laila Kadouari
community counselor and coordinator 
of the Sexual and Reproductive Health 

Clinic in Agadir, ALCS

ALCS

Seif Kousmate
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The main results achieved by the ALCS with this training 
on HCV awareness-raising and testing were:

•  The production of available training modules/kits. The 
HCV training is now included in the internal training list 
of the ALCS.

•  The organization of 3 workshops on HCV testing and 4 
workshops on testing/care referral awareness-raising.

•  Teams trained and ready to meet HCV testing needs:
 1.  52 volunteer doctors and community 

counselors trained in HCV testing and 
counseling

 2.  75 community health workers trained in HCV 
awareness-raising and referral to the ALCS 
testing centers

•  HCV awareness-raised among more than 63,500 people 
from key populations

•  Increased demand for HCV testing from communities, 
documented in the monthly activity reports.

•  Testing and referral of persons tested HCV positive

The training in HCV awareness-raising enabled key 
populations to become aware that they could change 
their high-risk behaviors and request access to HCV 
testing. Moreover, awareness-raising by peers has made 
it possible to expand the dissemination of accurate 
information and good practices with regard to HCV 
testing while using the brochures drawn up by the ALCS 
in collaboration with Coalition PLUS. 

The trained teams of the ALCS can now operate in all 
towns in Morocco. Nevertheless, the lack of supplies 
of HCV tests means that testing actions are limited to 
people receiving pre-exposure prophylaxis (PrEP) at the 
ALCS sexual and reproductive health clinics in four cities 
(Casablanca, Rabat, Marrakech and Agadir) and to people 
who inject drugs in the north of the country.

Donations of rapid tests provided by national and 
international pharmaceutical laboratories have enabled 
the ALCS to achieve the following results over the 2019-
2020 period:

Results and achievements Challenges
• Reluctance within the team and key 

populations to test or be tested before HCV 
drugs are made available. This challenge 
increased the reasons for the training 
because, according to the ALCS, in order 
to convince key populations to be tested, 
community counsellors need to be trained 
in order to ensure that they know how to 
use the right arguments. 

• Developing a training module that could 
both meet the needs of the various people 
who were to be trained and ensure that 
once trained, they would be capable of 
accomplishing their testing and counselling 
tasks.

• The difficulty of finding a consultant 
combining expertise in the areas of HCV, 
testing, key populations, awareness-raising 
and referral to care. 

• Lack of inputs (tests), donations of screening 
tests, insufficient in relation to the existing 
demand at the level of the ALCS different 
services and in the country in general.

• Very limited access to HCV treatment.

• Insufficient financial investment by the 
State to cover needs in terms of testing, 
treatment, etc.

• In the absence of generalized testing, some 
trained community workers have still not 
put their training into practice, thus their 
training is now outdated and will have to be 
refreshed before they can begin.

• Few trainers of the ALCS available to deploy 
the training on a large scale.

• Difficulties connected with the process of 
training design and implementation: 
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period among the key populations

(people who inject drugs)
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We have mastered a new 
subject and a new service to 

offer to our community.

Prevention project worker, 
participant in the training of the 

ALCS

It is important for all of us to agree on the objectives of the 
training, who we are going to train, for what reasons, and over 

what periods of time. The trainers had a lot of work to do, 
because the target group of training participants included 

doctors, community counselors, people from the community, 
i.e., extremely heterogeneous levels. The training really had to 
be tailored to everyone and be relevant. Frankly, this training 

was not easy, I said it was based on HIV testing, but HCV 
is another pathology, which requires different knowledge, 

different approaches.

Fatima Zahra Hajjouji
National Testing Officer, ALCS
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•  The importance of devoting sufficient time and attention to the 
theoretical and practical part of the training (the part dedicated to 
the handling of the screening tests).

•  The need to organize periodic meetings to pass on information about 
new shortcomings and challenges in order to adjust the awareness-
raising and testing activities.

•  Pay more attention to the local coordination/care process for HCV 
patients: include hospital social workers, therapeutic and social 
mediators and family doctors in the training, in order to ensure 
connection and coordination between the ALCS teams that are to 
conduct the HCV testing and the public health organizations that are 
to provide care for the tested patients. 

•  Standardization of the hepatitis C care process in public health 
organizations makes it possible to contribute to better appropriation 
and understanding of the training content by the beneficiaries (and, 
therefore, better retention in the treatment program).

•  The importance of personalizing the awareness-raising messages 
and the provision of testing according to the target population 
(awareness-raising and testing activities for people who inject drugs 
differ from those for men who have sex with men, the differences 
with regard to modes of transmission and means of protection).

•  For follow-up and assessment of training, in addition to qualitative 
indicators, quantitative indicators also need to be included. In this 
way, the arguments for demonstrating the impact of the training will 
be more solid.

In the short and medium term, the ALCS intends to: 

•  Continue to reinforce the connection between 
training, testing and care of HCV patients.

•  Update and readjust HCV training—training courses 
of the ALCS are periodically updated according to new 
developments, scientific advances and local affairs. 
Moreover, the training could be adjusted in order to meet 
urgent, emerging needs in the communities.

•  Reflect on the design and implementation of training in 
integrated screening (HIV/HCV/SARS-CoV-2). 

•  Continue advocacy for the official launch of the NSP to 
combat viral hepatitis and to enable all community 
associations in Morocco to conduct HCV tests.

The ALCS has included the fight against viral hepatitis in its statutes 
and integrated it into its strategic plan. This type of training is therefore 
destined to continue. The ALCS training department, independent in 
its projects, is continuously working to share and disseminate good 
practices, and to reuse and update information. The training in HCV 
awareness-raising has already been integrated into the initial training 
of ALCS volunteers and will also be integrated in the more general 
training in community-based testing.

The ALCS continues to advocate the urgent launch of the NSP to 
combat viral hepatitis, in order to accelerate access to diagnosis and 
care for vulnerable populations affected by HCV. 

Lessons learned Moving forward

Sustainability

It is necessary to take the time to 
acquire a thorough knowledge of 
the care process because this will 
then make it easier to retain the 

people who are to be tested.

Moulay Ahmed Douraidi
Human Rights Advocacy Officer, ALCS

We have just obtained a note on 
community-based HIV testing… and 
it was not easy. Now, all community 

associations that meet a precise 
set of specifications can conduct 
HIV testing. Not only have we just 

obtained this right for HIV, but HCV 
is to follow as well. We conducted 

the pilot experiment of community-
based HIV testing and on the basis 

of this pilot experiment and our 
model specifications we were able to 
provide the Ministry with a note on 
this subject. The Ministry has thus 

authorized community associations 
to test for HIV. We expect the same 

thing with HCV to enable testing to be 
conducted in accordance with the law. 
We are therefore going to continue our 

advocacy and our work to enable all 
community associations (in Morocco) 

to test for HCV.

Dr Lahoucine Ouarsas
Head of Programs Department, ALCS

The next version of the 
training on testing will 
include HIV, HCV and 

possibly SARS-Cov-2 if the 
discussions in progress with 

the Ministry of Health are 
successful. Eventually, we 

believe that we will no longer 
have specific HIV or HCV 

training alone, but training 
on integrated screening.24

Dr Taha Brahni
HCV Advocacy Officer, ALCS

24.  Idem 22.
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Before putting in place training in HCV 
awareness-raising and testing for doctors and 
community workers, in the light of analysis of 
the ALCS training experience, the following 
would be useful:

• Knowledge of the situation of 
demedicalized/community-based testing in 
the country, the situation of access to HCV 
treatment and patient care, the types of 
screening tests available and accessible in 
the country and their conditions of access, 
in particular for key populations at high risk 
of HCV infection.

• Taking the necessary time to study the full 
course of treatment/care process for HCV 
patients. Identifying what is lacking in this 
process (e.g., lack of specialist doctors in 
certain regions/cities - gastroenterologists, 
infectious disease specialists etc.).

• Conducting an assessment of capacity to 
put the training in place (having human 
resources with previous training as trainers 
or identifying avenues for collaboration 
with external trainers, having the necessary 
expertise for the design of training modules 
and identifying avenues for collaboration 
with external consultants, organization of 
coordination of the work of designing and 
putting the training in place, possession 
of the financial and logistical resources for 
design and organization of the training).

• Defining the general framework, the type of 
training required, the specific purpose and 
objectives of the training.

• Conducting an assessment of existing 
knowledge at the organizational level, with 
regard to viral hepatitis. 

• Conducting an assessment of the target 
groups’ (the future direct and indirect 
beneficiaries of the training) learning and 
knowledge needs. 

• Adapting the content and sequence of 
information to the potential participants’ 
different learning styles, in order to define 
and adapt teaching strategies, and the 
length of the training (including testing and 
assessment of the training)

• Adopting a participatory and inclusive 
approach, involving all of the key 
stakeholders - who can provide valuable 
information and guidance (representatives 
of the organization’s different professional 
categories, representatives of the target 
groups envisaged for the training, experts 
etc.) - in the process of designing, organizing 
and assessing the training.

• Identifying selection criteria for trainers and 
participants in the training.

• Measuring the effectiveness and impact of 
the training. For assessment of the training, 
provide for qualitative as well as quantitative 
indicators in order to be able to measure 
the influence of the training.

• Drawing up a projected budget for designing 
and setting up the training.

• Making sure that the initiative has the 
support of the organization’s decision-
making bodies.

With reference to the model provided by the ALCS, the 
principal stages envisaged for the development of training 
modules on HCV awareness-raising and testing (training 
aimed at the organization’s community workers, doctors, 
volunteers etc.) would be as follows:

1. Feedback from the communities on their needs with 
regard to the desired training.

2. Analysis of the community’s needs in order to 
develop terms of reference for the training.

3. Validation of the terms of reference by a committee 
composed of trainers, teachers etc., experts in the 
development of training guides, who are in contact 
with the population and able to help in defining the 
training objectives more effectively. 

4. Assessment of hepatitis knowledge before the setting 
up of the training.

5. Organization of meetings for setting the scope of 
the initiative, in order to define the content of the 
training and organize the training.

6. Analysis and identification of the beneficiaries and 
targets of the training. 

7. Definition of teaching strategies and training tools.

8. Definition of the timing chart and training 
implementation plan.

9. Drafting the deliverables (the training modules).

10. Proofreading and revision of the deliverables.

11. Selection of trainers.

12. Testing the training within the framework of a pilot 
session.

13. Revision / readjustment of the modules.

14. Final validation of the modules and of the plan for 
setting up the training.

15. The actual organization of the training.

16. Qualitative and quantitative assessment. 

17. Readjustments made necessary thanks to 
assessment in order to adapt the training to the 
different contexts and needs of the participants and 
the community.

Some prerequisites Design and implementation:
A step-by-step process model

ALCS
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 6.5SETTING UP COMMUNITY-BASED HCV SCREENING CAMPS

Setting up community-based HCV
screening camps

6.5

CASE STUDY

A specific focus on the 
experience of CoNE’s 
HCV testing-and-linkage 
to care community model 
in the State of Manipur

India contributes a large proportion of the global HCV 
burden. One of the main challenges in eliminating 
Hepatitis C is that HCV infections are usually asymptomatic 
for decades, and they remain undiagnosed. Furthermore, 
early diagnosis can prevent HCV transmission and can 
reduce the risk that patients develop complications of 
severe cirrhosis, even after being cured of Hepatitis C. 
In this context, a large-scale HCV screening program is 
highly recommended for both at-risk populations1 and for 
the general population.

    

To that end, HCV community-based screening could be an 
effective solution in terms of reaching those populations 
that are furthest from health systems and the most 
vulnerable to HCV in order to improve their access to 
testing and treatment. “Community-based screening can 
(…) act as the initial step to improving the entire cascade 
of HCV care for hard-to-reach populations.”  2

Approximately 12-18 million people are thought to be 
infected with HCV in India3, with an estimated 0.5–1.5% 
HCV prevalence in the general population.4    A recent review 
of the available data on anti-HCV seroprevalence in the 
Indian population indicates that among groups considered 
at high risk of HCV, pooled anti-HCV seroprevalence rates 
were as follows: people living with HIV 3.51%, persons 
on maintenance hemodialysis 19.23%, people who inject 
drugs 44.71%, multi-transfused persons 24.06%, persons 
with sexually transmitted diseases 4.10%, and those with 
high-risk sex behavior 4.06%.5

Manipur is a small border state in northeast India with a 
population of around 3,4 million and nine administrative 
districts. Manipur has an estimated 34,344 people who 
inject drugs, and according to CoNE, a prevalence of HCV 
among them indicates 49.52%6.

One of CoNE’s main objectives is to address the high 
hepatitis C rate in Manipur through a comprehensive 
testing model that links patients from testing to treatment 
with DAAs. This model was developed under a public-
private partnership.

CoNE carried out its first screening camps program in 
October-November 2014, having as main drivers a better 
understanding of HCV’s disease burden among people 
who inject drugs and their partners, as well as effective 

advocacy at the state government level to improve access 
to HCV prevention and treatment in Manipur. Key specific 
objectives of the program included: understanding the 
prevalence of HCV amongst people who inject drugs in 
the nine districts, improving awareness and willingness 
to get tested amongst people who inject drugs and their 
partners, conducting a study whose data7 was to be 
used for advocacy purposes, and making sure that those 
diagnosed with hepatitis C are linked to care.

Community Network for Empowerment (CoNE) is 
a state-level network of people who use drugs, one of 
the high-risk groups most affected with HCV, formally 
registered in Manipur in January 2012. Its mission is to 
promote a self-sustainable network owned by people who 
inject drugs that protects their health and human rights. 
CoNE’s main objectives include: to reduce harassment, 
stigma, and discrimination against people who inject 
drugs themselves, to advocate for and promote the 
provision of relevant and high-quality services for people 
who inject drugs throughout Manipur, to improve their 
participation and involvement in high-level meetings, 
and to influence the decision-making process at a policy 
level. CoNE has 11 CBOs members, formally registered 
community-based organizations of people using drugs 
across Manipur’s nine districts. CoNE was the only NGO 
in Manipur to initiate a hepatitis C program in 2012.

Introduction and Background

1.  Accordingly, to WHO, the main categories of populations at increased risk of HCV 
infection include people who inject drugs, people in prisons and other closed set-
tings, people who use drugs through other routes of administration (non-inject-
ing), men who have sex with men (MsM), children born to mothers infected with 
HCV, people with HIV infection.

2. Norton BL, Voils CI, Timberlake SH, et al. Community-based HCV screening: 
knowledge and attitudes in a high-risk urban population. BMC Infect Dis. 2014; 
14:74. Published 2014 Feb 10. doi:10.1186/1471-2334-14-74

3. Dhiman R.K. Future of therapy for hepatitis C in India: a matter of accessibility 
and affordability? J Clin Exp Hepatol. 2014;4(2):85–86 

4. Puri P., Anand A.C., Saraswat V.A. Consensus statement of HCV Task Force of the 
Indian National Association for Study of the Liver (INASL). Part I : status report of 
HCV infection in India. J Clin Exp Hepatol. 2014;4(2):106–116.

5. Amit Goel, Nicole Seguy, Rakesh Aggarwal, Burden of hepatitis C virus infection 
in India: A systematic review and meta‐analysis, Journal of Gastroenterology and 
Hepatology Foundation and John Wiley & Sons Australia, Ltd, 03 September 2018  

6. Source : https://www.worldhepatitisalliance.org/missing-millions/casestudy/
raising-awareness-and-advocacy-to-improve-access-to-hcv-screening-diag-
nosis-and-treatment-in-manipur/. Between 2014 and 2018, CoNE screened 
and tested 5,629 people who inject drugs and their partners, finding a 49.52% 
prevalence rate of hepatitis C infection amongst them.

      WHO, Workshop on development of costed action plans for viral hepatitis in the  
      South-East Asia Region Kathmandu, Nepal, 19-23.08.2019, pg. 18
7.    The official results became available in March 2015: 1,011 persons who inject 

drugs (744 males and 267 females) general clinic attendees tested for HCV. 494 
tested positive on antibody (49% prevalence rate of hepatitis C infection). 463 
were confirmed to have chronic infection with PCR RNA test. 60% of the males 
and 18% of the females were found positive. Most of the participants in the 
study were unemployed.

Ronel Kongkham
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CoNE is a community organization 
that has been a great supporter of the 

National VHC Program (NVHCP), right 
from the beginning (28th of July 2019) of 

implementation of this program in the 
State of Manipur, in many ways: by creating 

awareness among the most vulnerable 
groups of people (i.e., IDUs) and linking 

them to NVHCP for testing, diagnosis and 
treatment of Hep C. Before the National 

Health Mission rolled out the NVHCP 
in the state, CoNE, YRG-Care, and MSF 

Churachandpur already started free 
treatment. With constant support from 

such community organizations, Manipur 
would be able to achieve the targets

of NVHCP.

Dr R.K. Rosie
State Nodal Officer NVHCP,

NHP, Manipur

In 2014, CoNE approached the State’s Department 
of Health, Government of Manipur, to collaborate 
on conducting a testing campaign in all nine of their 
districts among people living with HIV, persons injecting 
drugs, general hospital clinic patients, and clients of 
opiate substitution centers. The Department agreed 
and allocated space in the district hospitals, dispatched 
doctors and nurses, and provided blood storage 
facilities, while CoNE mobilized community members 
and patients to enroll for testing. At that time, a generic 
pharmaceutical company provided rapid testing antibody 
kits. Positive screening tests were further confirmed by 
the Indian Council of Medical Research’s Virology Unit 
through a hepatitis C viral load test and an assessment of 
liver fibrosis using an ultrasound machine (FibroScan®). 
CoNE linked people who wanted to receive treatment 
to physicians for further evaluation. After post-test 
counseling, as DAAs were not available in 20148, three 
people initiated treatment with Pegylated Interferon and 
Ribavirin, with partial support from the Government.  

In April 2016, CoNE was selected by the WHO9 as one 
of the top five organizations in the Global Hepatitis 
Innovation Testing Contest. Since then, CoNE gradually 
became a reference point in the country, thereby getting 
invited to many national and international conferences to 
highlight their HCV screening strategies.  

In April 2017, Coalition PLUS supported CoNE in carrying 
out HCV screening among Drug user communities 
in Manipur thanks to its “HIV/HCV Drugs Affordability 
Project”. This support allowed CoNE to reach those in 

the community facing challenges to access the necessary 
health services. Furthermore, CoNE could advocate 
toward the Directorate of Health Services, Government 
of Manipur in the community’s interest. As a result, CoNE 
has been able to improve service delivery related to HCV 
and HIV to a considerable level. Coalition PLUS’s funding 
and technical support provided CoNE with the means 
to undertake the following key activities (primarily in 
Manipur state): (i) conducting meetings to help formalize 
the HCV task force as well as conducting training for 
health care workers; (ii) developing standard operating 
procedures (SOP) for Manipur state to improve testing 
and diagnosis procedures for people who inject drugs 
and bring uniformity to HCV treatment; (iii) reaching more 
people who inject drugs through increased testing and 
treatment; (iv) developing a free HCV treatment program 
particularly for inmates; and (v) undertaking awareness 
campaigns.

Since 2017, CoNE has improved this community-based 
screening camp model and developed it as a long-term 
screening camp strategy that covers several areas in the 
State along with awareness tools to support the work with 
people who inject drugs.  

The Ministry of Health and Family Welfare of the 
Government of India launched the National Viral Hepatitis 
Control Program (NVHCP) on the occasion of World 
Hepatitis Day, July 28, 2018, as an integrated initiative for 
the prevention and control of viral hepatitis in India to 
achieve Sustainable Development Goal (SDG) 3.3 which 
aims to end viral hepatitis by 2030.10 As the NVHCP is a 
federal initiative that each state in India must implement 
according to its local needs, CoNE supported the 
development and the finalization of the NVHCP and the 
National Action Plan for Manipur by participating in various 
meetings11 organized by the Ministry of Health and Family 
Welfare, during which it provided a strong community 
voice12 by advocating for testing and treatment services 
for people who inject drugs and other vulnerable groups.  

We started this campaign along with 
the [Manipur State] Department of 
Health to show that we indeed have 

a huge problem with hepatitis C, 
which is undocumented and not 

reflected in government data.

Rajkumar Nalinikanta
President of CoNE

(…) if CoNE did not implement the 
Coalition PLUS’ project from April 2017, 
the screening program we are doing now 

would not be possible, and the prison 
initiative would not have happened.

Rajkumar Nalinikanta
President of CoNE

8.    DAAs were available starting with 2016 but the price was very high for people who 
inject drugs. In 2016, 35 more patients initiated treatment with DAAs. Since then, 
CoNE’s advocacy work has focused on including DAAs in the drug lists of state health 
scheme, allowing reimbursement to people who inject drugs and disadvantaged 
groups. In 2016, CoNE negotiated preferential pricing with generic pharmaceutical 
companies and reported the cost for a 12-week, all-DAA regimen to be about 520 
USD. Today the cost is 192 USD.

9.    Source: https://www.who.int/hepatitis/news-events/testing-innovation-winners/en/; 
https://www.amfar.org/cone-selected-hepatitis-innovation/

10.  Source: https://pib.gov.in/newsite/PrintRelease.aspx?relid=181152  and https://www.
nhp.gov.in/national-viral-hepatitis-control-program-(nvhcp)_pg

11.  The first meeting was held on 9 February 2018 and CoNE had the opportunity to 
share its experience and discuss how to implement a national hepatitis program in 
vulnerable populations – people who inject drugs and inmates. 

12.  Two of the documentary films on Hepatitis C which CoNE had brought out in 
2018 and 2019 with the support of Coalition PLUS: https://www.facebook.com/
conemanipur.manipur     

       https://www.facebook.com/100003817991263/videos/pcb.1961328960671018/196
1309040673010/

In April 2017, Coalition PLUS 
supported CoNE in carrying out 
HCV screening among Drug user 
communities in Manipur thanks to 
its “HIV/HCV Drugs Affordability 
Project”.

Ronel Kongkham
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Relevance of community-based
HCV screening camps

Design and implementation

CoNE’s community-based HCV testing and linkage to care model’s relevance is 
given by its response to the needs of the people they serve and the people who 
inject drugs community involvement. the role of peer volunteers is crucial to 
reaching those people who inject drugs that are harder to identify and mobilize for 
HCV testing and treatment. They are also best positioned to support people who 
inject drugs in understanding the infection, providing care, treatment education, 
and empowering people who inject drugs to make informed treatment decisions.

CoNE designed its community-based model considering the social, economic 
health conditions of people who inject drugs and their barriers to accessing HCV 
services. By providing HCV services near to patients, CoNE’s screening camps 
tried to make services more easily accessible for its target population and, also, to 
facilitate patients’ enrollment13.

Being an “on-site” screening and assessment for HCV diagnosis and monitoring, 
CoNE’s approach could be considered a comprehensive care model.

Since 2017, CoNE’s screening campaign model was 
formalized and provided free of cost for all participants. It 
was broadly organized in the following 4 phases:             
  
1. The needs assessment and mobilization 

phase  

• Identifying people who inject drugs as beneficiaries/
primary stakeholders, organizing a series of 
consultation meetings with all the people who inject 
drugs community members. 

• Identify sites suitable for awareness and screening 
camps towards people who inject drugs, including 
drug treatment centers (DTCs), NGOs implementing 
targeted intervention program under National AIDS 
Control Organization (NACO), Opioid Substitution 
Therapy (OST) centers, and prisons etc. 

• Organization of meetings and consultations with 
prison officials, OST program implementers, DTCs and 
NGOs implementing targeted intervention programs 
for the conduct of HCV awareness campaigns including 
CoNE’s member CBOs to encourage people to come 
out for screening. 

• Mobilization of CoNE’s peer volunteers, district 
supervisors, and trainers.

• Creation and training of the team responsible for the 
community screening camp.

2. The upstream screening campaign 
preparation phase 

• Preliminary work:
1. development of community-friendly awareness 

modules  
2. development of IEC materials on the basics of 

HCV, service availability of test and treatment and 
the rights of people who inject drugs

• Prioritization of the intervention area, 
partnership, and networking

1. identifying secondary key stakeholders (local NGOs 
as well as CBOs within CoNE’s network, NACO, 
diagnostic centers, Prison authorities, Government 
Health Departments, local laboratories)

2. prioritizing the NGOs implementing targeted 
interventions in OST programs as well as in drug 
treatment centers (around 70 in Manipur). 

• Development of a Road Map and Action Plan:    
1. a strategic plan (with milestones, activities and 

timeframe, and key sites area that will be covered) 

2. an action plan that includes the necessary resources 
to be mobilized and how the activities will be 
executed (e.g., number of camps to be conducted 
in a month, sites, target population, and number of 
expected participants to be screened at each camp)

• Submission of a Research Protocol proposal 
to the Institutional Review Board/ Regional 
Institute of Medical Sciences (RIMS) in Manipur 
to obtain the ethical clearance to produce a study 
with state-wide authenticated data on the problems of 
hepatitis C among people who inject drugs. 

• Application for publication of the Research Protocol in 
a national journal

• Advocacy: using IEC materials to advocate the 
Ministry of Health, Pharma industry, or diagnostics 
labs to supply free Rapid Diagnostic Tests (RDTs) and 
to secure HCV treatment for positive people.

• Resource mobilization for testing kits and travel 
support to reach people who inject drugs.

• Submission of a Concept Note and Consent 
form to the State Health Department, Government 
of Manipur for implementing the screening camps 
program.

• Mobilization of CoNE’s peer volunteers as well as 
district supervisors and trainers.

• Implementation of a training/orientation program for 
all peer volunteers at least twice a year on the basics 
of Hepatitis C and HIV and HCV screening awareness.

We developed a community-friendly awareness module so that our community 
understands more about HCV. Thus, it will be easier for them to decide to go for 

voluntary testing. This awareness part is not included in the national protocol. In 
the national protocol, it is only said that tests are available, and people who use 
drugs must come to the hospital to get tested. But this approach is not feasible 
for this community. Since HCV is asymptomatic, people who use drugs will not 
have symptoms, so they will never come to the hospital to get their testing done.

Rimunchung Duroi Chongdur
HCV Project Manager, CoNE

13.   Adapted from Pourmarzi, Davoud & Hall, Lisa & Smirnov, Andrew & Hepworth, Julie & Rahman, Tony & Fitzgerald, 
Gerard. (2019). Framework for community-based models for treating hepatitis C virus. Australian health review: a 
publication of the Australian Hospital Association. 44. 10.1071/AH18220.
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3. Conducting the community screening 
camps

• Negotiation with local diagnostic centers for ribonucleic 
acid (RNA) test as well as baseline investigations at 
preferential price.14

• Negotiation with pharmaceutical companies for 
reduction in DAA price and pursuing pharma 
companies for donation of DAAs.

• Approaching individual donors and philanthropic 
organizations to mobilize funds for HCV treatment

• Working with physicians/gastroenterologists to provide 
pro-bono services.

• Organization of the HCV awareness campaign

• Implementation of pre-HCV test counseling for 
people who inject drugs, including the informed 
consent  

• Performance of HCV screening: Voluntary HCV 
antibody tests are performed in collaboration with 
the local diagnostic center and the pharma industry 
representatives.

• Performance of post-HCV test counseling: 
Managing the immediate needs of the population 
identified on-site. People who are found HCV antibody 
reactive during the screening camp receive post-
counseling and a treatment literacy session. They are 
informed about their care options and, if necessary, 
referred for an HCV RNA test. For those who test 
negative, counseling on preventive measures is 
provided.  

• Organization of a regular review and planning 
meeting with the screening camps’ staff and volunteers 
to share information updates and discuss critical 
challenges faced during the activities’ implementation.

4. Follow-up phase/ accompanying each 
HCV-positive patient after screening in 
order to get the best treatment possible

•  Maintaining a database for clients enrolled for HCV 
treatment.

•  Based on the database, implementation of regular 
follow-up of all the clients through phone calls/home 
visits regarding their treatment adherence.

•  Reminder for necessary clinical investigations.

•  Reminder for consequent doses of medicines

•  Follow-up for any side effects and any other health 
complications developed during the course of the 
treatment in order to avoid drug-drug interaction, till 
the end of treatment and achievement of Sustained 
Virologic Response SVR 12. 

•  Regular collection, during the follow-up phase, of blood 
samples for HCV RNA or referral of antibody reactive 
people to pre-identified diagnostic laboratories.15 
Referral of people confirmed with a chronic HCV 
infection to treating physicians identified by CoNE. This 
way, they can initiate HCV treatment (with a minimum 
shelf life - up to 4 months), donated or bought through 

CoNE’s negotiations with pharmaceutical companies 
(i.e., preferential price). From 2019, all beneficiaries of 
CoNE’s community screening camps who are antibody 
reactive are directly linked to the NVHCP for further 
diagnosis and treatment.

•  Supply of treatment education, including adherence 
counseling, to all patients until they achieve SVR.

•  All the individual patients’ files are compiled and indexed 
to follow up on the clinical process, treatment response, 
and patient support whenever needed.

14.  After rolling out of National Viral Hepatitis Control Program (NVHCP) on July 28, 
2019, all HCV testing, diagnosis and treatment have been linked to the national 
program.

15. People who inject drugs can either access a free HCV RNA test or benefit from at 
least a 30% discount. CoNE negotiated preferential rates with private pharmaceu-
tical laboratories for most diagnostic tests and assisted patients until they reached 
SVR 12. Since the launch of the national treatment program (NVHCP) in 2018, the 
tests are free.

A team for a single screening camp consists of 
five people: two peer volunteers for mobilizing the 
participants, one Community Mobilizer/Counselor 
to conduct awareness sessions and “one-to-one” or 
“group counseling”, one District Supervisor for logistic 
arrangements, and one trained lab technician to collect 
blood samples.

The screening camps are located at different sites, 
including DTC, HIV Targeted Intervention sites, government 
and private Buprenorphine programs centers, and prison 
settings covering all the state’s districts. 

According to the budget allocated, the number of people 
to get screened could differ. However, the average is 
around 40 community members turning up at each 
camp.

Ronel Kongkham
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• CoNE is officially recognized as a relevant, 
reliable network, whose voice matters, and 
which is appreciated as a reference interlocutor 
for public authorities and a renowned 
representative of the community of people 
who inject drugs.

• A good relationship and collaboration between 
local services and stakeholders to ensure 
maximum possible reach.

• Consistent and effective advocacy with different 
stakeholders.

• Effective functioning of CoNE network branches 
in every district of Manipur.

• As a state-level network with an affiliation of 
different Community-Based Organizations 
(CBOs) from across the state, CoNE was able to 
save time and efforts in mobilizing community 
members and patients to enroll for HCV testing 
and for setting up the community screening 
camps.

• Organizing awareness camps prior to the HCV 
screening. Awareness camps encourage people 
who inject drugs to get voluntary testing and 
inform about the importance of early diagnosis 
and early treatment.

• Having the resources available to support 
activity implementation.

• Proper identification of testing sites for the 
screening camps.

• Identification of all relevant stakeholders/
departments/institutions/authorities/local 
diagnostic centers that can help organizing the 
screening camps efficiently. 

• CONE’s strong leadership - a deep personal 
commitment of CoNE’s President.

• Having dedicated teams with trained staff 
members and peer volunteers.

• Providing authenticated HCV antibody testing 
report by the local diagnostic partner

• Shared tasks and responsibilities and pooled 
resources: Department of Health/Government 
of Manipur allocated space in the district 
hospitals, dispatched doctors, nurses, and 
provided blood storage facilities, CoNE 
mobilized community members and patients 
to enroll for testing, pharmaceutical companies 
and diagnostic labs provided the rapid testing 
antibody kits, positive screening tests were 
further confirmed by the Indian Council 
of Medical Research’s Virology Unit with a 
hepatitis C viral load test, community groups, 
who helped motivate the people to take the 
test and seek treatment.

Key factors for efficiency and effectiveness Results and achievements 

Some results:  

From 2017 to 2019, 148 screening camps have 
been conducted: in 2017, 42 screening camps 
in six districts, in 2018, 70 in all nine districts of 
Manipur, in 2019, 36 in all nine districts including 
two screening camps in prison. An average of 40 
screening camps per year has proven to be both 
efficient and effective, and allows CoNE to continue 
its other activities, such as trainings and advocacy.
In 2017, 29 patients out of 197 that have initiated 
treatment achieved SVR 12, which means the blood 
tests show a sustained virologic response (SVR), or 
no detectable amount of HCV, after 12 weeks of 
treatment. At this point, a person is considered 
cured of hepatitis C. 

Before July 2019, the number of people receiving 
treatment was low because there was no provision 
for free treatments. From a resource mobilization 
perspective, CoNE persuaded pharmaceutical 
companies to donate medicines, and so CoNE 
started providing free treatment to people living 
with hepatitis C. 

In 2020, 37 awareness & screening camps have 
been conducted in six districts of the state. 
Altogether 1404 people were screened of which 
501 found reactive to HCV antibody. 236 have 
been linked for RNA test of which 116 of them have 
started treatment and 25 of them have achieved 
12 weeks SVR.
 

The key factors that have helped CoNE to successfully implement their HCV screening activities include:
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A Community-led SOP

Providing data

Also, during the same period, CoNE developed 
the SOPs for hepatitis C screening, diagnosis and 
treatment to bring uniformity to HCV treatment 
and a more straightforward diagnosis. The Manipur 
Government has already adopted these SOPs. 

They include a testing approach specific to key 
populations as high-risk groups, which is missing 
from the Federal guidelines to manage and treat 
Hepatitis C. The Federal guidelines focus on hepatitis 
in general, tackling hepatitis A, B, C, D, and E, whereas 
CoNE’s SOP focuses explicitly on hepatitis C. 

The community-based testing is included only 
in CoNE’s SOP. Accordingly, CoNE has already 
negotiated with the state officers the permission for 
CoNE to organize community testing so that people 
who inject drugs that are tested could be linked to 
the HCV national program (NVHCP). 

Since July 2019 and the NVHCP roll out, all patients 
found to be antibody-positive are referred directly 
to NVHCP for further diagnosis and care. All people 
screened in CoNE’s previous HCV awareness and 
screening campaigns without access treatment are 
also linked to NVHCP. 

Thanks to CoNE’s efforts, the NVHCP treatment 
uptake is high in Manipur, giving it one of the best 
uptake rates in the country, together with Punjab. 

CoNE advocated Manipur’s government to allow 
all the national community-based NGOs to 
organize community-friendly testing and to 
assure acceptance of their test reports.

In 2018 CoNE had initiated an HCV serological study to 
produce a state-wide authentic HCV prevalence data 
among people who inject drugs and their partners. 
Accordingly, a screening protocol along with a consent 
form was developed with inputs and feedback from 
different technical experts including treating physicians, 
officials of the State Health Department, TREAT Asia, and 
community representatives. Ethical Clearance was later 
obtained from Research Ethics Board (REB), Regional 
Institute of Medical Sciences (RIMS), Government of 
India and conducted mass HCV awareness & screening 
camps among people who inject drugs & their partners.  
The data obtained are already recognized as 
official data and will be presented in national and 
international medical research publications.

If the screening camps were not organized 
beforehand, it would have been more 
difficult for the Manipur government 

to adopt these SOPs. The Federal-level 
government elaborated guidelines to 

manage hepatitis C and asked the states 
to adapt them according to their needs. 

But the Federal guidelines did not include 
specific approaches for key populations as 
do the Manipur Guidelines. The Manipur 

Guidelines are the only ones in India, 
where key populations’ needs are put 

forward.

Jean-Luc El Kaïm
Hepatitis Country Partnerships Manager, Advocacy 

program, Coalition PLUS

Specific initiatives in prisons

Challenges

Since 2017 CoNE has developed an HCV awareness, screening, diagnosis, and treatment program in prison settings. 
The program developed in the men’s prisons became the first of its kind in the entire South East Asia region and it was 
soon followed by a similar one in the women’s facility. In 2019, CoNE managed to convince the NVHCP State Nodal 
Officer to include prison inmates in the national program.

•  In resource-limited areas, there is a lack of funds to 
purchase the testing kits. These are provided by the 
pharmaceutical companies through donations. In the 
absence of these donations, it is very difficult to mobilize 
funds for the purchase of test kits.

•  The funder of this project, Unitaid, does not allow 
procurement of testing kits (RDT) and CoNE has to 
request donations from pharmaceutical companies.

•  Significant gaps in HCV knowledge exist in high-risk 
groups, which may impact the ability to make choices 
that protect themselves and prevent transmission to 
others in their community. In that sense, CoNE started 
to develop community treatment literacy programs. 

•  Difficulties in finding and hiring academicians/experts to 
translate consent forms in different local languages and 
produce it in written form for illiterate people who inject 
drugs.

•  Sub-optimal coverage of the screening camps due to 
geographical constraints

•  Difficulties in linkage to treatment because some of the 
persons who were confirmed through RNA test during 
the screening camp could not be reached afterwards.

•  In 2019, other NGOs started implementing HCV 
screening programs and had more resources than 
CoNE, such as viral load kits and free medicines. This 
created some confusion among the community and 
difficulties for CoNE in mobilizing people for screening 
camps. On one hand, NGOs were offering more 
services than CoNE. On the other hand, CoNE had 
the best approach to reach and provide counselling 
to people who inject drugs. The fact that CoNE 
understood better than any other NGO the needs of 
people who inject drugs encouraged them to continue 
seeking the organization’s support despite the fact 
that it could not provide immediate care after testing 
positive. However, CoNE was able to accompany each 
patient until being integrated in the NVHCP or cured by 
donated medications. 

Community Network for Empowerment

A step further in public care
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Lessons learned

Sustainability

Moving forward

Some prerequisites

•   The major barrier in scaling up HCV treatment was 
the difficulties in finding people who inject drugs who 
are at risk of HCV infection. From their community 
screening experience, and closeness to community, 
CoNE has learnt that peer workers can play a vital role 
in mobilizing different stakeholders including people 
who inject drugs to push them to get tested.

•   Integrated easy on-site testing, counselling and 
intervention could improve HCV knowledge and also 
increased acceptability of testing and care among 
high-risk groups.

•   Advocacy for treatment is an ongoing process— 
CoNE continues to advocate to persuade the state 
government to include DAAs in its health assistance 
fund’s drug formulary lists, which would expand 
treatment options for more of those in need.

•   Accountability and transparency are two important 
factors for a drug users’ organization that could help to 
gain and maintain the trust of the authorities and other 
relevant stakeholders.

CoNE has received strong political and community 
support. However, funding challenges remain.

Networking and close partnership with relevant 
stakeholders across the local community are considered 
a key component for ensuring the sustainability of 
CoNE’s community-based HCV testing and linkage to 
care model. The sustainability depends also on strong 
community participation and the active involvement 
of empowered people who inject drugs. In 2020, the 
Directorate of Health overseeing the NVHCP and the 
nodal officer, officially requested that CoNE continue its 
screening camps among people who inject drugs and 
promised to supply testing kits and logistical support in 
the years to come. 

CoNE has gained the necessary visibility, experience and expertise for scaling up the community 
screening camps program and conducting HCV awareness campaigns. CoNE will continue to 
advocate the Government to promote community needs and screening under the national 
program.

According to CoNE, the following prerequisites 
for setting up a community HCV screening 
camp need to be completed:

•  Performing an assessment among the 
high-risk population to understand 
whether there is demand for HCV testing 
or not, and, accordingly, to identify the 
target populations (people who inject 
drugs/men who have sex with men/sex 
workers, etc.)

•  Development of a community-friendly 
module to raise awareness among target 
populations to help generate testing 
demand.

•  Having dedicated and trained volunteers/
staff for effective implementation and 
to avoid the dissemination of wrong 
messages to the community during the 
awareness campaign.

•  Identifying sites where the target group 
(e.g., people who inject drugs) is highly 
concentrated (e.g.: OST center/ART 
center/Drug treatment centers/NGOs 
implementing targeted intervention 
projects etc.). Need for the NGO to identify 
a local partner who can help them conduct 
HCV testing including provision to support 
testing kits as non-medical staff belonging 
to Community Organization/NGOs are 
legally not authorized to conduct screening 
camps.

•  Exploring options for viral load test and 
baseline clinical investigations for linkage 
to treatment prior to conducting HCV 
screening projects.

•  Development of a proper action plan for 
implementation and following it strictly is 
needed as rescheduling a testing camp 
has a lot of disadvantages. 

•  Knowledge of the five principles of HIV 
community testing recommended by WHO 
(known as the 5C’s) including community-
based testing services, that are applicable 
as well to HCV testing, that they apply for 
HCV activities community screening:

 1.  Consent—written or verbal—to 
voluntary testing, including the 
right to refuse

 2. Confidentiality
 3.  Pre- and post-test counselling 

(increasingly referred to as pre- 
and post-test discussion)

 4.  Correct results derived from high 
quality testing services

 5.  Connection: “linkage to prevention 
and treatment services is critical 
and should be emphasized in all 
community-based testing services”, 
including follow-up.

The community helps us reach out to 
this hard-to-reach population for HCV 
testing in an effortless manner, thereby 

enabling them to get tested and linked to 
treatment. The main lesson learned from 

this experience is community-led HCV 
screening project could contribute towards 
finding the missing million as community 
approached helped gained the trust and 

confidence of community members thereby 
encouraging them to openly come forward 
and access HCV screening, diagnosis and 
treatment without any hesitation and also 

increase service demand generation. 

Rajkumar Komoljit Singh
Secretary of CoNE

There is a huge demand for testing 
from the community to CoNE (and 

this indicate that there is a need for 
continuation of this intervention 

model if we want to increase testing 
and treatment uptake). 

Pramod Singh Ningombam
Project coordinator, CoNE
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Design and implementation:
A step-by-step process model

In order to carry out a community-based HCV screening model effectively,
the following steps can be considered: 

•  Conduct a needs assessment within the community
•   Identifying high at-risk populations/groups
•  Prioritization of the intervention area, partnership and networking; 

development of Road Map & Actions Plan (with Monitoring &Evaluation 
indicators)

•  Designing and elaborating of IEC materials for the HCV awareness 
campaign

•  Designing and implementing advocacy activities (advocate both the 
Ministry of Health and Pharma industry to supply Rapid Diagnostic Test 
(RDT) and to ensure HCV treatement

•  Resource mobilization/mobilizing volunteer and trainers
•  Establishing a team for each community screening camp
•  Organizing a training program for all (peer) volunteers in basics of 

Hepatitis C and HIV and HCV screening awareness
•  Organizing training for non-medical workers to draw blood and stock the 

samples as well as to perform RDT

•  Performing Pre-HCV test counseling for people who inject drugs 
including the consent form

•  Performing HCV screening—voluntary HCV antibody test is conducted in 
collaboration with the local diagnostic center

•  Performing post-HCV test counseling
•  Creating an information management system in which all patient’ files 

are compiled and indexed to follow up on the clinical process, treatment 
response and support the patient whenever needed

•  HCV treatment education including adherence counseling is provided to 
all patients until they achieve SVR12

•  Running regular review and planning meeting with the screening camps 
staff and volunteers in which, update information on critical challenges 
faced during implementation and share experiences related to the 
activities

•  Performing an internal evaluation in correlation with the M&E indicators; 
accompanying each patient after screening

Preparation 
phase

Monitoring 
& Evaluation

Implementation 
phase
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 7SETTING UP A PARLIAMENTARY GROUP ON HIV AND HCV

7
Advocacy

Setting up a parliamentary group
on HIV and HCV
Recent studies1 indicate that the elimination 
of hepatitis C (HCV) requires policy changes 
to substantially scale-up the prevention, 
screening, and treatment of HCV. Such 
changes can occur not only by the intervention 
of politicians, but also as a result of public 
health advocacy activities and increased 
awareness of general and affected 
populations, health care providers, and 
relevant institutional actors.

Public health advocacy is a process aimed 
at influencing public policies, social attitudes, 
or political decisions to support and promote 
the patient’s rights in the healthcare field. It 
ensures citizens’ participation in decision-
making by government and other influential 
bodies2 and involves several interrelated 
actions designed to change the situation 
for groups of individuals who share similar 
problems.

Civil society representatives undertake 
complex advocacy strategies to advance 
the HCV issue as a priority on the political 
agenda. One of these strategies relates 
to Parliamentary advocacy and, more 
precisely, to Members of Parliament (MPs)’ 
engagement as HCV advocates. Parliament 
is an entry-point that NGOs can use to 
influence decisions related to the law-making, 
budget review and approval processes. MPs 
can assume ownership and lead the process 
of defining and advancing the advocacy 
agenda for triggering sustainable solutions for 
vulnerable groups.
 

Such an advocacy strategy is used successfully 
by FOAESP (Fórum das ONG/AIDS do 
Eastado de São Paulo) and its partner 
Forum RS (Fórum ONG AIDS – Rio Grande 
do Sul (Forum RS/Foars), two pivotal NGOs 
in advocating for policy changes for those 
affected by HIV/HCV in Brazil. 

In this regard, starting January 2019, FOAESP 
and Forum RS focused on creating a Mixed 
Front to Combat STIs, HIV/ AIDS, and Viral 
Hepatitis within the National Congress.

  

7

Starting January 2019, 
FOAESP and Forum RS 
focused on creating a 
Mixed Front to Combat 
STIs, HIV/ AIDS, and 
Viral Hepatitis within the 
National Congress.

1.  Benzaken Adele Schwartz, Girade Renato, Catapan Elisa, Pereira 
Gerson Fernando Mendes, Almeida Elton Carlos de, Vivaldini 
Simone et al. Hepatitis C disease burden and strategies for 
elimination by 2030 in Brazil. A mathematical modeling approach. 
Braz J Infect Dis  [Internet]. 2019 June [cited 2021  Jan  21];  
23( 3 ): 182-190. Available from: http://www.scielo.br/scielo.
php?script=sci_arttext&pid=S1413-86702019000300182&lng=en.  
Epub Sep 09, 2019.  https://doi.org/10.1016/j.bjid.2019.04.010.    

2.  Manual for Facilitators of Advocacy Training Sessions, Washington 
Office on Latin America, 12, 2001

ENGAGING COMMUNITIES  TOWARDS HEPATITIS C ELIMINATION 
BEST PRACTICES AND TOOLS



90 91

CASE STUDY

Frente Parlamentar Mista 
de Enfrentamento às IST, 
HIV/AIDS e das Hepatites 
Virais do Congresso 
Nacional  – A successful 
advocacy initiative for 
access to HCV diagnosis, 
treatment and care for 
vulnerable populations
in Brazil 

FOAESP is a well-established umbrella organization, 
legally established in October 1997 that brings together 
more than 100 NGOs that work in the field of AIDS, 
human rights, and public health in the state. FOAESP 
represents the HIV community within the state of São 
Paulo. Its two main objectives are: (1) strengthening and 
supporting member organizations (capacity building, 
training, mediation) and (2) advocating for better public 
health policies at various levels (state, federal) on AIDS, 
HCV, and STIs. FOAESP has a remarkable track record in 
advocacy for the rights of PLWHA, targeting legislative and 
executive powers, particularly on access to healthcare 
and medicines.

Forum RS, founded in 1999, gathers 48 organizations 
from Rio Grande do Sul focused on prevention and 
awareness about the HIV/HCV epidemic. Headquartered 
in Porto Alegre, it operates in different regions of the 
State to improve the quality of life and the rights of 
people living with HIV/HCV.

In Brazil, in 2018, 700,000 patients are estimated to 
be infected with the hepatitis C virus, representing 
around 0,7% of the population3. From 2007 to 2019, 
8.8% (19,660) of the total notified cases of hepatitis C 
presented coinfection with HIV. However, it was observed 
that the percentage of coinfection went down from 10.1% 
in 2009 to 6.6% in 2019. From 2000 to 2018, 57,523 
deaths were associated with hepatitis C; of these, 53.3% 
(30,397) had this etiology as a primary cause. In 2019, the 
proportion of sexual infections (9.2%) was higher than 
the percentage of drug-related infections (7.1%), and 
the ratio of transfusion infections was 5.1%4. There is an 
estimated 286,000 people injecting drugs in Brazil, with 
an HCV seroprevalence of 26% (i.e. 73,000 HCV infections 
among people who inject drugs5).

In Brazil, the public health system provides free-of-charge 
and universal treatment for all HCV-infected patients, 
according to the principles of the country’s Unified 
Health System (Sistema Único de Saúde, SUS), which was 
instituted by the Federal Constitution of 1988 and based 
on the principle that health is a citizen’s right and a state 
duty.6  

Introduction and Background

3.     Brasil, Ministério da Saúde, Secretaria de Vigilância em Saúde, Departamento 
de Vigilância . Prevenção e Controle das Infecções Sexualmente Transmissíveis, 
do HIV/Aids e das Hepatites Virais. Protocolo Clínico e Diretrizes Terapêuticas 
para Hepatite C e Coinfecções. Brasília: Ministério da Saúde; 2019. 10 p - http://
www.aids.gov.br/pt-br/pub/2017/protocolo-clinico-e-diretrizes-terapeuticas-pa-
ra-hepatite-c-e-coinfeccoes

4.     Source : Boletim Epidemiológico de Hepatites Virais – 2020 - http://www.aids.
gov.br/pt-br/pub/2020/boletim-epidemiologico-hepatites-virais-2020

5.     Benzaken Adele Schwartz, Girade Renato, Catapan Elisa, Pereira Gerson 
Fernando Mendes, Almeida Elton Carlos de, Vivaldini Simone et al. Hepatitis C 
disease burden and strategies for elimination by 2030 in Brazil. A mathematical 
modeling approach. Braz J Infect Dis, 2019 June [cited 2020 Sep  26] ;  23( 3 ): 
182-190. Available from: https://doi.org/10.1016/j.bjid.2019.04.010.

6.     Moura Elisângela Santos de. O direito à saúde na Constituição Federal de 1988. 
In: Âmbito Jurídico, Rio Grande, XVI, n. 114, jul 2013. Disponível em:.http://www.
ambitojuridico.com.br/site/?n_link=revista_artigos_leitura&artigo_id=13440.  

7.     Mesquita F, Santos ME, Benzaken A, et al. The Brazilian comprehensive 
response to hepatitis C: from strategic thinking to access to interferon-free 
therapy. BMC Public Health. 2016; https://www.researchgate.net/publica-
tion/309659814_The_Brazilian_comprehensive_response_to_hepatitis_C_from_
strategic_thinking_to_access_to_interferon-free_therapy

8.    Source: www.sciencedirect.com/science/article/pii/S1413867019301278
9.     Brazil’s first National Plan against Viral Hepatitis dates from 2002.
10. http://www.aids.gov.br/pt-br/sociedade-civil-organizada/controle-social
11. Source : https://www2.camara.leg.br/english/the-brazilian-parliament
12. Source : http://www.camara.leg.br/internet/deputado/frentes.asp

The Front acts as a social mobilization 
structure whereby deputies and senators 

collect information on a certain issue 
through a dialogue with civil society 

representatives and bring it forward in 
parliamentary commissions. 

Márcia Leão
Executive Coordinator of Fórum ONG AIDS, Rio 

Grande do Sul/Forum RS, Coordinator Monitoring 
access to Hepatitis C treatment, HIV/HCV Drugs 

Affordability project

In 2014, the Brazil’s Ministry of Health decided to 
provide access to DAAs and to update evidence-
informed policy on hepatitis C treatment in 
the country based on the estimate of disease 
prevalence, current international guidelines, and 
the cost-effectiveness impact in the Brazilian 
Unified Health System7. From that date until 
December 2017, approximately 70,000 people 
received DAAs treatment, at an approximate cost 
of US$ 1 billion8. The first DAA options, namely 
sofosbuvir (SOF), daclatasvir (DAC), and simeprevir, 
were available via the Brazilian public health 
system in 2015.

In 2018, the Brazilian government launched an 
HCV Elimination Plan9 with annual screening and 
testing targets. 

To better understand the context of parliamentary 
advocacy work

In Brazil, “controle social” is a specific mechanism related to citizen participation in public management, 
which is a right guaranteed by the Federal Constitution, allowing citizens to participate in policies issuing 
and monitor public resources10.

Besides the prerogative of making laws, the federal Brazilian Congress (Congresso Nacional do Brasil) is also 
responsible for overseeing public resource allocation and use. 

The National Congress is a bicameral institution comprising the Chamber of Deputies and the Federal Senate. It 
works on a four-year basis “Legislatura”11, coinciding with the deputies’ term. 

One of the mechanisms that Congress can use to exercise its oversight function is the Parliamentary Front 
(Frente Parlamentar)12. In these Fronts, MPs from various parties, from one Chamber, debate and shape legislation 
on certain topics of interest. To be constituted, a Front must register a request, containing: the composition (at 
least 1/3 of members of the legislative branch), the name of the Parliamentary Front and the contact person. 

Mixed Parliamentary Fronts are the only type of Parliamentary Fronts that is composed of parliamentarians 
from both the Chamber of Deputies and the Federal Senate.
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In 2008, we had a strong presence with 
the Executive, but very weak with other 

social control spaces that would be the City 
Councils, State Legislative Assemblies, and 
National Congress. The Parliament is also 
one entity of social control, and we needed 
to expand our articulation (advocacy work) 

with the State Legislative Assemblies 
and National Congress to carry out social 

control since we had a strong presence with 
the Executive. In these chambers, legislative 

proposals are discussed, among other 
issues that strengthen our social control 

(monitoring of the public policies and the 
state budget).    

Rodrigo Pinheiro 
FOAESP President

 It was the 1st of February 2019 when we 
started to work on this advocacy work to 

create the Mixed Parliamentary Front. We 
worked to raise awareness of parliamentarians 

and senators willing to join this Front. We 
also joined forces with other activists with 

connections, and other parliamentarians to 
support this new Front. 

Rodrigo Pinheiro 
FOAESP President

EIn 2008 FOAESP, whose advocacy initiatives were 
previously directed to the executive power, decided 
to expand its efforts to the legislative level. Since 
2014, FOAESP has established a strong link with 
parliamentarians from the Mixed Parliamentary Front 
to Fight STD/HIV/AIDS, succeeding in bringing key HIV/
AIDS-related topics on the agenda of the Front and, 
ultimately, in the parliamentary debate. 

FOAESP decided to build on this experience to boost 
their work on hepatitis C at a time when Brazil was 
experiencing serious shortage of HCV treatment.

From 2014 to 2018 the Brazilian government had 
undertaken a process aiming at building a coherent 
response to Hepatitis C. However, because of economic, 
political, and structural factors, access to diagnosis and 

treatment was not aligned with annual targets set out in 
the Elimination Plan, not necessarily adapted to relevant 
key populations, and not equitable. 

The mixed Parliamentary Front was seen as a mechanism 
having the potential to 
 -  improve the federal legislative framework for 

increasing access to HCV and HCV/HIV co-
infection diagnosis and treatment;

 -  guarantee adequate public resources 
and equitable access to HCV prevention, 
diagnosis, treatment, respecting the human 
rights of people living with HIV and/or HCV.

By implementing the Coalition PLUS “HIV/HCV Drugs 
Affordability Project” in Brazil in 2016, FOAESP had 
committed to integrating HCV in their work scope using 
their expertise developed in the HIV/AIDS field. Its 
objectives were to increase social demand for diagnosis 
and treatment of HCV and HCV/HIV co-infection and 
guarantee adequate public resources, as well equitable 
access to HCV care in order to align with human rights and 
the right to health of people living with HIV and/or HCV. 
In 2017, FOAESP began to structure its advocacy strategy 
targeting the existing parliamentary fronts on HIV and 
HCV at the state (Sao Paolo) and federal level (Congresso 
Nacional).  

To that end, FOAESP, provided with financial and technical 
support within this project, and its partner NGO Forum RS, 
carried out joint advocacy activities at the state (especially 
in Sao Paulo and, since 2019 in the Rio Grande do Sul) 
and at the federal levels, targeting both the Government 
and the Parliament. It led to the creation of a Frente 
Parlamentar Mista de Enfrentamento às IST, HIV/AIDS e das 
Hepatites Virais do Congresso Nacional.

First, FOAESP and Forum RS defined a set of advocacy 
priorities, mainly related to challenge the:
•  high prices of HCV medication (due to patent-related 

monopolies)
•  dysfunctional HCV surveillance, reporting, and treatment 

management systems
•  lack of HCV awareness—especially among key 

populations
•  limits imposed on the health budget by the Constitutional 

Amendment 95/2016 (EC 95/16), which introduced a 
ceiling for the health budget, freezing public financial 
investments in health for 20 years, with extremely 
harmful consequences to the Brazilian National System 
Health (SUS) .13

The next step was to find allies. FOAESP then discussed 
with Ms. Erika Kokay, member of the Brazilian Federal 
Parliament, to present these priorities and suggests the 
creation of the Mixed Parliamentary Front. The deputy 
agreed on the creation of the Front in 2019 and suggested 
Alexandre Padilha, former health minister, and doctor in 
infectious diseases, to be the president of the Front.

In the 2015-2019 legislature, at the federal Parliament 
level, there were two mixed parliamentary fronts: one 
to fight STD/HIV/AIDS and another one to fight viral 
hepatitis1. Initially, FOAESP and Forum RS, started to 
promote the HCV issue on the two fronts’ political 
agenda. Since it was tough to coordinate advocacy work 
with the two fronts, FOAESP and Forum RS decided to 
focus their advocacy efforts on integrating those focus 
areas into one single mixed Parliamentary Front, for the 
2019-2023 legislature. This would bring a more effective 
response to the fight against HIV/Aids and viral hepatitis 
in Brazil.

Relevance of the mixed
parliamentary front action 

Design and
implementation

We spent one year and two months without 
medications. We wanted the government 

to enact a compulsory license. We then 
decided to add the issue of the compulsory 

license to our advocacy agenda. We 
developed a strategy: take four former 

Ministers of Health that today are federal 
parliamentarians to push for the adoption 

of such a measure in Congress. This process 
was happening in Brazil at the beginning 

of 2019 when a new legislature started and 
at the same time of the discussions on the 
creation of the Frente Parlamentar Mista 
de Enfrentamento às IST, HIV/AIDS e das 

Hepatites Virais. 

Rodrigo Pinheiro 
FOAESP President

13.  Fiocruz. Fiocruz divulga carta A PEC 241 e os impactos sobre os direitos sociais, a saúde e a vida [Internet]. 2016. Available from: https://portal.fiocruz.br/noticia/
fiocruz-divulga-carta-pec-241-e-os-impactos-sobre-direitos-sociais-saude-e-vida ; Chaves GC, Britto WG, Vieira MF. Tratado de livre comércio União Europeia. Mercosul: 
estudo de impacto de medidas TRIPS-plus nas compras públicas de medicamentos no Brasil [Internet]. 2017. Available from: https://accessibsa.org/media/2018/05/EU-
Mercosur-Free-Trade-Agreement_port.pdf; Lopes et al. International Journal for Equity in Health (2019) 18:10 https://doi.org/10.1186/s12939-019-0914-5
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To create the Mixed Parliamentary Front, FOAESP went through the following 2 stages of the 
advocacy process: 

The preparation phase, before parliamentary elections in Brazil (2016-October 2018)

•  Identifying issues related to access to HCV diagnosis and treatment.
•  Consultations with FOAESP member organizations on the creation of the Mixed Parliamentary 

Front.
•  Inventory and documentary research of draft laws in the field of HIV and HCV14.
•  Mapping of Parliamentary Fronts at federal and state level15.
•  Mapping and identification of prospective candidates to the National Congress with a potential 

interest/vocation for joining the Parliamentary Front.
•  Preliminary discussions with parliamentary leaders with whom FOAESP had built a collaborative 

relationship since 2008.
•  Face-to-face meetings with candidates and presentation of a “political document”, including the 

parliamentary Front’s founding principles and objectives.
•  Signature by allied Congress candidates of the “Minimum Action Program on AIDS”, a 12-point 

program which included a specific point on HCV16.

Implementation phase - after the parliamentary elections in Brazil (October 2018 - 2019)

Within the Federal Congress
•  Monitoring of the composition of the Congress, review of members of relevant Commissions, 

identification of MPs with a potential interest/vocation for joining the Front that could ensure a 
diverse political representation.

•  Face-to-face meetings with elected MPs and their political advisors.
•  Identification and negotiation with potential Front leaders.
•  Collecting signatures from MPs. FOAESP was able to collect 205 signatures when only 178 were 

needed to formalize the establishment of the Mixed Parliamentary Front.
•  Regular face to face meetings with Front leaders, members, and political advisors.
•  Regular face-to-face meetings with resource persons within the Congress’s administrative 

structure to identify other allies within Commissions, retrieve bills covering areas of interest 
already presented by MPs, get to know the schedule, and influence the agenda-setting.

•  Mapping of advocacy groups with similar interests/objectives (e.g., high-cost disease patient 
groups, Sustainable Development Goals) and lobbyists on opposite sides.

Outside the Federal Congress
•  Face-to-face meetings and regular interaction with the Department in charge for HCV 

management at the Ministry of Health to identify government priorities/strategies, collect data, 
gather strategic information, present official requests/petitions 

•  Filing of complaints via the Public Prosecutor, Public defender office, Competition Authority 
documenting barriers to diagnosis and treatment access deriving from patents, insufficient 
financial resources, systemic dysfunctions in HCV management

•  Regular face-to-face meetings with the Hepatitis Program Managers at the Sao Paolo and the 
Rio Grande do Sul State level to collect data and intelligence.

The Frente Parlamentar Mista de Enfrentamento às 
IST, HIV/AIDS e das Hepatites Virais do Congresso 
National was launched on August 6, 201917. Its 
mission was to reduce the incidence of HIV/AIDS and 
viral hepatitis, the Brazilian population’s vulnerability 
to these diseases, stigma, and discrimination by 
generating social inclusion and improving the quality 
of life of people living with HIV and viral hepatitis. 

Its work must be guided by ethical principles and 
respect for citizenship and human rights in line with 
SUS—it must be based on Universality, Equity, and 
Integrity to contribute to the Brazilian response to 
the epidemics. The Parliamentary Front, officially 
registered in the Chamber of Deputies on August 
9, 2019, gathers 212 deputies and 2 senators from 
various political parties. 

The newly created Mixed Parliamentary Front agreed 
on the following agenda:
•  Drafting a bill/ project of law (PL) on the compulsory 

license to allow the national industry to produce 
medicines for Hepatitis C. This mechanism would 
facilitate the acquisition of generics and consequently 
access to treatment.

•  Organizing public hearing, aiming to raise arguments 
in favor of a compulsory license, HCV treatment 
price negotiation, improvement of the treatment 
procurement and a distribution system.

•  Presenting a proposal to strengthen Specialized Care 
Services (SAE), which are considered important in the 
fight against HIV/AIDS and Viral Hepatitis. 

•  Proposing legislation (PDC 885/2018) repealing 
the decree (3992/17), which, de facto, allows the 
reorientation of resources initially intended for HCV 
response to other health budget chapters. 

•  Presenting a formal request to the Ministry of Health 
to disclose the prices the country pays for hepatitis 
C drugs and clarify how they will expand hepatitis 
C treatment under the Constitutional Amendment 
95/2016, which prohibits the elevation of health 
costs in the next 20 years.

•  Organizing a public hearing and discussions about 
the feasibility of a project of law aimed at addressing 
the needs of people affected by HIV and HCV living in 
extreme poverty.

14.  PL 7651/2014 – Sets forth banning any form of prejudice against Viral Hepatitis carriers, first and foremost against those who carry Hepati-
tis C; PL 3870/2015 – Sets the campaign named “Yellow July” on the national calendar program. The bill proposes an awareness campaign 
against Viral Hepatitis, every year, during July; PL 7628/2014 – Adds an item to article 20 of law n° 8.036, adopted on May 11th, 1990, to 
permit the employers to use resources from their FGTS account (Brazilian Employee’s Severance Guarantee Fund) whether the person or 
any of the person’s dependent, carries chronic Hepatitis B or C.

15.  FOAESP has found three Parliamentary Fronts, both the National Congress (federal), coordinated by the Federal representative Marcos 
Reategui (PSD-AP) and the State Congress, coordinated by the State representative Carlão Pigmatari (PSDB)

16.  Request to the Executive a declaration of public interest on hepatitis C medicines. On 10/18/2017, in Chile, 96 deputies approved Resolu-
tion 1014, requesting the Executive to declare public health reasons for granting compulsory licenses for drugs used to treat Hepatitis C 
(2018 Minimum Program).

17.  Source : https://www.camara.leg.br/eventos-divulgacao/evento;jsession-
id=B4E33215AA83BE4A816A1A0C90C75A15.prod1n1-secomp.camara.gov.
br?id=70123

Design and implementation

FOAESP was one of the leading promoters 
of creating the Frente Parlamentar Mista 
de Enfrentamento às IST, HIV/AIDS e das 
Hepatites Virais do Congresso National, in 

2019. The entity has more than two decades 
of struggle for the rights and dignity of people 

living with HIV that prompted Congress to take 
important initiative on public policies through 

discussions and dialogue with civil society 
organizations. This advocacy work done with 
parliamentarians almost daily is more than 

the necessary stimulus for the Front always to 
promote actions in favor of this population. 

Federal Deputy Chico D’Angelo (PDT-RJ)

 FOAESP is fundamental in building 
bridges between the legislature and the 

public authorities and ensuring civil 
society’s real presence in implementing 

social control in policies for people 
living with HIV. FOAESP’s presence 

strengthens the actions and guarantees 
the quality of policies. FOAESP is one 

of the most active entities and partners 
and is present in the internal processes, 

including contributing significantly 
to the front being installed in each 

legislature. 

Erika Kokay
Deputy Coordinator, Mixed Parliamentary Front 

to Fight STIs/HIV/AIDS and Viral Hepatitis
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 3.1DÉVELOPPEMENT ET MISE EN ŒUVRE DE FORMATIONS SUR LA STIGMATISATION
ET LA DISCRIMINATION LIÉES AU VIH ET AU VHC

MOBILISER LES COMMUNAUTÉS EN VUE DE L’ÉLIMINATION DE L’HÉPATITE C : 
MEILLEURES PRATIQUES ET OUTILS

Key factors for efficiency
and effectiveness

The advocacy work carried out by FOAESP and Forum 
RS for the creation of the Mixed Parliamentary Front was 
possible due to a combination of key success factors, 
among which:

•  Human resources and financial resources dedicated to 
accomplish the advocacy goals (through Coalition PLUS 
“HIV/HCV Drugs Affordability project”). 

•  FOAESP’s “consistency in the actions and permanent 
work”18 with MPs from the Federal Parliament/National 
Congress.

•  Non-partisan advocacy work. “Our supra-party action 
helped us to get our agenda into different ideological 
areas.”19

•  The democratic process within FOAESP and its partner, 
to validate the political agenda and the advocacy 
strategy.

•  Ability to interact constructively with MPs.
•  Strategic partnerships / coalition-building with other 

groups (National Network of People Living with HIV/

AIDS (RNP+ Brasil), National Articulation for the Fight 
against AIDS (Anaids), the Working Group on Intellectual 
Property (GTPI), and others.

•  Strong knowledge of the functioning of the Parliament 
(chambers, commissions, parliamentary groups).

•  Ability to research and analyze bills and inform 
policymaking about issues facing people living with HIV 
and/or HCV.

•  Advocacy action at the federal level (Congresso 
Nacional), and at the level of the Legislative Assemblies 
of the States of Sao Paulo and the Rio Grande do Sul, 
thus multiplying the chances of success in reaching their 
objectives. 

Some of the main results obtained by FOAESP and 
Forum RS as a result of advocacy efforts with the Mixed 
Parliamentary Front during the period August 2019-July 
2020 were:  

1.  PL 3675/2020 for the amendment of the Law 
13.802/2019 establishing the Yellow July

On 13 July 2020, following the discussions and arguments 
of FOAESP and Forum RS, Federal deputy Alexandre 
Padilha, former health minister and currently the 
President of the Mixed Parliamentary Front, filed Bill No. 
3675 to amend the Law No. 13.802/2019 establishing the 
“Yellow July” campaign.20 

The new bill’s purpose was to strengthen the enforcement 
of the law, by ensuring the implementation of various 
activities such as the lighting of public buildings in yellow, 
the promotion of awareness and educational activities, 
media campaigns and events. 

It should be mentioned that the initial Yellow July Law (PL 
3870/2015) is the result of the parliamentary advocacy 
work of FOAESP and Forum RS, which lasted almost three 
years (2016 -2018). 
  

2. #VacinaParaTodosPL1462/2020  
Bill No. 1462/202021, which amends the art. 71 of Law No. 
9,279/1996, allows easier recourse to compulsory licenses 
in cases of national emergency arising from a national or 
international declaration of public health emergency of 
national or international concern. It was initiated in April 
2020 by federal deputy Alexandre Padilha as President 
of the Mixed Parliamentary Front and co-authored by 
over 10 Deputies from all political spectra. Approved by 
the National Congress’s Special Committee on Covid-19, 
this bill will allow the government to temporarily suspend 
patents on medical products that could be helpful to 
fight the COVID-19 pandemic or any future public health 
emergency as declared by Brazil or the World Health 
Organization22. 

Since the beginning, FOAESP and Forum RS have been 
campaigning for the approval of this Bill and collaborated 
to its initial formulation. 

Results and achievements 

18.  Focus group conducted by the Coalition PLUS Capitalization Department in July 2020 with Rodrigo Pinheiro, FOAESP President, Rodrigo Pinheiro, FOAESP President and 
Advocacy Manager of HIV/HCV Drugs Affordability project and Márcia Leão, Executive Coordinator of Fórum ONG AIDS, Rio Grande do Sul/Forum RS, Coordinator Monitoring 
access to Hepatitis C treatment, HIV/HCV Drugs Affordability project

19. Idem18
20 .   The Yellow July Campaign refers to a “set of activities and mobilizations aimed at fighting viral hepatitis, focusing on awareness, prevention, assistance, protection and pro-

motion of human rights”. These activities were to be developed “in line with the principles of the Unified Health System (SUS), in an integrated manner throughout the public 
administration and, fundamentally, with organized civil society institutions and international organizations”.

21. Source: https://www.camara.leg.br/proposicoesWeb/fichadetramitacao?idProposicao=2242787
22. Source: https://www.statnews.com/pharmalot/2020/04/13/brazil-covid19-compulsory-license-coronavirus/

Ana Caroline de Lima

FOAESP
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The main lessons that FOAESP learned from its rich 
advocacy experience are:

•  The power to convince that the cause you are fighting for 
is beneficial to a significant number of people.

•  Accept that achieving results can be a medium-term 
process. Advocacy actions, especially legislative advocacy, 
take time.

•  Having a consistent network (MPs, parliament staff, NGOs 
etc.) and a frequent dialogue with different actors and 
potential allies contributes to effective advocacy. 

•  Advocacy work requires an ability to work on multiple 
pathways, simultaneously.

•  Having a clear understanding of the functioning of the 
different bureaucratic processes in the Parliament and at 
the Government level. 

•  Being familiar with institutional hierarchy and 
competencies among the various governmental sectors 
to facilitate advocacy work.

•  Knowing the national HCV public policy/national legislative 
framework helps shape a consistent and well-grounded 
strategy.

•  Maintaining up-to-date information on different 
regulations and public grants regarding the NGOs 
advocacy actions is important.

Lessons learned

2019 was a challenging year for us because 
an extreme right president took over the 
lead and a conservative majority arrived 
in the Parliament. This year, one of the 

key successful moments was working with 
a former health minister to assume the 

Parliamentary Front’s presidency, which 
allowed us to defend the response to both 

AIDS and viral hepatitis.

Rodrigo Pinheiro
FOAESP President

 The main lessons learned for our 
advocacy work were having patience, 

the power of networking and dialogue, 
the ability to work on several fronts and 
manage different points of view, and the 
most important, the power of convincing 

that the cause we are fighting for will 
benefit millions of Brazilians.

Rodrigo Pinheiro 
FOAESP President

The main challenges and obstacles of FOAESP in its 
advocacy efforts have included:   

•  political instability
•  high turnover in Congress
•  a lack of political will regarding the adoption of measures 

that allow continuity in DAAs procurement via budget 
interventions

•  the long-distance (more than 1000 km) between Sao 
Paolo or the Rio Grande do Sul and the capital of Brazil 
did not allow a permanent and continuous presence of 
FOAESP and Forum RS in the National Congress 

•  the pharmaceutical industry’s massive lobby in the 
National Congress and the weight of pharma financial 
contributions in electoral campaigns

•  the reluctance of MP’s to be publicly associated to such a 
politically sensitive agenda as the adoption of health and 
social protection measures for HIV/HCV key populations

Challenges3.  The transfer of medicines for HCV treatment 
from the “specific” to the “strategic” component 
of Pharmaceutical Assistance of the Ministry  
of Health

FOAESP et Forum RS ont travaillé de pair avec le Front 
parlementaire mixte afin d’inscrire à son agenda 
l’organisation d’au moins une audience publique par an 
au sein du Parlement fédéral sur l’accès aux médicaments 
contre l’hépatite C et les licences obligatoires. Ils ont 
plaidé auprès du Front en faveur de la priorisation de ces 
audiences publiques et de la promesse d’une participation 
étendue des représentants-es du gouvernement, de la 
société civile, des chercheurs-es et d’autres experts-es. 

FOAESP and Forum RS have worked with the Mixed 
Parliamentary Front to put on its agenda the organization 
of at least one public hearing per year within the 
Federal Parliament on access to hepatitis C drugs and 
compulsory licensing. They advocated toward the Front 
to prioritize these public hearings and ensure extensive 
participation from government representatives, civil 
society, researchers, and other experts. 

Related to these public hearings, among others, at least 
since 2018, FOAESP has been focusing on transferring the 
responsibility for purchasing and distributing hepatitis C 
medicines to the Strategic Component of Pharmaceutical 
Assistance of the Ministry of Health. The transfer was 
enacted by decree no. 1537, in June 2020.

This transfer centralized HCV treatment procurement 
and distribution within the Ministry of Health Department 
in charge for HCV management, reduced bureaucracy, 
facilitated delivery to states, increased the number of 
facilities entitled to provide treatment to patients and 
improved stock management, ultimately leading to 
greater simplification and efficiency. Although it involves 
a series of internal rearrangements, the Ministry of 
Health’s decision is for FOAESP and its partner a real 
victory for HCV treatment access.23 

There began our process of pressure 
towards the President of the Commission 
in order to put the PL 3870/2015 on the 

agenda, to be voted by the Social Security 
and Family Commission (CSSF). 

(…) 
When we identify a bill, we go in any 
commission where it stands and we 

would try, if the PL interests us, we would 
try to see if there is a rapporteur and what 

is the progress within this Commission.
 

Rodrigo Pinheiro
FOAESP President 

23.   FOAESP website post “Advocacy of Foaesp consolidated: MS changes purchase 
of Hepatitis C treatment in Brazil, 15/06/2020

Ana Caroline de Lima
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NGOs active in combating hepatitis C and 
who want to expand their advocacy work to 
parliamentarian’s engagement and support 
should consider the following prerequisites:

•  Doing a self-assessment of the organization’s 
capacity and ability to engage in a parliamentarian 
advocacy process.

•  Considering the extent to which an NGO can get 
involved in the drafting law process, including 
the mechanism (rules and legal procedures) 
for NGO participation in the legislative process 
and freedom to access public information/ legal 
mechanisms regarding decisional transparency.

•  Setting goals in terms of the relationship with 
parliamentarians: what problems do we want to 
communicate to parliamentarians, what do we 
want to get from them, how would we like them 
to help us.

•  Understanding how Parliament works and 
its core functions: “a) Law-making—adopting 
laws that govern society in a structured 
manner; b) Oversight—monitoring government 
performance and spending to ensure that the 
executive branch performs in a responsible 
and accountable manner. c) Budgeting— 
approving and allocating the revenue that the 
executive branch requires to implement its 
policies; overseeing and monitoring government 
spending to make sure funds are used properly. 
d) Representation—representing the interests 
of the people by acting as opinion leaders.”24

•  The capacity to analyze the composition 
of Parliament (committees, committees, 
parliamentary groups, page Parliamentary 
fronts) considering both the targeted issue 
(topic) and the geographical area that interests 
your organization. Targeting individual MPs or 
groups of MPs as “champions/advocates” and 
urging them to advocate for your cause.

•  Implementing an information monitoring system 
for current draft laws related to the issue of the 
NGO interests.

•  Mapping of MPS to target those who are 
working on advocacy issues of interest to the 
organization.

•  Establishing an excellent institutional relationship 
based on trust, credibility, and transparency. 
Bear in mind that parliamentary advocacy is a 
long-term process that requires sustainable, 
ongoing, and systematic engagement. The 
interactions with MPs and parliamentary staff 
must be frequent and consistent.25 

•  Adopting non-partisan positions. What must 
prevail is the cause we defend and not the 
political parties.

•  Providing MPs with relevant information and 
documents.

The example provided here refers to a specific 
parliamentarian structure within the Brazilian 
Parliament: the parliamentary fronts. Even 
though this mechanism does not exist as such in 
all parliaments, it remains key to possibly create 
informal groups of MPs interested in bringing 
forward a cause. 

Some prerequisites

The Mixed Parliamentary Front activity will last until 2023, being created within the 56th legislature (2019-2022). To 
ensure the Front’s continuity, FOAESP will have to resume the same steps taken in 2019 for the 57th legislature (2023-
2026).

To ensure the sustainability of the advocacy efforts implemented within and with the support of Coalition PLUS’s 
project, FOAESP had a series of discussions with Gerson Pereira and Gil Casimiro from the Department in charge of 
HCV management (DCCI) of the Ministry of Health on the creation of a strategy at the level of the Ministry of Health 
that should include the financing of advocacy activities conducted by CSOs in Brazil, as well as an advocacy training at 
the national level. 

FOAESP and its partner carried out capacity-building for various AIDS Forums in Brazil to strengthen state and municipal 
parliamentary fronts in several Brazilian states such as Rio de Janeiro, Ceará, Minas Gerais.

Sustainability

In the short and medium terms, FOAESP’s advocacy agenda for the Mixed Parliamentary Front will include: to advance on 
the vote of the PL1462 regarding compulsory licensing in the case of a national or international emergency, to continue 
to fight for the fulfillment of the HCV elimination 2030 targets with regard to access to treatment, to ensure that the 
incentive policy for AIDS and viral hepatitis remains in a specific account to better identify expenses, to incorporate 
social inclusion advocacy actions to improve the quality of life of people living with HIV/AIDS and viral hepatitis.

Moving forward

Ana Caroline de Lima
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Implementation phase
•  Carry out face-to-face meetings with MPs. There is not 

“one” way to approach MPs: “it’s all about the mix of 
action according to the practices, preferences, sensitivity 
of the targeted MPs.”27 Prepare a clear presentation 
of the advocacy issue’s objectives and key messages. 
Schedule brief meetings with city, county, state, and 
federal legislators as appropriate to discuss the policy 
changes. 

•  Obtain participation in parliamentary public hearings.

•  Broaden the supporter base: getting MPs involved in, for 
instance, petitions or public campaigns is an excellent 
way for organizations to extend their supporter base 
and engage people from outside their immediate 
network.

•  Develop greater visibility and political weight of the 
advocacy efforts: get the official support of MPs to the 
organization’s public initiatives.

•  Mobilize constituency/membership of the organization 
and use media (including social media) channels.

•  Conduct ongoing monitoring: keep records of meetings 
with targeted MPs (create a simple database); track 
when MPs have used your arguments or wording in their 
literature or presentations; keep important published 
and recorded statements by parliamentarians and 
another key stakeholder; monitor the media that 
mentions your advocacy work.

Closing phase and follow-up
•  Evaluate the advocacy process thoroughly through 

analyzing, discussing the results of monitoring 
information.

•  In case of successful advocacy, thank the 
parliamentarians that supported the project/campaign, 
publicly or privately, according to their wish.

•  Send a final press release highlighting the positive 
impact on the community affected by the advocacy 
process’s problem.

•  Use the success story to keep involving MPs in future 
legislatures.

Firstly, we analyze the bills/projects of 
law being processed in the Congress 
about HIV/AIDS and viral hepatitis. 
We identify which will be a priority 

for our work and want to move 
forward or wish to be archived. Given 

these analyzes and where the bills 
are located, we focus on committees 
and parliamentarians together. Each 

project of law/bill has a specific 
strategy (…). 

We identify parliamentarians who 
work in defense of health, then present 
proposals for improving social control 
towards the government and present 
draft laws that advance the responses 

to the fight against HIV/AIDS
and viral hepatitis.

Rodrigo Pinheiro
FOAESP President

Design and implementation:
A step-by-step process model

The step-by-step process of parliamentary advocacy 
includes the following:

Preparation phase
•  Understand and map the context, as well as the 

legislative process and the functioning of the Parliament.

•  Take appropriate legal steps necessary to do 
parliamentary advocacy (e.g., check if the advocacy and 
lobbying actions are registered in the NGO’s statutes/
constitutive act, if the Parliament has a registration/
accreditation procedure for NGOs, if there is a legal 
possibility for NGOs to attend the meetings organized 
by the parliamentary commissions, etc.)

•  Conduct policy, media research and ongoing data 
collection: carry out media (news) and Parliament 
agenda monitoring and analysis (including all the 
pertinent information provided by the Parliament: 
reports, etc.); highlight issues and vigilance points, and 
then, if possible, propose solutions

•  Identify the laws, regulations, external policies and 
practices that could positively and negatively affect the 
advocacy process.

•  Set up a Working Group dedicated solely to advocacy 
and public policy. Discuss ways to advance and protect 
the organization’s mission through advocacy at the state 
or local level.

•  Ensure a shared, clear, written, and precise 
understanding of the entire advocacy process.

•  Define an advocacy plan and a timeline and see how 
parliamentarians can have a defining role in it.

•  Identify oppositions and obstacles.

•  Map stakeholders: gather lists of potential allies, 
including constituents, clients, donors, board members, 
and people in the community who are supporting 
advocacy and public policy work.

•  Define what will be the advocacy process’s success: what 
will happen to the organization/community if public 
policy were changed accordingly.

•  Provide advocacy training for board and involved staff.

•  Develop messaging and communication strategy: 
elaborating a position paper with key, clear and 
simple messages for the advocacy issue that will be 
communicated to parliamentarians and not only 
(Parliamentary advocacy could be combined in some 
cases with media advocacy). 

•  Preparation of informative materials to capture the 
interest and convince the parliamentarians. 

•  Foster dialogue through multi-actor partnerships. 
Build strategic partnerships and networking. Some 
examples of actions that can help in this regard: (1) 
invite parliamentarians to conferences and events 
organized by NGOs; (2) organize field missions and invite 
parliamentarians to see and discuss with people facing 
a specific problem. (3) collaborate with parliamentarians 
in drafting some legal amendments.

•  Identify parliamentary leaders who can be “champions” 
for the entire advocacy process. “Recognizing them 
as champions may also encourage new MPs to follow 
their example. Parliamentarians should be recognized 
publicly for the positive change they are championing”.26

•  Allocate adequate financial resources.

26.  VoxPublic, Guide des bonnes pratiques associatives du plaidoyer parlementaire, 
novembre 2018.

27. Idem 30
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8
8CONCLUSION

Conclusion

After six years of intense advocacy 
that has brought to light substantial 
challenges, the HIV/HCV Drug 
Affordability project came to an end in 
2021. We are proud to report that in the 
partner countries, the major barriers to 
healthcare have been overcome or will 
soon be, and that this has trickled down 
to neighboring countries. Six years ago, 
many obstacles preventing access to 
care existed in these countries. Today, 
the main difficulties remain the lack of 
financial support from donors and State 
prioritization. 

The different types of actions carried out 
and described in this guide clearly show 
that the community-based response is 
crucial to ending pandemics, whether 
HIV or HCV, because action is required 
on several major fronts: combating the 
stigmatization and criminalization of 
the populations concerned, advocacy, 
capacity-building to ensure broader 
representation of populations in 
decision-making bodies, and training 
for medical staff so as to treat rejected 
populations with full respect for their 
human rights and their right to health.

This project may have reached its end, 
but the efforts to combat viral hepatitis 
within Coalition PLUS form part of our 
identity as an association. Of course, 
communities need to mobilize to 
demand their rights, while associations 
like our own need to support and 
encourage this mobilization. But it is up 
to national policy-makers to meet the 
health needs of their entire population 
as part of a view of public healthcare 
that aims to overcome these epidemics. 

And lastly, it is up to international 
standard-setting bodies and funders 
to incorporate support for civil society 
and advocacy so as to allow their 
expertise to be recognized and ensure 
their involvement in decision-making 
processes.

Although funding opportunities for viral 
hepatitis advocacy initiatives are rare, 
and barriers to access to care for the 
most marginalized populations still exist 
in many countries, we have put forward 
a solid tool base, thereby capitalizing on 
the experience of expert communities to 
enable other efforts to progress further 
and faster in their goal of elimination.

In the context of the COVID-19 pandemic, 
the urgency of which has diverted 
attention from the responses we have 
been leading for several decades, it is all 
the more vital that we use all the tools 
at our disposal to make our voice heard 
and to advance our cause. And it is all 
the more important that community-
based health systems be recognized 
for their complementarity to public 
health systems and be incorporated 
there within. Because the key to the 
achievement of international elimination 
targets is the combined efforts of all 
those involved in the field of health.

Estelle Tiphonnet Diawara
Director, Capitalization & Knowledge, 
Coalition PLUS
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10
Annex - 
Toolbox VHC

With the Coalition PLUS HIV/HCV Drug 
Affordability Project ending in December 
2020, Coalition PLUS has sought ways to 
disseminate tools, good practices and 
lessons learned in order to increase 
the sustainability of the impact of many 
key activities carried out by project 
partners. With international funding for 
work on HCV diminishing, particularly in 
low- and middle-income countries, it is 
all the more essential that civil society 
capitalizes efficiently on lessons learned 
if they are going to maximize impact.

Following an internal reflection process 
on how project lessons learned could 
be diffused more widely and rendered 
more sustainable, it was decided to 
develop a toolbox of materials produced 
by its community-based partners as part 
of the project. This toolbox will allow for 
increased visibility of the work done 
by partners throughout the project, 
showcasing their crucial expertise 
in HCV advocacy and awareness 
campaigns. The toolbox aims to catalyze 
the mobilization of community actors 
by reducing the learning curve and 
operating costs of generating quality 
content for campaigns.  

This process began with an overview 
of the materials created for activities 
such as: HCV literacy workshops for key 
populations, social media campaigns, 
doctor trainings (on impact of stigma and 
discrimination, on community needs, 
etc.), and multi-stakeholder meetings 
of key actors in the hepatitis response. 
The material included HCV education 
brochures, petition letters, treatment 
workshops modules, PowerPoint 
presentations, etc.  

The toolbox covers a wide range of 
concepts, some which may seem 
evident to many readers. However, due 
to the diversity of skill levels among the 
targeted audience, covering the basics 
seemed the most appropriate approach 
to ensure it can be accessible and useful 
to everyone. . 

The hepatitis toolbox regroups 
factsheets and examples of documents 
used to advocate and raise awareness 
for universal access to HCV diagnostics 

and treatment. It is composed of general 
information on HCV, training modules for 
healthcare workers (including on Stigma 
& Discrimination), training modules 
for community members, awareness 
materials, advocacy materials and 
impact stories.  

As of now, the toolbox is composed of: 
•  Toolbox Rationale
•  Tool Factsheets
•  Awareness materials (flyers, videos, 

brochures, online campaigns, 
mapping services)

•  Advocacy materials (report, petition 
letters, press releases, legal actions)

•  Training modules for healthcare 
workers (HCV and Stigma & 
Discrimination)

•  Training modules for community 
members (HCV and Models of care)

•  Information on the participating 
partners

The final product will be available in 
electronic format through Coalition PLUS’s 
network of community-based partners. 
The toolbox will support community 
trainings for participants coming from 
countries where substantial community 
mobilization on HCV has so far been 
limited. 

10ANNEXE - TOOLBOX VHCENGAGING COMMUNITIES  TOWARDS HEPATITIS C ELIMINATION 
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10.1AWARENESS CAMPAIGNENGAGING COMMUNITIES  TOWARDS HEPATITIS C ELIMINATION 
BEST PRACTICES AND TOOLS

1. Definition
• An awareness campaign typically designates an initiative to educate 

individuals and boost public awareness about a cause or issue. 

• Running an awareness campaign requires the development of a specific 
strategy, a call to action, and framework of messaging about the chosen 
issue. 

• Awareness campaigns involve reaching out to the targeted public 
regularly through a variety of media channels to deliver the campaign’s 
message. 

• Measuring the reach of the message to the public is also an essential 
component of an awareness campaign.

2. Objectives and Uses
• Awareness campaigns are one of the most popular ways to raise 

public interest and are often used by non-governmental organizations 
and governments to increase knowledge, generate support, and raise 
donations surrounding a specific issue.

• Awareness campaigns aim not only to bring attention to a topic but to 
motivate the public to take action.  

• Awareness campaigns are also useful to non-governmental 
organizations to increase their visibility and credibility on the chosen 
issue, such as increasing social demand for access to diagnostics and 
treatment for a specific disease. 

 

3. Examples of awareness tools
Factsheet N°1: Brochures  
Factsheet N°2: Posters and flyers 
Factsheet N°3: Online campaign
Factsheet N°4: Video 
Factsheet N°5: Mapping of services

Awareness Campaign

10.1

Tips & Tricks
•  Create a set of different brochures on the same theme 

to tailor your communication to different targets.
•  Ensure the tone and basic message remain consistent 

across the set of brochures. 
•  Ensure you invest in quality products when it comes to 

printing, to grab your audience’s attention so that they 
do not just discard the brochure. 

•  Try to simplify the language and shorten as much as 
possible to make it brief and concise.

•  Think of what your target would more easily understand 
when you design the brochure.

• Consider translating to local dialects, as appropriate.

Definition

A brochure is an informative paper document that 
contains graphics and information on a certain topic 
such as a cause or an organization. It is one of the most 
common and effective tools used by organizations to 
relay information or make an announcement to a broad 
audience. They can also be called leaflets or pamphlets. 

Objectives & Use
Brochures may be used by non-governmental organizations 
to:
• Introduce their organization to their audience
• Inform the reader about an issue that touches them 

and to provide ways to address the problem 
• Build their credibility as an authority on a specific topic
• Persuade the reader to join their call to action 
• Eliminate hard to kick habits and misconceptions

Brochures are a very useful tool for non-governmental 
organizations as they can share a lot of information with 
a wide audience in an easy to distribute and inexpensive 
manner.

Essential Components
A brochure needs to properly represent the organization’s 
mission and to outline their message to their target 
audience. To achieve this, a brochure should include: 
1.   A strong headline that captures the target audience’s 

interests in an issue, the issue itself, and suggested 
solutions for it

2.   Basic information about the organization – organization 
name, contact, logo, and tagline

3.   Brief texts composed of easy-to-read blocks about the 
problems and solutions offered

4.   Graphics and photos to grab the attention of the 
audience

5.   A call to action, be it for the audience to join an event or 
to contact the organization for more information

Factsheet no1        Brochures

Fundación Iframa

1. Fundación IFARMA

As part of the campaign Regálate un Minuto, IFARMA 
developed a series of awareness materials that were 
conceived to address the lack of awareness on HCV-
related topics among the general population and key 
communities. Preliminary need-assessment sessions 
were organized during both regional workshops with 
local CBOs and during national meetings. 

Impact Stories
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2. MAC

In 2018, the Malaysian AIDS Council designed an 
informative brochure on Hepatitis C, composed of basic 
information on prevention, transmission, diagnostic and 
treatment of the disease. The brochure primarily targeted 
people who inject drugs with a special emphasis on 
illiterate communities. The brochure was made available 
both in print and online and its visuals were used on 
social media to raise awareness. The main objective of 
the printed version of the community HCV toolkit was 
to encourage key populations to get tested as early as 
possible if they were at risk. 

This brochure was designed through several steps. A 
first workshop was organized with participants of various 
NGOs and key populations in order to work together and 
receive input from the community to prepare a toolkit 
on HCV to be used throughout Malaysia. After receiving 
a lecture on HCV, participants created a draft of the 
brochure from both the information of the lecture and 
their own knowledge and experience. 

A follow-up consultation was organized to continue 
building capacity of the community on HCV, to identify 
gaps and challenges on HCV faced by this community 
and to revise the brochure content based on the 
suggestions of the participants. This community-friendly 
brochure was then finalized and presented to the main 
key population target, people who inject drugs, for 
final inputs before printing. The first 500 copies were 
shared with healthcare workers and outreach workers to 
distribute in their clinics. An abbreviated pocket booklet 
was also produced for clients to bring around. 

For the World Hepatitis Day 2019, the Malaysian Ministry 
of Health organized a massive screening campaign and 
decided to use the visuals and the brochure to raise 
awareness nationally.

Tips & Tricks
• Verify that your flyer or poster answers these essential 

questions: Who, What, When, Where, Why and How? 
• Try to have it validated through others’ feedback and 

print small numbers first to make sure you get the 
desired response, before you print a bigger number of 
copies.

• Posters need to catch the attention of a moving 
audience in a very small window of time. Think about 
the one aspect of the information that must convey the 
message and plan your design around that.

• Work out the right size and placement for everything on 
the poster and for your poster itself.

• Consider other uses of your poster, such as postcards, 
email versions, social media…

Definition

Flyers and Posters are a form of paper advertisement for 
wide distribution. They are usually distributed in public 
places. Inexpensive and easy to produce, they are a great 
tool to raise awareness. Flyers and posters include text 
and graphics and should be designed to be informative 
and catch the eye of the awareness target.  

Objective & Use
Flyers and Posters may be used by non-governmental 
organizations to: 
• Promote an event such as a public demonstration or an 

activity run by the organization
• Persuade people about a social or political message 

promoted by the organization
• Recruit members, donors, or volunteers for the 

organization
• Display their advocacy messages during public events, 

such as rallies

Essential Components
A flyer or poster should include: 

1. A good headline to encourage the reader to continue 
reading. Not only should the words be attention-
grabbing, but they also need to be attractive graphically.

2. Catchy graphics to provoke a response in the readers, 
to appeal to them 

3. The organization’s logo, an important visual to place on 
the flyer or poster

4. A clear, concise call to action to make the reader want 
to act

5. The organization’s contact information

Example: Brochure on Piercing and Tattoos

This brochure was developed within a wider campaign 
conducted in the area of Cartagena by the Sexual and 
Reproductive Rights division within the Health Secretary 
aiming at regulating the sector of tattoo and body piercing 
centers. IFARMA and the local CBO associated with 
Regálate un Minuto supported targeted actions aimed 
at prevention of viral hepatitis including production and 
distribution of brochures, as well as a training workshop 
with 20 tattooists and Body Piercers on Biosafety and 
prevention of HIV, Hepatitis B and C organized during the 
World Hepatitis Day. 

MAC

Fundación Iframa

CoNE

Factsheet no2        Poster/FlyerFactsheet no1        Brochures
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Tips & Tricks
•  Use a scheduling software such as Hootsuite, Buffer, 

Post Planner to increase your efficiency
•  Research similar campaigns to see what works and 

what should be avoided
•  Engage your audience through surveys, questions, or 

with a call to action.
•  Pick the adequate online platform for your strategy, 

depending on your audience and your goal. 
•  Answer comments from your audience quickly and 

reinforce positive interactions with personal attention.

Definition

An online campaign or social media campaign is a 
coordinated effort to reinforce an awareness or advocacy 
message by using one or more social media platforms. 

Objectives & Use
Social media campaigns may be used by non-governmental 
organizations to: 
•  Get feedback from their supporters
• Build visibility and network
•  Publicly pressure their advocacy target, such as 

government, institutions, or companies
• Interact with their target audience

Essential Components
An online campaign should include: 
1.  A clear message that the organization wants to share 

with its audience and that can be promoted through 
diverse forms of content online such as graphics, 
videos, or polls.

2.  A well-thought-out strategy to deliver the message 
of the organization (goal, budget, target audience, 
estimated length of campaign)

3.  Some trustworthy external resources as it is important 
to share not only the organization’s content but also 
other references; examples could include scientific 
journal articles on the topic of viral hepatitis that serve 
to maintain the audience’s interest. Sharing articles 
by other reputable stakeholders will also allow the 
organization to build its network.

4. A unique Hashtag for the campaign
5.  An attractive visual identity for the campaign. Visuals 

are especially important to attract viewers.
6.  A statistical tool for analyzing engagement with online 

material in order to review the performance of the 
publications and adjust the strategy accordingly

Impact story

Fundación IFARMA – Regálate un Minuto – Colombia

Regálate un Minuto is a multi-channel online campaign 
developed by Fundación IFARMA through a collaboration 
with 20 regional CBOs. The campaign uses a website 
providing information, documentation, education 
materials and online training sessions around HCV, 
access to diagnosis and treatment, social media 
platforms (@ReMinuto), and a newsletter reaching out to 
journalists working in national and regional media, CSOs, 
radio outlets.  

CoNE

Throughout the project, CoNE developed many posters and flyers to 
sensitize the population of Manipur on HCV issues. They hired graphic 
designers and consultants to define the right message aiming at the right 
population. To reach them, they hung billboards in the city and displayed 
posters on public buses. This approach was much needed because the 
state government did not invest in sensitization campaigns and the only 
message regarding HCV was delivered by community organizations. The 
campaign outcomes were easily perceived by CoNE because the number of 
people who self-presented to their office for testing increased significantly. 
Furthermore, they could observe the decrease of misconceptions about 
HCV (for example, the misconception of HCV transmission by sweat) among 
the population they support.

Impact Story

CoNE

Factsheet no2        Poster/Flyer Factsheet no3        Online Campaign
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Tips & Tricks
•  Make a video for a specific purpose, not about 

something – have a clear, S.M.A.R.T. objective for your 
video

• Know your audience in order to move them into action
•  Verify that your message has not already been conveyed 

in a similar video and if so, use these materials to 
improve your own project

• Use simple language to cover a larger audience

Definition

Video is an electronic medium for the broadcasting 
and display of moving visuals. It can be a powerful tool 
for awareness and advocacy. In recent years, with the 
increasing influence of social media, videos have become 
an essential channel for any organization to diffuse their 
message. Video is a very effective tool to empower the 
audience because of the emotional connection that 
viewers are able to forge through a story being told on 
screen.

Objectives & Use
Videos may be used by non-governmental organizations to:   
•  Draw attention to important issues that matter to the 

organization
•  Raise awareness about the organization itself and its 

purpose
•  Inspire people to act, by spreading a message or taking 

a specific action

Video should not be stand-alone media pieces but be part 
of a larger campaign for awareness or advocacy to ensure 
maximum impact.

Essential Components
The preparation of a video should include: 
1.  A specific objective to achieve through the video, with a 

defined message, reasons to deliver this message and 
the way and messenger to deliver it. 

2.  An identified target audience accompanied by research 
to understand what that audience will find persuasive 
or compelling.

3.  A script that outlines the video, a summary of the audio 
and visual elements to be used (laid out in chronological 
order, with locations and activities). The outline will 
serve as a guide to help tell the story. 

4.  A strategic plan for distribution. The right time and 
place (television, social media, and website) will depend 
on the audience.

It was created to respond to an identified lack of 
information and awareness on Hepatitis C in a country, a 
problem exacerbated by a highly fragmented healthcare 
system and limited access to diagnosis and treatment. 
The targeted audience included patients, healthcare 
practitioners, CSOs, health institutions, healthcare 
providers, media professionals and the general 
population.

Over its 3 years of existence, Regálate un Minuto has 
evolved from an awareness-oriented campaign to an 
all-round campaign with a strong advocacy connotation.  
The steady increase of the number of visits to the website 
via organic search show that www.regalateunminuto.net  
has positioned itself as a reliable source of information, 
catalyzing the interest around treatment, access to 
medicines, civil society engagement, and HCV in general. 
 

Regálate un Minuto was also instrumental in shedding 
light on the status of HCV response in the different 
regions in Colombia, drawing attention to the key role 
of local CBOs. Besides acting as content-providers, they 
helped to identify the bottlenecks hindering access to 
diagnosis and treatment for communities that are either 
poorly covered or totally excluded by healthcare. One of 
many goals was to make the more invisible among them 
- namely people who inject drugs – eventually visible.  
These results were possible because the campaign was 
complemented by activities directed to reinforce the 
capacity of the regional CBOs in the areas of advocacy 
and communication while facilitating collaborative 
strategy-building and joint advocacy efforts.

Factsheet no3        Online Campaign Factsheet no4        Video
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Definition

Cartography is the art and science of graphically 
representing a geographical area, usually on a flat 
surface such as a map. Cartography of services involves 
the representation on the map of a range of previously 
defined services. In the context of a public health 
awareness campaign, it can mean the representation 
of health services provided by the government or non-
governmental organizations across the region. Maps are 
one of the most reliable forms of communication, making 
them a great tool for awareness and advocacy. 

Objectives & Use
Mapping services may be used by non-governmental 
organizations to:  
•  Help patients to understand where they can access 

services that they rely on for their health 
•  Highlight instantly to the government the lack of access 

to the services in a given area, as a result of disparity 
between regions, overly centralized system, weak public 
healthcare system, etc.

•  Advocate for the improvement/increase in number of 
the services in question

• Link with other organizations at the national level
 Empower users of the mapped services to increase   
 social demand

Essential Components
Mapping should include:   
1.  A data frame which displays the layers of data on the 

map. It is the central focus of the map document.
2.  A clear legend to decode the symbols of the map. The 

legend can take any form. Color can be essential to 
decipher the data of the map

3.  A title for the viewer to directly understand the map’s 
subject

4. A North arrow for orientation 
5.  A scale to clarify the relationship of the data frame to 

the real world
6.  A citation, which explains where the data comes from, 

along with essential information such as the year of 
design, the author, place of publication, etc.

7.  A strategy for updating information to keep the map 
relevant.

Tips & Tricks
•  Maps are often an under-utilized resource but can 

actually be a very useful tool to help get your point 
across to your interlocutor, as they do not require 
strong design skills and can be easily amended as the 
situation evolves. 

•  Make sure to pay attention to the scale of your map to 
ensure the representation is as faithful as possible to 
reality and not distorted. 

•  Ensure that your legend is as clear as possible and does 
not require specific training to be used, as this would 
undermine the purpose of the map as an easy tool to 
visualize the data you wish to highlight.

•  Maps only show relevant features to your goal and are 
susceptible to bias, hence it is important to review it 
with other stakeholders to ensure objectivity.  

• Keep your map up to date.

Impact Stories

1. CoNE : An insight documentary Manipur, India

CoNE recruited a video maker to film a documentary on the 
work done by the organization towards PWID. The video 
filmed a glimpse of each step the patient goes through 
when supported by CoNE: screening (in the office or during 
a campaign), counselling, psychosocial support, referral or 
accompanying through the diagnosis cascade until getting 
the medicine and clearing the virus. Some patients gave their 
testimony on their experience with CoNE. The video was 
broadcasted during the World Hepatitis day (it started one 
week before), on local television channels in Manipur with 
a potential reach of three million viewers and on Facebook. 
The broadcast of the video resulted in a significant increase 
of visits to CoNE’s office for advice and of the visibility of the 
organization. Following its diffusion, CoNE became known 
as the leading civil society organization in Manipur working 
on HCV. . 

2.  BMQ: For a Brazil without Hepatitis — Video
    Sao Paolo, Brazil

The video was intended to raise awareness on the 
prevention and treatment of Hepatitis C. It was widely 
disseminated through social networks reaching more than 
180,000 views on YouTube and Facebook (as of March 
2020). The video was also showcased during healthcare 
stakeholder and community meetings. Both health 
managers and users appreciated the quality of information 
and the accessibility of the language.

CoNE

BMQ

Factsheet no4        Video Factsheet no5        Mapping of services
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2. MTAAG+

See link:  https://myhepcservices.com/
This mapping service was designed both as an awareness tool to inform clients of the available services across Malaysia 
and to encourage them to get screened. It is also an advocacy tool to highlight gaps in existing services, indicating areas 
for improvement in the government’s response. 

MTAAG+ gathered information through collaboration with the Ministry of Health and key HCV players in Malaysia, 
including hospitals and laboratories at state and national levels. Information was also collected from previously 
conducted surveys and data collection on the ground via community-based organizations. Any information is cross-
referenced with the aforementioned stakeholders, along with the Institute of Medical Research and help from medical 
faculties at prominent universities. Once the information is verified and confirmed, it is uploaded to the map. 

After the official launch, a training was organized with representatives from community-based organizations to ensure 
their participation in the updating of the system. The list of primary care clinics and hospitals was categorized based 
on the type of services available for HCV. Participants can add relevant notes to a particular clinic or hospital such as 
operating hours. The map can also be viewed or accessed by smart phones.  NGOs providing HCV-related services 
will soon be added to the list, along with other important information such as need for referral letter to access tests, 
possibility of walk-ins, and treatment availability. A bi-monthly review and several site visits have been planned to 
monitor the quality of the data uploaded on the system.

1.  BMQ – For a Brazil without Hepatitis! (Por um Brasil sem Hepatite!)”  - Mapping Sao Paolo Brazil

The tool was developed in parallel with social cartography workshops conducted in key municipalities in the State of 
Sao Paulo aiming at assessing the quality of services from the user/client perspective. At the same time, meetings 
with the coordinators of the Municipal Programs on STD/AIDS and Viral Hepatitis were held to investigate the state 
of the epidemic and the response to Hepatitis C in these same municipalities. Knowledge gathered during both the 
meetings with health institutions and the social cartography mapping helped identify the bottlenecks hindering access 
to diagnosis and treatment; the process also helped spot the dysfunctions in HCV management. Six months later, a 
new series of meetings were held with the coordinators of the Municipal Programs on STD/AIDS and Viral Hepatitis 
where the social cartography mapping results were presented, hence triggering an exchange on the ways health 
services could overcome the identified barriers and dysfunctions, and ultimately better address the needs of users. 

The simple and direct form of the users’ narratives allowed program managers to have punctual feedback which can 
be difficult to collect in services, because the time spent with users is primarily dedicated to the medical follow-up of 
their health condition. Additionally, the online platform has proved to be a valuable documentation and referencing 
tool for service users and the general public. Information sharing contributed to users’ empowerment both individually 
and collectively. Social cartography mapping yielded a powerful tool for enabling advocacy for increased resources, 
implementation of guidelines and protocols, simplification, etc. For example, in the Municipality of Sorocaba, 
FibroScan® tests were dismissed from the list of required tests, and there was an increased offer of electrocardiogram, 
thereby reducing turnaround time for results thanks to tele-ECG and digitalization of medical records. The Municipality 
of Sao Paulo organized healthcare worker trainings on HIV/HCV co-infection and clinical protocols and improved its 
notification system. In Santos, the lab systems were reinforced, which led to a reduction in the waiting list for tests.

Impact Stories

MTAAG+BMQ

Factsheet no5        Mapping of services Factsheet no5        Mapping of services
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10.2ADVOCACYENGAGING COMMUNITIES  TOWARDS HEPATITIS C ELIMINATION 
BEST PRACTICES AND TOOLS

1. Definition
•  Advocacy is an activity led by an individual or a group that aims to 

influence decisions within political, economic, and social institutions. In 
terms of public health, advocacy supports and promotes patients’ health 
care rights to improve the availability, accessibility, and quality of care.

•  Advocacy is used to ensure social and policy transformation and can 
take many forms: it could be developed through letters to or bilateral 
meetings with targets. It can be based on activities aiming at the increase 
of public demand for a certain change. In this case advocates can use 
mass media, direct political intervention, and community mobilization. 
Advocacy should be based on evidence and it can then be supported by 
the publication of research and reports. 

2. Objectives & Uses
•  Advocacy aims to ensure that even the most vulnerable people in society 

can make their voice heard on issues that concern and impact their lives, 
that their rights are protected and that their needs are considered when 
policies are designed to address their needs.

•  Advocacy allows people to express their opinions and concerns, to 
defend their rights and duties, to access information and services.

 

3. Examples of advocacy tools
Petition letters – Factsheet N°6 
Reports – Factsheet N°7
Press Releases – Factsheet N°8
Legal Actions – Factsheet N°9
 

Advocacy 

10.2

Tips & Tricks
•  Research your topic thoroughly, including how many 

signatures you would need for your petition to be put in 
effect

•  Identify accurately the target of your petition and the best 
strategy to gather their signatures

•  Explore online petition websites if you want to touch a 
wider audience

•  When writing your request, be clear and use formal 
language to file the petition. Be friendlier in your words so 
the appeal may attract a wide audience

•  Do not forget to set-up a clear closing date (although it 
can be amended if needed) for your petition letter

•  Make sure you can deliver in person the results to the 
target of your petition, possibly in front of the media

Definition

A petition is a written request to the appropriate authority 
or office, signed by a number of people (either specific 
stakeholders or the general public) which requests 
changes in a particular course of action; petitions often 
target action related to legal obligations or legal reforms. 
A petition is one type of advocacy letters. These also 
include other types of letters such as accountability and 
transparency requests. Petition and advocacy letters are 
an important part of the democratic process.  

Objectives & Use
Petition letters may be used by non-governmental 
organizations to:
• Obtain long-term change through public pressure
• Raise awareness about their cause
• Spread their message across a diverse pool of stakeholders
•  Support other activism activities such as demonstrations 

to reinforce the advocacy message
•  Stimulate accountability and transparency by decision-

makers, such as public health authorities

Essential Components
Petition letters should include:
1.  A statement of Purpose framing the specific goal of the 

petition
2.  Supporting details presenting the nature of the issue, 

reasons to address it and a specific call to action to 
address it

3. References for any statistics mentioned.
4.  Form for signatures, with separate columns for 

signatures, printed names and contact information, to 
ensure the signatories can be tracked. 

 
 

Factsheet no°6       Petitions and other
         advocacy letters

Examples & Impact stories

1. FOAESP
Addressed to the Head of Department of HIV/AIDS, STI and 
Viral Hepatitis within the Ministry of Health, this petition 
letter was sent on behalf of the 105 members of FOAESP. 
It was used in advocacy meetings with both government 
officials and member of the legislative assemblies at the 
federal and state levels.  

Along with other factors, this particular initiative and 
the advocacy efforts that followed contributed to such 
advances as:

•  During 2018, the Clinical Protocol and Therapeutic 
Guidelines for Hepatitis C and co-infections were 
updated twice in order to introduce universal 
access to treatment—irrespective of liver fibrosis 
stage, retreatment, or DAA treatment for the most 
serious cases. It also supported the introduction of 
increased therapeutic options incorporating WHO 
recommendations on pan genotypic regimens and cost-
effectiveness criteria. HCV tests were added to the list 
of prescribed tests for people living with HIV annually.  
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2. DNP+
Over the course of the project, DNP+ 
prepared a certain number of petition 
letters to request direct action from the 
government, either with regards to patients’ 
situations or more generally with regards 
to the late launch of the national HCV 
program, denouncing the lack of action of 
the government. The national program was 
launched following several petitions sent 
to the Prime Minister, the Health Minister, 
and the Justice Minister. Signed by several 
organizations of the local civil society, these 
petitions addressed several stakeholders 
at the same time, involving all of them 
in the discussion and pushing the ones 
denunciated in the petition to act. In addition 
to this, DNP+ also sent individual letters to 
solicit ministers who promised to sort out 
medicines for patients on a case-by-case 
basis and managed to obtain treatment for 
more than a dozen patients this way. This 
two-pronged approach – individual cases 
and national strategy – reinforced their 
advocacy efforts and increased the public 
pressure on the government, helping them 
achieved these results. 

•  In July 2018, the Ministry of Health launched its elimination plan, setting a yearly treatment target of 50,000.    
•  The first locally produced generic version of Sofosbuvir was registered in May 2018. Although this did not result 

in the introduction of generics in Brazil, the issue of abusive prices, IP, and the notion of public interest all made a 
breakthrough both in the public debate and in the electoral campaign of 2018. Furthermore, with the perspective 
of having a generic competitor, a powerful negotiation leverage in the hands of the federal government, originator 
manufacturers were obliged to significantly reduce prices in procurement negotiations with the government.    

•  The Yellow July law, institutionalizing annual awareness campaigns on viral hepatitis, was promulgated in January 2019.

This initiative also nourished the collaboration with Sao Paulo State HCV Program. Through access to data on treatment 
distribution in such a key state of the HCV response, non-government organizations helped highlight delays and dysfunctions 
in treatment access.

FOAESP

DNP+

Factsheet no°6       Petitions and other
         advocacy letters

Factsheet no°6       Petitions and other
         advocacy letters
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Factsheet no7      Reports Factsheet no7      Reports

Tips & Tricks
• Use facts and figures
• Gather pertinent details from the parties involved and 

piece them together in a coherent format that paints a 
clear picture of the situation

• Always confirm and clarify details with your sources. 
Make sure they are all properly cited through the report 
and listed at the end of your report. 

• Write the report in a matter-of-fact way without revealing 
your personal feelings. Conjecture and opinion do not 
belong in an assessment report

• Use formal language, free of slang or jargon
• Finish by preparing the executive summary after all the 

data is gathered and the content put into a logical order
• Be sure that the report is written in an understandable 

and appealing way that is adapted to the audience
• Be concise and have an appealing design
• Include figures and graphics to make reading easier
• Make it available online or on USB keys to be eco-

friendly

Definition

Reports can take a wide variety of forms, including 
situational assessment reports and policy briefs. Reports 
contain verified and concise information on a specific 
issue, such as the implementation of a national health 
program in a country, with facts, context, analysis of 
the situation and recommendations on how to resolve 
existing issues.  

Objectives & Use
Reports may be used by non-governmental organizations to: 
• Provide all parties with clear information on a situation
• Correctly assess a situation before making an important 

decision on an event or on the programming of activities
• Help authorities, non-governmental organizations 

and any other relevant stakeholders assess a baseline 
situation, the effectiveness of a program, etc.

• Support advocacy claims towards the health authorities 

In the case of a report executed by a third party on the 
activities of the organization, reports can increase their 
credibility and reputation in a certain field vis-a-vis funders 
and authorities.

Essential Components
Reports should include:
1. An Executive Summary to convey the most important 

information about the report
2. Key Terms on the topic
3. Background Information with history of the topic, 

identification of key players and relevant statistics
4. Assessment of the current situation such as existing 

gaps in the public healthcare system
5. Key findings resulting from the assessment, which can 

include significant achievements and failures of the 
organization’s activities

6. Methodology
7. Recommendations 
8. References and resources used

 
 

Impact stories

1. TREAT Asia

In 2018, TREAT Asia released a regional brief on why HIV 
and HCV co-infection must be better addressed, “Hepatitis 
C: Policy Recommendations for Addressing a Growing 
Epidemic”, in collaboration with WHO SEARO. The policy 
brief outlined the current situation regarding co-infection 
in the Asia-Pacific region, clinical challenges with regards 
to dual treatment, and why increased investments must 
be made to advance the control of both diseases. The 
brief was shared through newsletters and at conferences 
and aimed at policy makers, community advocates, and 
representatives from international organizations. The 
report provided a synthesized overview of HCV infection 
and advocacy messaging, including the human and 
financial cost of the epidemic and benefits of investing in 
diagnosis and treatment programs.

2. GIV

This situational assessment report aimed to address what 
was perceived as a lack of information among people 
living with HIV in the city of São Paulo on HCV treatment 
and HIV-HCV coinfection. Feedback on the document 
mentioned that it “filled a gap”, offering HIV/AIDS 
activists and others, basic information on the epidemic, 
contextualized the medical and political scenario for HCV 
treatment possibilities, as well as policy parameters (e.g. 
the Brazilian Plan for the Elimination of Hepatitis C, and 
the 2030 elimination goals established by World Health 
Organization).

The report helped to support evidence-based advocacy 
actions and, at the same time, to monitor HCV policy and 
its implementation, with a focus on HIV-HCV coinfection. 
It also documented the existence of waiting lists and 
pointed out flaws in HCV management. 

The first edition, issued in November 2017, was printed 
in 200 hard copies, distributed to partners and relevant 
stakeholders, during HCV-related events and within the 
NGO/AIDS space. The updated edition, in December 
2018, was distributed in 100 hard copies, disseminated 
via e-mail, and made available on GIV website.

Information and data included in the report were 
presented in conferences and events, further contributing 
to knowledge sharing while reinforcing GIV’s reputation in 
the HCV space. 

10.2ADVOCACYENGAGING COMMUNITIES  TOWARDS HEPATITIS C ELIMINATION 
BEST PRACTICES AND TOOLS

TREAT Asia

GIV



128 129

Tips & Tricks
• Make sure the timing is relevant and adequate to ensure 

journalists are available to cover your announcement. 
Speedy preparation is also key when the announcement 
is tied to a current event to ensure you do not miss the 
window of opportunity.

• Find a compelling headline to grab journalists’ attention 
and include an informative lead paragraph to keep it.

• Add supporting quotes for credibility to your statement
• Include a clear call to action, if relevant
• Catering to your existing relationships with journalists 

is also important as they will be more inclined to spare 
some time to check and maybe cover your press 
release.

• Brief the organization spokesperson in the event that 
live interviews are requested

• Follow-up calls with news outlets after the release
• Do not neglect regional/local/citizen/community media

Definition

A press release is an official statement delivered to 
the media in electronic or physical form to provide 
them specific but brief information about an event, 
announcement, official statement or other happening. If 
picked up by members of the media, the press release 
will serve as a basis for the writing and publication of an 
article or any other form of media coverage. 

Objectives & Use
Press Releases may be used by non-governmental 
organizations to:
• Secure media coverage on a specific activity they are 

running
• Promote a message, call to action, advocacy statement, 

etc.
• Increase visibility and credibility of the organization on 

a specific theme

Essential Components
A press release should include:
1. Letterhead or Logo
2.  Contact Information of the person in charge of 

communications in the organization
3.  Attention-grabbing headline which summarizes well the 

news shared in the press release 
4.  Dek, a sub-headline summary which describes the 

headline in more detail, by highlighting the main points
5.  Dateline, which indicates the release date, the city of 

origin of the press release and if a news embargo is 
requested or not (either “Embargoed until [Date] or 
“For Immediate Release”).  

6.  Introduction, giving basic answers to the questions 
“who, what, when, where and why”.

7.  Text body with further explanation, statistics, 
background, or other details relevant to the news, 
followed by quotations and any supporting facts and 
details. 

8.  Boilerplate profile giving a general but brief overview of 
the organization.

9.  Close, indicating the end of the release, either with 
“ends”, “###”, or “-30-”.  

 
 

Impact stories

1. MTAAG+

Several press releases have been prepared through the 
project and MTAAG+ has developed strong relationships 
with some journalists of a national newspaper. These press 
releases are usually prepared after internal discussions 
about current events and shared with other community-
based organizations to gather support and include their 
feedback. Over the course of the project, MTAAG+ issued 
several press statements that were generally published 
in local newspapers and on-line media, along with quotes 
from other important stakeholders such as the Ministry 
of Health, cementing their position as a well-recognized 
patient/community voice on HCV in Malaysia.

No Date Title Outcome

1 11th March 2019 Towards Achieving 2030 
Hepatitis C Elimination

Article in The Star on 21 Mar 2019 
 https://www.thestar.com.my/news/nation/2019/03/21/
university-private-hospitals-to-have-access-to-hep-c-
treatment/#Rd6grAWF0YcD4KKK.99

4 23rd Oct 2018 Hepatitis C elimination 
will fail without new 
Malaysian government 
commitment.

In response to this Press Release, The Star published 
an article on 24 Oct 2018  https://www.thestar.com.
my/news/nation/2018/10/24/govt-urged-to-replenish-
as-hepatitis-c-med-stock-in-govt-hospitals-run-
out/#I7tUk83PtcMoGAuU.99

Also another article from the same newspaper  
on 25 Oct 2018  https://www.thestar.com.my/
news/nation/2018/10/25/hepatitis-c-medicines-
being-redistributed-new-supply-to-arrive-next-
month/#O7HUp4oM7ladyIex.99

MTAAG+ MTAAG+

Factsheet no8      Press Releases Factsheet no8      Press Releases

10.2ADVOCACYENGAGING COMMUNITIES  TOWARDS HEPATITIS C ELIMINATION 
BEST PRACTICES AND TOOLS



130 131

Essential Components
The preparation of a legal action should include the 
following steps:
1.  Finding a lawyer with real expertise in the area of law 

concerned by the suit, familiar with the court system to 
be used, and skilled in both negotiation and litigation 
as well as legal strategy, at a price affordable for the 
organization or pro bono if possible

2.  Determining whether there is a case, what to obtain 
from the legal action, whether the legal action will be 
filed by the organization, on behalf of a small number 
of plaintiffs or on a whole class of people, a group of 
people who have something in common which has 
caused them to be injured physically, economically, or 
politically, by the actions or policies of the defendant, 
where and in what court to file, when and whether to 
settle, and on the minimum amount or concession 
acceptable. 

3.  Researching thoroughly all the information needed - 
the history of the case, documents or other tangible 
evidence, knowledge of the issue (both academic and 
practical), government regulations, and questions 
meant to discredit the organization, etc. 

4.  With the help of the lawyer, preparing and reviewing 
the filing, by identifying the defendant, the plaintiff, 
the facts related to the case and the reasons for 
filing, the rights invoked, and the request made by the 
organization.

5.  Including all supporting documents to reinforce 
the standing of the case, such as articles of law, 
precedents, etc.

6. Make sure to draw the attention of the media

2. ALCS

During World Hepatitis Day 2019, ALCS held a press conference and published in the main newspapers the demands 
formulated by civil society organizations. The press release explained the context in Morocco (epidemiology, state’s 
response, medications prices, etc.) as well as the means to reach elimination. In 2019, the press conference, jointly 
with the press release, pushed the government to launch the first tender to procure DAAs. 

Definition

A legal action or lawsuit is a set of actions /proceedings 
that, use the tools offered by the legal and judicial systems 
to protect and promote rights in courts or in other fora. 
Legal actions can come in different forms, such as civil 
and criminal, and they can be filed in different courts, 
such as state or federal. Legal actions can have different 
scopes of goals and outcomes. 

Objectives & Use
Legal actions are very serious and should mainly be used by 
non-governmental organizations as a tool if: 
• The other party refuses to discuss or address the issue
• Negotiation and mediation with the other party have 

failed 
• The other party has made it clear that legal action is the 

only course it will accept 
• Taking legal action is part of a larger strategy to keep the 

opposition off balance while the organization works to 
get a law passed that will make the suit unnecessary

Legal actions may be used by non-governmental 
organizations to: 
• Set a legal precedent that helps the organization’s 

cause over the long term. In some legal cases, new 
interpretations of the law can have profound social and 
political consequences. 

• Obtain money damages as compensation for pain, 
suffering, trouble for example or other type of actions 
such as a leak of private information

• Obtain a temporary or permanent injunction to stop 
something from happening or to make sure something 
keeps happening

• Obtain mediation or arbitration to help resolve a case
• Punish the other party for causing harm to others for the 

sake of their own profit or self-interest
• Pressure the other party publicly to take action

ALCS

Factsheet no8      Press Releases Factsheet no9      Legal Actions

10.2ADVOCACYENGAGING COMMUNITIES  TOWARDS HEPATITIS C ELIMINATION 
BEST PRACTICES AND TOOLS



132 133

Tips & Tricks
• Be aware that this lawsuit may be part of your organization’s life for a very long time as these processes can be very 

lengthy.
• Before taking legal action, be sure that you have the resources for a long court battle, both financially (although you 

can find pro bono support), in terms of time, moral strength; keep in mind that there is no guarantee of a win and 
that a loss could set a legal precedent that hurts your cause over the long term.

• Be aware that legal actions will deeply impact the relationship between the two parties involved.
• Legal actions against governments will be mostly efficient in contexts where judiciary, legislative and executive powers 

are separated.

Impact stories 

1. DNP+

In the constitution of most states, the government is 
compelled to ensure that the population have access to 
its basic needs including the right to adequate healthcare. 
In India, DNP+ filed a Public Interest Litigation against 
the state government because the most marginalized 
people did not have access to HCV care. The lawyer 
gathered evidence collected by outreach workers in each 
hospital of the state to prove the lack of will at the level of 
policymakers. Each hearing ended by the high court judge 
ordering that the constitution must be respected (either 
by making available diagnostics kits, by communicating on 
the supply chain management system, or by increasing 
the number of hospitals capable of treating HCV, etc.). 
The state government wanted to avoid getting publicly 
shamed and to do so, its representative collaborated with 
DNP+ to improve the access to HCV care of people who 
inject drugs. 

2. Fundación IFARMA

Under the Colombian constitution, the right of legal 
petition allows everyone to address requests to public 
authorities pertaining to issues of general or individual 
interest, and to obtain response in due time. 

IFARMA used this constitutional right, and all sorts of 
complementary legal tools, to demand that the Ministry 
of Health issue a declaration of public interest for 
Hepatitis C DAAs. IFARMA, along with other organizations 
backing the request, asked the Constitutional Court to 
press the Ministry of Health on the grounds that the 
government was ignoring the rights of citizens and the 
court ordered the Ministry to respond. The government 
was forced to engage in the process because they could 
be prosecuted if they did not respond. By obliging the 
government to have public accountability, the resort to 
this legal instrument turned access to HCV treatment 
into a key topic in Colombian public debate, triggering 
a process that has led to numerous advances in the 
country-wide HCV response.  

For the first time, the Ministry of Health entered 
direct price negotiations for pooled procurement 
via the Pan American Health Organisation (PAHO) 
Strategic Fund. Breaching the customary practice of 
bilateral negotiations between drug manufacturers 
and insurance companies, the Ministry of Health was 
able to obtain a price reduction of 55%. In parallel, 
several regulatory measures towards simplification and 
decentralization of service delivery were taken. Clinical 
pathway and guidelines were updated to include pan 
genotypic treatments, the requirement for a genotyping 
test was discarded, and community-based organizations 
were authorized to perform rapid tests. 

In the Colombian system, Departmental Health 
Authorities bear the responsibility and financial burden 
for patients of the subsidized regime, accounting for 
half of the Colombian population, including a large 
number of the poorest and most vulnerable. The right 
of petition was used by IFARMA and allied CBOs to keep 
the pressure high on both the central government 
and the departments with the aim of extending the 
centralized procurement scheme to patients falling 
under the subsidized scheme. Ultimately, the resort 
to legal actions has contributed to a better financial 
coverage and more equitable access to diagnosis and 
treatment.    

Fundación IFARMA

Factsheet no9      Legal ActionsFactsheet no9      Legal Actions
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1. Definition
•  To ensure healthcare systems are efficient, it is essential that healthcare workers 

remain informed of the latest developments in their area. While continuous 
education is an important part of their career, healthcare workers should also 
take interest in other forms of trainings that improve engagement in setting- and 
population-specific environments. 

•  In the context of this toolbox, trainings for healthcare workers designate trainings 
on hepatitis C delivered to practicing healthcare professionals, including trainings 
designed with the input of communities.

•  These trainings are usually delivered through presentations, discussions, breakout 
groups, practical exercises, and printed materials. They can also be presented 
online through video lectures for example.

2. Objectives & Uses
•  Trainings for healthcare workers allow healthcare practitioners to keep their 

knowledge and skills up to date, to ensure they are well prepared to perform their 
duties, that errors are avoided and that patients benefit from the highest quality 
of care.

•  These trainings also allow healthcare workers to increase their understanding 
regarding the prevention and management of a specific condition, to improve 
the quality of their diagnosis and their capacity to discuss a given condition with 
patients.

•  Trained physicians improve the efficiency of the healthcare system, as well as the 
satisfaction and well-being of patients. 

•  Trained physicians are also more aware of existing gaps in the healthcare system 
and can be rallied to request better national healthcare programs from the 
government.

 

3. Examples of Training modules
    for  healthcare workers
Factsheet N°10 – HCV Epidemiology, History, Diagnosis, Treatment and Prevention 
Factsheet N°11 – Stigma and Discrimination 

Training modules
for healthcare workers 

10.3

Definition

HCV training modules for healthcare workers designate 
comprehensive training modules covering HCV, 
epidemiologic information, the cascade of care (from 
screening to treatment and follow-up care), as well as 
other topics.  

Objectives & Use
Despite the launch of DAAs in 2013, a major gap in the 
access to HCV treatment remains the lack of adequate 
training of healthcare professionals, some of whom have 
spread misconceptions about the disease and have not 
been made aware of the latest developments in terms 
of clinical practices. Updated HCV trainings modules for 
healthcare workers are therefore essential to:  
•  Help national programs more effectively engage highly 

marginalized key populations
•  Increase the efficiency of national health programs, 

especially the decentralization and simplification efforts 
of these programs

•  Minimize loss-to-follow-up of patients with adequate 
healthcare procedures

•  Integrate HCV care, services, indicators, etc. in already 
existing services for other diseases

Essential Components
HCV Trainings modules for healthcare workers can take 
several forms, but will mostly be sets of presentations, 
breakout group discussions, and practical exercises. 
These activities are delivered through in-person trainings. 
They should not only address clinical and technical issues, 
but they should also address specific key population 
needs and include trainings on prevention of stigma and 
discrimination. It is important to develop these modules 
through a collaborative effort between experienced 
doctors and communities.

In practice, these training modules need to include the 
following topics:
1.  Clinical: Epidemiology, History, Screening, Diagnosis, 

Treatment, Co-morbidities, Prevention
2.  Technical: Access to medicines, Intellectual Property (if 

relevant in your country)
3.  Behavioral: Prevention of Stigma and Discrimination (to 

be addressed in factsheet N°15)

 

Tips & Tricks
Training modules should be: 
•  Designed together with community representatives so 

they adequately address the needs of key populations
•  Designed and implemented in coordination with 

the Ministry of Health to reach as many healthcare 
practitioners as possible

•  Based on the latest WHO recommendations and 
national guidelines

• Frequently updated
•  Implemented through in-person trainings sessions 

(online options can also be explored)
•  Include a “trainer of trainers” approach to contribute 

even further to decentralization

Factsheet no°10        Training on HCV for      
   Healthcare Workers
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1. TREAT Asia
Since 2017, TREAT Asia has recurrently conducted 
physician trainings with the involvement of WHO WPRO 
and SEARO offices, with the help of trainers from two 
WHO viral hepatitis collaborating centers (i.e. Kanazawa 
Medical University, in Kanazawa, Japan, and the Sanjay 
Gandhi Postgraduate Medical Hospital, in Lucknow, 
India). These yearly trainings targeted program managers, 
specialist physicians, and primary healthcare physicians 
from up to 16 countries in the two regions. The scope 
of content covered HBV and HCV epidemiology, 
prevention, screening, diagnostic and treatment, along 
with WHO guidelines and recommendations. This 
was the first instance of collaboration for these two 
WHO regional offices, which has helped to ensure that 
updates of national guidelines based on the latest WHO 
recommendations do not face further delay. Moreover, 
after 3 years of experience with this training format, 
TREAT Asia designed a set of training modules based on 
the ones already conducted. Together with the help of the 
Sanjay Gandhi Postgraduate Medical Hospital and WHO 
SEARO, TREAT Asia is now recording a voice over for these 
modules. They will then be published and shared on the 
two WHO regional websites to provide a complete training 
based on the WHO guidelines to all doctors, national 
program managers, wishing to expand their knowledge 
on viral hepatitis or to assist in implementation of further 
in-country trainings.

Impact stories 2. CoNE
CoNE elaborated a training module called “understanding Hepatitis C” to train physicians in the private sector, 
healthcare workers in the public sector and managers in NGOs working on HIV. The module provides detailed 
information on Hepatitis C, transmission, sequelae, at-risk populations, diagnosis, and treatment (including 
drug-drug interactions). The government of Manipur adopted the module and is using it to continue training 
the medical staff in remote areas. The manual is regularly updated to take into account the latest results of 
medical research. 

TREAT Asia

CoNE

Factsheet no°10        Training on HCV for      
   Healthcare Workers
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Essential Components
Stigma and Discrimination trainings modules for healthcare 
workers can take several forms, but will mostly be sets of 
presentations, breakout group discussions and practical 
exercises. These activities should be delivered through 
in-person trainings. Elements can include role-play, self-
disclosure of lived experiences, simulation, or action plans 
design. 

Stigma and Discrimination trainings should be careful to 
address the specific needs of the key populations being 
targeted, as different key population communities may have 
very different experiences with healthcare discrimination 
and self-stigma. 
 

Tips & Tricks
Training modules should be: 
•  Designed together with community representatives so 

they adequately address the needs of key populations 
•  Designed and implemented in coordination with the 

Ministry of Health in order to reach as many workers as 
possible

•  Based on the latest WHO recommendations and on the 
national guidelines

• Frequently updated
•  Implemented through in-person trainings sessions (online 

options can be explored)
•  Include a “trainer of trainers” approach to contribute to 

further dissemination

Definition

Stigma can be defined as social disapproval on the 
grounds of a particular characteristic that sets the person 
apart from others in society. Discrimination occurs when 
a person is treated less favorably than others are (or 
would be) treated in the same or similar circumstances, 
due to their identity, including ethnic origin, citizenship, 
faith, gender identity and expression, sexual orientation, 
disease, disability, etc. 

Discrimination is the behavior that results from stigma. 
Stigma can also lead to self-discrimination, where an 
individual feels unworthy or guilty. Discrimination against 
individuals can have consequences on their subsequent 
behavior.

Objectives & Use
Trainings on Stigma and Discrimination for healthcare 
workers are essential to ensure that key populations are 
cared for adequately in the healthcare system, that their 
needs are respected and that their voices are heard. 

Due to existing forms of discrimination in the current 
healthcare services, many of the key populations affected 
by HCV do not receive the care they need, despite the fact 
they have the right to access services. In some situations, 
the most marginalized populations may remain out of 
reach of the healthcare system because they do not wish to 
engage with healthcare providers for fear of discrimination.

To ensure that HCV national programs are efficient, stigma 
and discrimination trainings must be provided to all 
healthcare workers, and in particular to primary healthcare 
level practitioners that are most likely to encounter 
marginalized people in their practice.

1. MAC
Discussions to develop the Hope module started 
back in 2017; the module focused on reducing stigma 
and discrimination among healthcare workers and 
key populations (self-stigma). A series of consultation 
workshops was conducted to develop two types of 
module, one for healthcare workers and one for key 
populations (self-stigma). The development of healthcare 
worker module materialized through a workshop held in 
November 2018, with the collaboration of the Ministry of 
Health. Many representatives from government agencies 
and community groups attended this 2-days workshop 
to finalize the training module. Topics on Hepatitis C were 
included, and the participating members suggested the 
title “Hope” as the name of this this training module. In 
2019, 2 training workshops took place to refine, simplify 
and revise the module, with participants selected by 
the Ministry of Health and several regions of Malaysia. 
These workshops have been associated to the national 
campaign “Aku Janji” (I promise to screen HCV, to cure 
HCV, to share info on HCV). 

Furthermore, to measure the quality of services 
provided by the trained healthcare workers, a stigma 
and discrimination reduction review will be piloted in 
2020 for 6 states under the Global Fund Multi-Country 
Grant. There will also be three other “trainer of trainers” 
workshops, where the participants need to commit to 
train other healthcare workers upon their return to their 
respective healthcare settings. Participants have been 
invited by the MoH, which means follow-up updates will 
be mandatory.

Endorsed by the government, the Hope module will be 
shared nationwide and serve as the basis of all healthcare 
workers’ education on stigma and discrimination. This 
initiative has ensured that eliminating stigma and 
discrimination among healthcare workers becomes a 
priority in the national program in order to bring in key 
populations for HCV screenings and treatment.

2. ALCS
Over the multiple years of the project, ALCS trained 
physicians, outreach workers, nurses, administrative 
civil servants, and policy makers to make sure that 
once the national plan is launched, the basis will be 
set for a rapid scale-up. ALCS hired consultants to 
elaborate the modules on the most difficult subjects 
and when they had established a command of the 
subject, ALCS developed the modules internally. Training 
subjects included counselling, referral, and stigma and 
discrimination. Generally, the trainees welcomed these 
trainings and ALCS observed an immediate positive effect 
of capacity building. In addition to these trainings, ALCS 
set-up a system to accompany patients and in particular, 
people who inject drugs, in health services, in order to 
progressively build a relationship of trust with healthcare 
workers.

ALCS also developed the modules and trained healthcare 
workers and administrative staffs in prisons to prepare 
them to test and treat inmates, a population highly 
marginalized and subject to intense discrimination. These 
trainings were a big success in the northern region and 
the governor of the region asked ALCS to extend these 
trainings to other regions.

Impact stories

MAC
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1. Definition
• Community-based education designates training programs offered by community 

organizations to educate individuals or groups within or outside of their 
communities. 

• These programs are designed by the communities concerned by the issue at stake 
and are delivered through a wide range of methods, such as formal and informal 
activities that include: workshops, discussions, exercises, exchanges.  

• Community trainings are an important form of learning as they are based on first-
hand knowledge of the issue.

2. Objectives & Uses
• Community trainings are essential to equip and empower community members 

with the knowledge and skills needed to advocate for their needs
• Community trainings offer a more efficient approach to learning to improve the 

competencies of participants through practical, real-life sharing of experiences 
• Community trainings that focus on increased awareness of communities in order 

to lead to greater coverage of related health interventions.
• It allows peer-to-peer education and it makes it easier for community members to 

trust the information received.

3. Examples of Training modules
 for community members
Factsheet N°12:  HCV Literacy, including topics such as Prevention, Diagnosis, 

Treatment, Advocacy, and Intellectual Property
Factsheet N°13: Community models of care 
 

Training modules by and
for community members

10.4

Tips & Tricks
Training modules should: 
• Be implemented through in-person training sessions
•  Include community discussions on stigma and 

discrimination and patients’ rights to access adequate 
healthcare

•  Review the existing guidelines to reflect on how they 
could be improved

•  Include practical exercises such as mapping of facilities 
in the locality, arranging the cascade of care steps, 
preparing action plans

• Be delivered by peer community members.

Definition

HCV training for communities designate training modules 
designed by community members to raise awareness 
and advocacy skills among peer community members 
affected by HCV. This methodology allows for the 
empowerment of communities to voice their needs and 
concerns to the government toward an effort to design 
more effective national HCV programs. 

Objectives & Use
Trainings on HCV for communities are essential to: 
•  Raise awareness about HCV, how to screen, diagnose 

and cure it and how to prevent infection or re-infection 
in the future

• Empower the community
•  Equip them with advocacy tools to address the 

government but also healthcare professionals
•  Emulate the community knowledge to design guidelines 

or training modules for healthcare professionals 
adapted to the needs of the communities affected by 
the disease. 

Essential Components
HCV Trainings modules for community representatives 
and outreach workers can take several forms, but they 
will mostly involve sets of presentations, breakout group 
discussions, and practical exercises. They are typically 
delivered through in-person trainings. 

In practice, these training modules need to include the 
following topics:
1.  Clinical knowledge: Screening, Diagnosis, Treatment,  Co-

morbidities, Prevention
2.  Policy knowledge: Advocacy, Access to medicines, 

Intellectual Property (if relevant in your country)
3.  Models of care such as community-based testing and 

prison testing (to be addressed in factsheet N°18)

Factsheet no 12        Training on HCV
                                       for communities
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1. MTAAG+
From 2016 to 2018, MTAAG+ implemented community-training workshops on HCV literacy, including access to 
diagnostics and treatment, harm reduction, intellectual property, and access to medicines. These workshops were 
well received by the participants.  They were organized across different regions of Malaysia in collaboration with other 
community-based associations. Community representatives were invited to speak about their experiences in accessing 
the DAA-based treatment, while a healthcare worker presented information on HCV testing and treatment. Interactive 
exercises were conducted to strengthen knowledge among the participants, such as mapping (where participants were 
asked to draw a map which shows the distance between their houses and the nearest clinics and hospital) or treatment 
pathways where participants had to put in order the different steps of the HCV cascade of care. Participants were also 
trained to use social media to strengthen their advocacy efforts through petitions and promotion. 

Through the workshops, participants developed activities, such as making a press release on access to DAAs, setting-
up meetings with / sending petitions to their local Member of Parliament to raise HCV issues in Parliament, preparing 
and distributing flyers, or organizing World Hepatitis Day events. MTAAG+ monitored their implementation over the 
following months. These action plans helped gather the support of some MPs to carry forward the concerns of patient 
groups in the Parliament on topics such as access to DAAs in Malaysia, reinforcing the case for compulsory licensing.

Impact stories Essential Components
In the context of the Coalition PLUS HIV/HCV Drug 
Affordability Project, partners focused on the elaboration 
of two main models of care:
• Community-based Testing 
• Community-based Testing in Prison settings 

Models of care should: 
1.  Include HCV literacy training for the targeted key 

populations
2.  Include HCV literacy training and model-of-care 

implementation training for involved staff, outreach 
workers or penitentiary workers

3.  Be designed to be patient-centered and flexible to the 
context

4.  Go through an evaluation and revision process after 
implementation

5. Support an efficient utilization of resources
6.  Ensure they are ethical and guarantee equitable access 

to treatment with safe quality care for patients across 
the full cascade of care

7.  Be linked to national guidelines and shared with clinicians 
and program managers to get their buy-in for further 
expansion

8.  Be designed in partnerships with authorities or other 
relevant stakeholders (including other non-governmental 
organizations, private and public companies, etc.) 

9. Be considered as pilot approaches

The associated training modules for community 
representatives and outreach workers can take several 
forms, but will mostly be sets of presentations, breakout 
group discussions, and practical exercises. They will 
typically be delivered through in-person trainings.  

In practice, these training modules need to include the 
following topics:
1. HCV Literacy
2. Presentation of the model of care and its implementation
3. Evaluation and review process of the model of care
4. Costing and funding of the model of care
5.  Implication of the healthcare practitioners and 

the healthcare system for further expansion and 
systematization

Definition

A model of care describes how health services are 
delivered. Namely, it identifies best practice for care and 
services for a person, population group, or patient cohort 
as they progress through the stages of a condition, injury, 
or event. It aims to ensure people get the right care, at 
the right time, by the right team, and in the right place. 
In the context of this toolbox, community models of 
care designate best practice for care and services as 
defined by the population affected by the condition 
which the model of care addresses. It ensures the setting 
is appropriate for patients, as it has been designed with 
their specific needs in mind, assuring the absence of 
stigma and discrimination.

Objectives & Use
Being directly affected by HCV, HCV patient groups and key 
populations are in the best position to know how models of 
HCV care can respond to their specific needs. Their input in 
designing models of care is therefore essential. Over recent 
years, community-based approaches to healthcare have 
started to be recognized as an efficient means to reach 
highly marginalized populations, such as people who inject 
drugs and prisoners. In the case of HCV, these populations 
carry a disproportionately high burden of the epidemic. 

These models of care aim to improve the delivery of HCV 
services to affected key populations, to change existing 
processes so that they correspond more adequately to the 
needs of these key populations, and to engage them more 
efficiently. 

The objectives of the model-of-care trainings is therefore to 
provide community-based organizations with the adequate 
tools to implement and advocate for the expansion and 
systematization of these community models of care, as well 
as to support adjustment or creation of models adapted to 
their own country context.

MTAAG+Hélène Boscardin-Suwandi
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After gaining approval of the Prisons Department and in 
collaboration with the Ministry of Health, MTAAG+ was 
able to conduct 3 sessions of screening in 3 prisons across 
Peninsular Malaysia.

The MTAAG+ team first trained the prison authorities about 
the pilot project and its model, then organized knowledge-
sharing discussions and trainings of staff and inmates, 
followed by the HCV screening with Rapid Test Kits for 
prisoners who had voluntarily registered (for a maximum of 
60 inmates per prison, a combination of male and female). 
Positive patients were then referred for further diagnosis 
and treatment. 

Findings of the first sessions revealed that the knowledge of 
HCV among inmates was very low and HCV prevalence was 
very high (around 40% among prisoners screened). Testing 
with RDTs, which recently became available in Malaysia, 
was a big improvement from the Elisa test usually practiced 
in prisons, which can take up to a month for results from 
the hospital as inmates need to travel there. 
Following this pilot project, further discussions are taking 
place with the Malaysian Human Rights Commission, the 
Prisons Department, and the Ministry of Health in order to 
institutionalize HCV screening in prisons.

2. CoNE
• Screening campaigns conducted by CoNE in Manipur 
are organized in three phases. The first phase is related 
to the preparation and organization of the campaign, with 
the ethical clearance of the model of care, the training 
of outreach workers to identify potential clients, the 
performance of the screening together with healthcare 
professionals, the dissemination of promotional materials 
to raise awareness about the services and to obtain testing 
supplies. The second phase is related to conducting the 
campaign and managing the immediate needs of the 
population identified on site, with counselling of clients and 
HCV literacy on treatment access in Manipur by volunteer 
workers before and after the testing. The third phase is 
related to accompanying each HCV patient to ensure that 
they will access the best treatment possible, a priority for 
CoNE, as the team assists patients until they reach SVR12, 
helping them navigate the healthcare system with the 
support of pre-identified physicians and with preferential 
rates for diagnostic and treatment.

 

Tips & Tricks
Community models of care should:  
•  Be combined to in-person training sessions, with 

practical exercises and sharing of experiences to 
engage the audience

•  Include discussions on stigma and discrimination and 
rights of patients to access adequate healthcare

•  Review the existing guidelines to reflect on how they 
could be improved

•  Involve healthcare practitioners and other relevant 
stakeholders to gather their support

• Get government support for further replication

Impact stories 
1. MTAAG+
MTAAG+ has a long-standing experience in a community-
based testing model of care, with the implementation of 
few of them during the project. The model of care includes 
HCV literacy training and presentation of the model for 
outreach workers and community members, followed-up 
by testing sessions and referral to hospitals for finalization 
of the diagnosis cascade and access to treatment. As HCV 
testing became more available to the general population 
and some key populations, MTAAG+ decided to target 
prisoners, a group that is severely marginalized but highly 
affected by HCV. For this, MTAAG+ collaborated with the 
Malaysian Human Rights Commission and other essential 
stakeholders such as Third World Network, DNDi and FIND 
to discuss collaboration on HCV trainings and screenings in 
prisons and prepare a concept note and protocol. 

This model was selected by WHO as a top entry in the 
Global hepatitis innovation testing campaign involving 
public private partnership.
•  • To show and advocate to the state government 

of Manipur that awareness, screening, diagnosis, 
and treatment of HCV is achievable inside the prison 
settings, CoNE approached the Manipur Central Jail 
and sensitized them on the burden of viral hepatitis 
C in the state of Manipur, successfully negotiating the 
implementation of a pilot project with the support 
of the Ministry of Health. Screening and treatment 
protocol were developed in consultation with technical 
experts prior to conducting the camps specifically 
for the prison settings. CoNE conducted awareness 
sessions inside the jail premises targeting those 
inmates with a drug use background for sessions with a 
maximum of 30 participants. Basics of viral hepatitis C 
including modes of transmission, preventive measures, 
testing mechanisms, treatment aspects, myths and 
misconceptions, and behavioral change communication 
were key topics covered during interactive sessions. 
Individual counselling pre- and post-test was also 
provided to ensure patients are prepared to initiate 
diagnosis and treatment. Screenings were conducted 
and the support of pharmaceutical companies, 
diagnostic centers and physicians was secured 
to provide tests, treatment, and care. Afterwards, 
treatment was provided to all the inmates who 
completed the diagnosis cascade. In order to reach 
out to those patients who have been released during 
the course of the treatment, specific mechanisms have 
been developed in collaboration with local NGO and 

prison authority, such as the involvement of family 
members for motivation, counselling sessions targeting 
these patients specifically and a treatment monitoring 
process. Thanks to these initiatives, CoNE was able to 
keep track of those patients undergoing treatment all 
the way through to completion.

This model was endorsed by the government of Manipur 
and extended to other prisons. It has generated a lot of 
interests from other important stakeholders, such as 
the Ministry of Justice and the Department of Prisons. By 
showing the feasibility of this model of care, CoNE hopes 
the government will be able to take over in the coming 
years.

MTAAG+ CoNE
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10. TOOLBOX

10.2 FACTSHEETS

1.      Awareness Campaigns

   •  https://philanthropynewsdigest.org/columns/the-sustainable-

nonprofit/5-mistakes-you-re-making-with-your-awareness-

campaigns

2.      Factsheet N°2: Posters and Flyers

        • https://joshuaburrows.co.uk/flyers/

3.      Factsheet N°3: Online Campaign

        • https://www.bigcommerce.com/ecommerce-answers/what-is-a-   

         social-media-campaign/

4.      Factsheet N°4: Videos

       • http://overit.com/blog/video-advocacy-campaigns

5.      Factsheet N°5: Mapping of Services

         • https://www.britannica.com/science/cartography

6.      Advocacy

        • https://sfyouth.eu/index.php/en/sfyouth-toolkit/skills-topics/  

         advocacy-and-leadership

        • http://eatsmartmovemoresc.org/pdf/advocacy/What-is-Advocacy.pdf

7.      Factsheet N°7: Reports

         • https://smallbusiness.chron.com/write-situation-report-42086.html

8.      Factsheet N°8: Press Releases

         • https://www.thebalancesmb.com/what-is-a-press-release-3515529

         • https://www.ereleases.com/pr-fuel/components-of-a-press-release/

9.      Factsheet N°9: Legal Actions

         • https://ctb.ku.edu/en/table-of-contents/advocacy/direct-action/  

          legal-action/main

10.      Factsheet N°11: Trainings for Healthcare workers on Stigma and   

           Discrimination

          • https://sociologydictionary.org/stigma/

          • https://bmcpublichealth.biomedcentral.com/       

             articles/10.1186/1471-2458-7-211

          • https://ontario.cmha.ca/documents/stigma-and-discrimination/

         • https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2018718/
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