
 
 

The essential role of communities in HCV elimination 

A summary of the three-part virtual meeting held December 8-10, 2020 

 

From December 8th to December 10th, Coalition PLUS coordinated a three-part webinar series 

titled the “The role of communities in the journey here, the present crossroads, and a future path 

to sustainable progress: recognizing community actors as essential catalyst of HCV elimination 

responses” 

 

This set of virtual meetings was structured around a temporal framing of past/present/future HCV 

challenges and the essential community role in overcoming them. Representatives from over two 

dozen organizations involved in the HCV response participated as intervenors. The activity 

provided an opportunity to valorize community expertise and experience, share lessons learned, 

reinforce solidarity among community actors, and celebrate the impact of community mobilization. 

Below is a summary of the meeting, the themes that emerged, and the key takeaways. These 

meetings were made possible through the Unitaid-funded HIV/HCV Drug Affordability Project. 
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Day 1: The Essential Role of the Community in the Journey 

Here 

At the outset of the webinar series, two questions were raised and helped us see how essential 

community stakeholders are to progress on any path toward elimination of hepatitis C: “If the 

community does not speak out, who will speak for us?” and in turn “what happens when the 

community speaks out, organizes, and acts?” As the participants demonstrated, the results are 

impressive. 

In the introduction, Coalition PLUS recalled that the place of communities in national health 

responses, such as in India or in Malaysia, have enabled significant progress through the 

complementarity of government, health system, and community action.  

On the first day, we explored an impressive array of activities across a wide range of themes in a 

wide range of countries. We began by taking stock of how far the HCV movement has come and 

just how it was started. From humble roots, the response to hepatitis C has grown leaps and 

bounds. An early speaker highlighted that just over a decade before elimination goals were set, 

not a single one of the 8000 WHO employees had hepatitis in their job title.  

The eventual rise of viral hepatitis up the global health agenda of priorities was catalyzed by 

community mobilization. The road to the targets was long, but the patience and persistence paid 

off, with elimination goals being set through at the 2016 World Health Assembly.1 

 

Mobilization on awareness  

A testament to how long some communities have been mobilized against hepatitis C, one of the 

first organizations to present--the Hepatitis Education Project (Seattle, USA)--has been working 

on the issue since the 1990s. The presentation set the tone by highlighting that access to HCV 

services represent just one of the barriers and challenges many individuals face in at-risk 

communities, as social and/or economic marginalization may lead to a wide range of health 

vulnerabilities beyond HCV.  

Fundación Ifarma (Bogota, Colombia) highlighted all the crucial ways that strong communication 

is essential to the multiple levels of effective mobilization against viral hepatitis. A robust 

communication strategy can target multiple stakeholders and multiple aims. Ifarma’s activities 

reflected this approach. They helped lead a social media campaign to spread broader awareness 

about hepatitis C, they developed a strategy of coalition-building and capacity-building to expand 

and strengthen the network of organization working on hepatitis C (improving their capacity to 

work on the ground and engage in advocacy), and finally they conducted advocacy toward 

government policymakers.  

 
1 https://www.who.int/hepatitis/strategy2016-2021/ghss-hep/en/ 



In their respective work, the Hep Education Project and Fundación Ifarma have demonstrated 

how sophisticated and tailored approaches to communication are key factors to successful 

engagement of community and civil society organizations in HCV responses.  

In terms of direct communication with communities, we learned from intervenors that awareness 

can cover both knowledge of the disease itself and knowledge of the services available to prevent 

transmission, to diagnose HCV and to treat it. It was emphasized by speakers that awareness 

has a transversal impact, as it is crucial to spurring uptake of both prevention and 

treatment. 

Harm reduction 

Participants would make clear that even with awareness of risks and the tools to address them, 

there may be barriers to accessing the tools. Several organizations highlighted challenges to 

implementing harm reduction activities in populations at high risk of HCV infection, particularly 

people who inject drugs. We learned that the risk is greatly increased by policies that criminalize 

drugs and the failure to invest in harm reduction interventions. Colleagues from PILS (Mauritius) 

highlighted that progress in harm reduction can be mitigated (or even reversed) by policies 

criminalizing drug use. Colleagues highlighted the risk that changes in government can lead to 

swings toward more repressive drug policy provide an unfortunate reminder that victories cannot 

be taken for given.  

The message was highlighted that criminalization of drug use has shown a clear negative impact 

on the epidemics. Alternatively, colleagues from GAT (Portugal) presented stark evidence that 

decriminalization could have a significant positive impact on the overall epidemic.  

Though estimates vary from country to country, 25-33 percent of global HCV incidence occurs 

among the estimated 11 million global PWID population. This figure not only shows the HCV risks 

that these marginalized populations face, it also demonstrates that there will be no elimination 

until these risks are dramatically and systematically reduced. 

However, we were reminded that HCV is often only one of many issues that individuals in our 

communities may be confronting. It was noted that decriminalization does not solve all problems, 

as lack of legalization presents health risks associated with illegal status of the drug trade and 

decriminalization does not address stigma and discrimination that drug users confront from 

stakeholders in and outside of the health system.  

The need for a positive, not repressive, policy approach to injection drug use was captured 

by the presentation on the “Support Don’t Punish” initiative. This open-ended campaign has 

provided a common message, spurred solidarity, established a framework of clear mobilization 

opportunities, and facilitated capacity-reinforcement through sharing and adoption of lessons 

learned by fellow organizations in the campaign. 

While decriminalization contributes to a safer environment and the elimination of stigma facilitates 

access to services, it was emphasized that there needs to be active investment in budgets for 



delivery of harm reduction services as well as policies facilitating expanded access to health 

technologies such as clean needles and opioid substitution therapy, among other services. 

Finally, our colleague from AIDES highlighted that, even in a country as wealthy as France, the 

prices of medicines has had an impact on the speed of the scale up and decentralization of DAA 

treatment, a delay that has greatly impacted access to DAAs by people who inject drugs. 

Access to medicines 

Monopoly-related Price Barriers 

In this session, our colleagues highlighted the significant obstacles that prices have created for 

robust government responses. These challenges have been particularly strong for upper-middle-

income countries and high-income countries, where countries have balked at buying the needed 

volumes of DAAs at high prices. Our colleague from FOAESP demonstrated the impact that 

pressure to reduce DAA prices has had on greater treatment access in Brazil. Where present, 

monopolies have thus slowed or stalled an aggressive public health response to hepatitis C. TWN 

presented Malaysia’s success in advancing a compulsory license, a crucial catalyst to the 

subsequent price reductions has in turn accelerated the timeline of decentralization of DAA 

access. ITPC-MENA presented the success of Moroccan civil society to battle Gilead’s efforts to 

establish a monopoly on sofosbuvir, removing a key obstacle to affordable generic DAAs. Finally, 

our colleague from Peduli Hati Bangsa of Indonesia highlighted the importance of timely 

registration of medicines to assure that procurement agencies can buy the most appropriate 

medicines. Taken together, the Indonesia and Morocco interventions highlighted that civil 

society engagement on regulatory and procurement processes can assure institutional 

accountability in a way that advances public health responses. 

Colleagues highlighted how pro-access government policy demonstrates the huge impact that 

overcoming monopoly barriers can have on access to medicines and how it can free up the much-

needed resources needed for complementary aspects of the HCV response.  

Challenges beyond prices 

Day one ended with a spotlight on the challenges beyond prices--and even beyond medicines. 

The presentation by colleagues from CoNE in Manipur (India) showed just how much leadership 

can catalyze other stakeholders, demonstrating through the force of their solidarity and the quality 

of their work an energy and example that spurred authorities to engage communities and 

accelerate the ambition of government responses.  

Our colleagues from MAC (Malaysia) highlighted the crucial role that stigma and discrimination 

can have on service access, reminding us that the issue of healthcare capacity is not just a 

quantitative matter of budget and nurses/doctors, but qualitative as well. The presentations 

showed that communities can mobilize to tackle stigma and discrimination through trainings and 

that the sharing community perspectives is essential to making healthcare professional 



understand the specific needs patients may have when it comes to their health and/or concerns 

they may have when engaging the health system. 

Our last presentation from ALCS (Morocco) highlighted that training is also key to those 

conducting outreach, peer educators. Ideally, such outreach may also be accompanied by 

community-based testing, as community testing can translate awareness into the first step on the 

HCV service pathway. If such tests are positive, then community testing also provides the 

individuals with a head start toward the next step of the pathway, confirmation testing. In some 

settings, advocacy may be crucial to assuring that community-based testing results are 

recognized by the health facilities where patients go for confirmation testing. Even where 

community-based testing is recognized, advocacy may be crucial to obtaining the funding needed 

to afford the antibody RDTs and to finance the mobilization of community healthcare workers to 

carry it out.  

Day 2: The Essential Role of the Community at the Present 

Crossroads  

On day two, we explored some of the present challenges that communities are facing and the 

work that they are doing to overcome them. Least we get ahead of ourselves, we should note that 

many of the challenges highlighted in day one remain very present today.  Not only have the 

advances profiled in the first day not yet been widely achieved (or totally complete even where 

progress has been made), we must also remain vigilant as policy gains can never be taken for 

granted.  

The second day was divided into several sessions. Colleagues presented multiple profiles of 

national HCV responses. We examined the crucial role of communities in national strategy 

elaboration at the highest level. We saw how communities are responding in the face of Covid. 

Finally, we learned about the role of research in identifying community needs / values / 

experiences and in documenting impact of interventions.  

A Look at National HCV Responses 

As highlighted on the first day, a lot of the progress toward global elimination has occurred in a 

small number of countries, with Egypt and Georgia providing robust examples. Most countries, 

particularly those classified as lower- or middle-income countries, have struggled to get on track 

toward elimination.  

Romania provides an excellent example of how, even in areas of the world such as Europe where 

many countries are on track to achieve elimination, HCV care is not a given and difficulties, such 

as access to medicines or complicated pathways, are still a problem. For example, pangenotypic 

medicines are not yet available in Romania. It was also noted by colleagues from ARAS that while 

HCV prevalence in the country is high, there is insufficient data on incidence. Moreover, the 

struggles patients face to navigate through the pathway was high, with many services requiring 



complicated administrative hurdles that in turn create bottlenecks. Meanwhile, restriction of 

services to tertiary hospitals exacerbates the barriers to easy access.  

In Argentina, our colleague from Fundacion Huesped highlighted that prevalence in the general 

population can be low, an element that can represent a challenge to early diagnosis. While low 

prevalence in the general population is a good thing for public health, it can raise challenges to 

mobilization of an effective screening campaign to identify PLHCV. Across a large population, 

even a small prevalence yields a big number of PLHCV.    

In Burundi, our colleague from ANSS highlighted that the program is still at the very early stages 

but advocacy has been crucial to pushing the government to begin formal steps towards a viral 

hepatitis response. Capacity and strategies are a key first step and provide a leverage point for 

mobilizing budget funds. However, resource challenges remain. Moreover, Burundi provides a 

good example of the challenge that small LMICs often face in access to medicines: without a clear 

procurement strategy that maximizes price reductions possible through access to generics, the 

negotiating power of small countries vis-a-vis generic companies can be rather weak. Burundi 

highlights that a national strategy does not necessarily mean a budget to match; it also 

demonstrates that countries lacking in patent barriers will not automatically have access to 

generics at low prices.  

The country-level presentations touched on a point that we saw again and again during the 

webinar: The professionalization of advocacy at civil society and community organizations can 

yield substantial results. Professionalized advocacy implies the provision of sufficient resources 

to support the work of advocates who are both skilled and familiar with the local context.  

Involvement of Community in Design and Implementation of National 

Responses 

The impact and legitimacy established by community engagement in HIV programs has 

been leveraged by communities in their outreach / involvement in HCV programs at local, state, 

and national levels. This came through in two webinar interventions on day two, one by a 

government program leader and another by a community representative on a national committee.  

The presentation by the program leader at the Malaysian MoH highlighted the challenges that 

traditional health system stakeholders face in reaching out to at-risk and/or marginalized 

populations, noting that community-organizations are key to generating awareness and playing 

the role of catalyst in linkage to care. A colleague from India highlighted that community 

representatives are not only key to outreach to folks on the ground, they are key to communicating 

to governments the realities that communities are facing and how policies under discussion may 

succeed or fail in addressing those needs. The design of policy must take into account patient 

realities and community representatives in strategy committees are one way to contribute to 

people-centered policies. The presentation by the Malaysia program lead also highlighted the 

impact that a collaborative MoH/community relationship can have.  



Civil society / community engagement with governments can be synergistic, it need not 

always be antagonistic. 

HCV Response and Impact in Time of Covid 

In a Coalition PLUS video2 demonstrating that the vulnerability of high-risk populations has been 

exacerbated by Covid, which has presented challenges to service delivery. We saw that, while 

Covid has introduced significant obstacles, there have been some silver linings, most notably with 

flexibility in duration of treatment dispensing for medicines such as ARVs and those for OST. To 

address the significant barriers to travel during lockdowns, many health systems also further 

decentralized the provision of services. It was highlighted that it will be important to preserve these 

adjustments in post-Covid policy.  

Research on Interventions in the Community 

We then turned to the role of research. Through the presentation by the Coalition PLUS research 

department, the importance of identifying community needs and documenting service 

barriers was explained. The community-based research model aims to involve community 

members at every stage of the process, from design of the research priorities/questions, to 

implementation, and all the way to presentation of results.  Research can provide a crucial catalyst 

to advance policy. Our Portuguese colleague from GAT highlighted this point, describing the 

example of a decentralized one-stop approach to screening and diagnosis.  

In the involvement of community in or towards public authorities, evidence-based advocacy can 

be particularly impactful. Community-based research can be key to generating such data.  

Bringing Services Closer to the Community 

The next issue addressed on day 2 was the importance of bringing services closer to 

communities. A Coalition PLUS colleague presented on the international testing week campaign 

held at the end of 2020; it focused on community-based testing activities (communication to build 

awareness, screening in the community, policy dialogues) for HIV, viral hepatitis, and STIs. 

Community-based testing represents a strategy that can hit multiple birds with one stone: 

it builds awareness of the disease and services, it provides those participating with 

information on their status, and can reinforce confidence between local individuals and 

community organizations.  

The presentation by colleagues at MTAAG+ (Malaysia) of a mapping of facilities offering HCV 

services highlighted that some populations are systematically marginalized by their distance from 

services. MTAAG+ also highlight that there may be marginalization through education, especially 

where there is limited literacy. 

 
2 https://www.facebook.com/coalitionplus/videos/920205188453864/  

https://www.youtube.com/watch?v=Hdblt7lYwCo
https://www.youtube.com/watch?v=KM7NyHaZ6Wc
https://www.facebook.com/coalitionplus/videos/920205188453864/


An additional key space for HCV intervention was highlighted by the Hepatitis C Trust: prisons. 

In a point that was also demonstrated during presentations on interventions in prisons in Manipur, 

a key takeaway that emerged was the progress that can be made by developing relationships 

with prison officials. Prisons not only have populations with high prevalence of HCV, it is 

also an opportunity to conduct outreach to individuals who may be otherwise very hard to 

reach.  

In day two, the importance of building constructive relationships with stakeholders was 

emphasized. It was also noted that a key catalyst maximizing the impact of such 

relationships is the successful demonstration and recognition of community expertise.  

Day 3: The Essential Role of the Community in a Sustainable 

Path to Elimination  

The last day looked forward. We set the scene by asking technical partners to highlight elements 

of the technical landscape. By technical landscape, we imply both the technological tools for 

prevention/diagnostic/treatment and the legal/regulatory framework for use of those tools. 

A recurrent theme in this discussion would be that the existence of technological tools--such as 

safe needles or DAA treatment--does not automatically translate to ready access to these 

tools in the community. In addition to the need for financial support for health technologies, 

legal frameworks can play a tremendously important role. Guidelines dictate not just who may 

legally prescribe/distribute certain tools or perform interventions, guidelines can also inform 

reimbursement. From the community perspective, restriction of service delivery to 

specialists in centralized hospitals can greatly reduce access to services; moreover, 

without the legal / regulatory backing to engage in service delivery, greater scale up of a 

community-based approach to health services faces systematic barriers.   

Perspective of Technical Stakeholders 

Evolution of guidelines toward a more robust public health approach 

The WHO noted that they are currently in the process of revising multiple guidelines that will 

ultimately examine interventions that allow for simplification and decentralization, as well as more 

tailored recommendations for key populations (including integration of services and task-

shifting). It was also remarked that advances will be needed to advance the visibility of strategic 

information to both guide and measure HCV strategies. Finally, WHO shared the update on the 

treatment cascade, noting the difference between progress in HIV and HCV.  

Improvement in diagnostics as catalyst for impact 

Barriers to diagnosis is a major factor in the limited progress in the treatment cascade. FIND, an 

organization that recently completed a multi-year project to facilitate improvements in HCV 

diagnosis, highlighted the variety of HCV testing technologies currently available. They note 



that viral load remains the most challenging of the two-step process to confirmation, but that 

there are tools (e.g. dried blood spot) to facilitate simplification of the viral load confirmation step. 

DNDi noted that pangenotypic DAA treatments now exist, with these treatments simplifying the 

diagnosis process by removing the need for the costly and logistically burdensome step of 

genotyping. DNDi also highlighted the importance of advances in knowledge about safety 

profiles and reduced treatment duration, which could thereby facilitate adherence/distribution 

of DAAs and potentially stretch budgets further. 

No elimination without stronger engagement on harm reduction 

But affordable and effective technology does not guarantee access. Insufficient legal and financial 

support for harm reduction interventions are a case in point. Médecins du Monde noted that 

there are an estimated 11 million PWID, nearly half of whom are estimated to be HCV positive 

and that between 1 in 4 to 1 in 3 new HCV infections are among PWID. Despite the presence of 

effective harm reduction tools and the high level of incidence, it was noted that the global budget 

on harm reduction for PWID is barely $200 million. It was also emphasized that reporting is widely 

absent or insufficient on clean syringe distribution, needle exchanges and opioid substitution. It 

was stated in stark terms that there is no elimination without changes in harm reduction policy 

and politics.  

New innovations are not needed as badly as new will and new resources. We have harm 

reduction tools. We have remarkable treatments. We have good testing technology (if one of three 

good be better, it’s the diagnostic tools). We need better policy and financing.  

Continued progress in HCV medicine combinations 

Our colleague from DNDi presented the work done to expand the range of DAAs available and 

to build the clinical trial data on DAA efficacy in a diverse set of populations. The range of DAA 

combinations will continue to have an impact on the quality of medicines available for public health 

responses and the procurement options governments may consider to assure affordability for 

health systems. 

Progress to date cannot be taken for granted 

While many voices highlight advances and point toward elimination, the more sober reality is that 

many countries and communities are struggling to maintain progress.  Treat Asia noted that, at 

a global level, some data sources suggest that the number of new persons treated with 

DAAs does not outpace the number of new infections. In other words, annual incidence may 

be greater than the number of persons cured per year.   

How is this possible? In identifying contributing factors, it was noted that we have several years 

of evidence that slow and long steps on the pathway are a bottleneck. It was emphasized that 

there needs to be a same-day process of screening, confirmation, and initiation on treatment.  



Beyond the technical obstacles above, a point that came up repeatedly is the need for greater 

awareness by stakeholders, including both awareness of communities of the disease and services 

available to them, as well as awareness by healthcare workers on how they can engage 

communities on HCV awareness and / or how they can tap into HCV service delivery at their own 

facilities.  

Where HCV responses have stumbled, we haven’t been able to mobilize sufficiently at the very 

top with policy-makers or the very ground level with those at risk. Successful HCV responses 

acknowledge that governments and communities can catalyze the respective impact of 

their contributions. Community organizations are key to both outreach on the ground and 

advocacy at the policy level, sustained support to communities and sustained pressure on 

political dynamics.  

  

Community perspectives on the future catalysts for elimination 

INPUD highlighted that they have developed over an extended period of time a robust network 

and model for representing communities and advocating on their behalf. Their impressive impact 

highlights the importance of coordinated work at the global and local levels, as such dual capacity 

can have a mutually reinforcing impact. INPUD’s presentation highlighted that marginalization 

can be at heart of HCV risks of infection AND at heart of challenges to accessing 

prevention / diagnosis / treatment services. 

The expertise that communities (via networks or via individual organizations) bring was 

emphasized in the intervention by Coalition PLUS. This expertise was demonstrated throughout 

the work highlighted over the three days. One area that combines community expertise and the 

community’s unique position for community-based engagement is community-based testing. The 

importance of community stakeholders, and its complementary role with robust government 

intervention is demonstrated where such a relationship is insufficiently strong (either because 

governments are not mounting a robust response or because they are not engaging communities 

in it). The Coalition PLUS presentation pointed toward the lack of response in several countries 

and regions, notably limited responses in sub-Saharan Africa. Many countries in this 

region are lacking HCV strategies, while only half of those with strategies have published 

them, and many of those published lack sufficient budget. 

TAG reminded us that sofosbuvir has been around for over 7 years and most PLHCV have not 

been treated. There are positive examples, notably cities like New York City and San Francisco, 

as well as countries such as Australia and Egypt.  

Our last speaker, WHA, reminded us that we approach the last year of the 2016-2021 WHO health 

sector strategy on viral hepatitis and that a new multi-year strategy will be elaborated during 2021. 

There is talk of interim targets in 2025/2026. 



Lessons learned   

● People affected are the most capable of articulating their needs. Individuals may be 

powerful leaders, collectively the community is powerful, and networks reinforce the 

strength of local communities.  

● The existence of technologies does not equal access. It requires a policy framework 

permitting distribution / implementation by appropriate stakeholders and it requires 

budgets to afford both the programmatic support needed and the procurement of 

prevention/diagnostic/treatment technologies. 

● Active support through financial commitment should build on the base of a legal 

environment that addresses two key factors increasing the risk of HCV incidence and HCV 

clinical outcomes: criminalization of drug use and discrimination of drug users. 

Criminalization and discrimination will continue to undermine efforts toward elimination. 

● Decentralization / integration / simplification of service delivery is possible and is essential 

to reaching many currently marginalized populations, who face difficulties accessing 

services at tertiary facilities. 

● Communities should be involved in the design, evaluation, and implementation of policy 

responses at the local and national level. Community stakeholders bring a unique 

complementarity to traditional actors in the formal health system; successful collaboration 

between community actors and health system leaders reinforces the impact of one 

another. 

● With sufficient resources and sufficient collaboration, strong relationships between 

communities and governments can have a synergistic impact on the HCV response. 

● Different approaches by communities’ organizations may be required at different times as 

local health and political realities evolve. For the most robust and constructive policy 

development and implementation, public authorities must come to see communities as an 

ally. Community organizations are able to maximize their voice and impact when 

community expertise is recognized as such and given a say in key national processes. 

● Progress in policy or public health outcomes cannot be taken for granted. Policy reversal, 

declines in investment, or destabilizing events (such as Covid) can threaten positive gains.  

● The path to elimination targets cannot be traveled with health technologies alone. The 

mere existence of technologies at health facilities does not translate to uptake. It will 

require a recognition of the barriers communities currently face. Resources and training 

are needed for the deployment of the technological tools at more local health facilities, 

simplified protocols for their use, and support of actors working in communities to educate 

and support those at risk as they navigate the pathway of services.  

 

Conclusion 

We have seen it in both the fight against HIV and HCV that the involvement of communities and 

civil society allows an adaptation of national health responses to the real needs of the people 

concerned. It also allows for ownership of messages as they pass through peers.  



The service cascade can be difficult for individuals to traverse for multiple reasons--financial, 

administrative, emotional, social, etc. Marginalized populations often face a mix of such 

challenges. The reality that communities face other challenges beyond HCV was emphasized 

again and again; for many people living with HCV, there are multiple social and health priorities 

that compete with HCV concerns and make access to HCV services difficult. This reality reinforces 

the importance of lowering barriers for accessing services. 

The patient’s realities and experience of barriers are often ignored by health system stakeholders 

or just plain invisible to them. Community organization are key to providing the peer-led support 

needed to help individuals advance on the service pathway toward diagnosis and, if necessary, 

treatment.  Community organizations are also key to bringing attention to the challenges raised 

by existing policies and pushing for efforts to lower barriers--including advocacy towards 

decentralization, simplification, integration, and reduction in stigma and discrimination.  

Communities are adaptive in their strategies and often tackle multiple objectives, a point 

demonstrated by the multiple roles that communities can play in the response. Community 

mobilization often requires assessment of local realities and possibilities for constructive 

engagement with key stakeholders in position to influence policy development or implementation.  

Sometimes, communities must take a more hostile approach that publicly demands 

accountability, at other times the more successful path may be through more nuanced dialogue. 

The webinar highlighted that an evolving landscape has defined the last decades and continued 

change will certainly shape the next decade. We know that the energy around hepatitis C really 

accelerated with the arrival of highly effective medicines known as direct acting antivirals or DAAs. 

The arrival of DAAs led to new ambitions about progress on hepatitis C and generated momentum 

from a large number of stakeholders. But the next decade will present fresh challenges. DAA 

medicines are no longer, so new and the intention of many global health stakeholders had already 

started to drift. Then came COVID. In the coming years, the struggle for attention and resources 

will be more difficult than ever. The success of hepatitis C at sustaining access to attention and 

resources will be key to elimination. This includes resources for community stakeholders. Funding 

for community-based work is insufficient--for mobilization by CBOs on awareness-building, for 

advocacy, and for the delivery of services by CBOs. The resources for such work are every bit as 

important as the funding for salaries of health workers and the procurement of tests and drugs.  

Several presenters in the webinar highlighted that hepatitis C is fundamentally connected to 

human rights--not just the right to health services, but the right to freedom from the stigma and 

discrimination. The violation of these rights increases risks of HCV at every step, undermining 

prevention / diagnosis treatment. Moreover, rights on paper are not enough, they must be realized 

in practice. Even where there may be legal protections on paper or guarantees of access to all, 

there is often stigma and discrimination that undermines access. Stakeholders may look the other 

way or deny this, but the epidemic will continue to reflect the record of these obstacles.  

We hope that in ten years from now, we will look back with similar awe at the progress we will 

have made by the end of this decade. We know that any such progress will build on the community 

approach highlighted here.  
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THE ESSENTIAL ROLE OF THE COMMUNITIES IN THE JOURNEY HERE 

December 8th (Day 1): The Past 

The first day of the webinar series will focus on the challenges that communities have tackled in 

recent years in their fight against hepatitis C. Emphasis will be placed on sharing lessons learned 

and highlighting the value of community action (including the impact of collaborations with fellow 

civil society organisations). We will begin by framing the unprecedented scale of community and 

civil society mobilisation in the past five years. We will then hear community-based and civil 

society organisations describe activities across several areas: awareness-raising, harm reduction, 

access to medicines, access to testing, and capacity building. The speakers will highlight specific 

challenges they have confronted, the targeted activities they undertook to overcome them, the key 

enabling or limiting factors they encountered, and the results / impact of their action. During each 

thematic section, participants in the webinar will have an opportunity to ask questions to the 

speakers via a section-concluding question and answer period. 

 

Introduction: Framing the Fight on Hepatitis C 

➤  Hakima Himmich – Coalition PLUS, Morocco 

➤  Charles Gore – Medicines Patent Pool (MPP), Switzerland 

➤  Jessica Hicks – World Hepatitis Alliance, United Kingdom 

Thematic Area 1: Building HCV Awareness 

➤  Mandy Altman – Hep Education Project, United States 

➤  Claudia Vargas – Fundación Ifarma, Colombia 

Thematic Area 2: Harm Reduction 

➤  Massogui Thiandoum – Alliance Nationale Contre le Sida (ANCS), Senegal 

➤  Cindy Hurdoyal – Collectif UrgenceToxida (CUT), Mauritius 

➤  Adriana Curado – Grupo de Ativistas em Tratamentos (GAT), Portugal 

➤  Kunal Naik – Prévention Information et Lutte contre le Sida (PILS), Mauritius 

➤  Margot Andriantseheno – AIDES, France 

Thematic Area 3: Access to Medicines 

➤  Yoke Ling Chee – Third World Network, Malaysia 

➤  Caroline Thomas – Peduli Hati Bangsa, Indonesia 

➤  Rodrigo Pinheiro – Fórum das ONG/Aids do Estado de São Paulo (FOAESP), Brazil 

➤  Othman Mellouk – International Treatment Preparedness Coalition Middle East and North 

Africa (ITPC MENA), Morocco 

Thematic Area 4: Strengthening Access through Improving Service Capacity 

➤  Rajkumar (Kanta) Nalinikanta – Community Network for Empowerment (CoNE), India 

➤  Denzil Basil – The Delhi Network of Positive People (DNP+), India 



➤  Anu Karunanithy – Malaysia AIDS Council (MAC), Malaysia 

➤  Taha Brahni – Association de Lutte Contre le Sida (ALCS), Morocco 
 

THE ESSENTIAL ROLE OF COMMUNITIES AT THE PRESENT CROSSROADS 

December 9th (Day 2): The Present 

The second day of the webinar series will focus on the challenges that communities are facing 

today in their fight against hepatitis C. Emphasis will be placed on sharing lessons learned and 

highlighting the value of community action (including the impact of collaborations with fellow 

civil society organizations). We will then hear from community-based and civil society 

organizations on several themes: their perspectives on a wide range of national responses, the 

importance of community engagement in national processes (from the unique perspectives of a 

national community representative and a national program director), the value of community-

based research, and the importance of decentralization / task-shifting to scaling up and improving 

the equity of HCV responses. The speakers will highlight specific challenges they have confronted, 

the targeted activities they undertook to overcome them, the key enabling or limiting factors they 

encountered, and the results / impact of their action. During each thematic section, participants in 

the webinar will have an opportunity to ask questions of the speakers via a section-concluding 

question and answer period. 

 

Thematic Area 1: Perspectives on National Responses 

➤  Simona Ciobanu – Asociatia Romana Anti-SIDA (ARAS), Romania 

➤  Gaston Devisich – Fundación Huesped, Argentina 

➤  Patricia Rwimo – L’Association Nationale de Soutien aux Séropositifs (ANSS), Burundi 

Thematic Area 2: Formal Community Engagement in National HCV Responses 

➤  Yashwinder Singh – Community Representative to Committee of National Viral Hepatitis 

Control Program of India, India 

➤  Dr Muhammad Radzi – National Head of Gastroenterology and Hepatology, Ministry of 

Health, Malaysia 

Thematic Area 3: Community-based Research 

➤  Rosemary Delabre – Coalition PLUS Research Laboratory, France 

➤  Luis Mendão – Grupo de Ativistas em Tratamentos (GAT), Portugal 

Thematic Area 4: Bringing Services Closer to Communities 

➤  Fatoumata Konate – Coalition PLUS, Senegal 

➤  Rachel Halford – Hep C Trust, United Kingdom 

➤  Edward Low – Positive Malaysian Treatment Access & Advocacy Group (MTAAG+), 

Malaysia 

 
THE ESSENTIAL ROLE OF COMMUNITIES ON THE PATH TO SUSTAINABLE PROGRESS 

December 10th (Day 3) : The Future 

The third day of the webinar series will focus on the opportunities and challenges that communities 

will face in the years to come. Having spent the prior two days examining the past and present 

tools and strategies that communities have employed, we will turn toward an exploration of future 

mobilization on the final day. This will begin with an exploration of some of the technical 

considerations that may shape the policy and technological environment of the hepatitis C 



response; we have invited colleagues from technical organizations to present on the near horizon 

of guideline recommendations, provide a look at possible advances in testing technologies, and 

examine what we may expect in available treatment regimens in the coming years. We will then 

ask fellow community-based civil society organizations to share their perspective on their future 

priorities and reflect on both threats and opportunities for realizing these priorities. We will finish 

by asking several of the speakers to engage in a wider exchange of thoughts on key takeaways 

from the discussions on the past journey, the present moment, and future horizons. During each 

session, participants in the webinar will have an opportunity to ask questions of the speakers via a 

section-concluding question and answer period. 

 

Introduction / Setting the Scene 

➤  Estelle Tiphonnet, Coalition PLUS, France 

Perspectives on the Technical Horizon 

➤  Niklas Luhmann – World Health Organisation (WHO), Switzerland 

➤  Sonjelle Shilton – Foundation for Innovative New Diagnostics (FIND), Switzerland 

➤  Isabelle Andrieux-Meyer – Drugs for Neglected Diseases Initiative (DNDi), Spain 

➤  Ernst Wisse – Médecins du Monde, France 

➤  Giten Khwairakpam – TREAT Asia, Thailand 

Community / Civil Society Perspective on Future Priorities, Challenges, and Opportunities 

➤  Mauro Guarinieri – International Network of People who Use Drugs (INPUD), Switzerland 

➤  Aliou Sylla – Coalition PLUS, Senegal 

➤  Bryn Gay – Treatment Action Group (TAG), United States 

➤  Eberhard Schatz – Correlation European Harm Reduction Network, Netherlands 

➤  Jessica Hicks – World Hepatitis Alliance, UK 
 


