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WELCOME TO THE LAST

HEP VOICE FOR 2022!

The World Hepatitis Alliance
(WHA) turned 15 this year.
As we end this momentous
anniversary, we celebrate

the progress we’ve made

towards the elimination and

look to the future.

We have been advocating for several years for
the Global Fund to do more to support hepatitis
elimination. We have had small victories

along the way, and this year saw a significant
development with more opportunities for
countries to request support for hepatitis related
services than ever before. Check out our special
feature to find out more.

This year also saw global health organisations
come together to call on Gavi, the Vaccine Alliance,
to immediately start their hepatitis B birth dose
programme. The letter was published in The Lancet
Gastroenterology & Hepatology the day before the
Gavi executive board meeting. Gavi is expected to
make a decision on the programme in 2023 so our
advocacy continues — read the full letter inside.

WHA President, Danjuma Adda, and Emmanuel
Ishaku from the TY Danjuma Foundation share
the work of their organisations in the prevention of
mother-to-child transmission of hepatitis B.

We share the launch of the Find the Missing
Millions (FMM) video series which showcases the

amazing work of WHA members around the world.

Finally, as part of Hep Voices series, we hear Tony’s
story on how his journey with hepatitis C led him to
become a peer support worker for people in prison.

Looking to the future, WHA will continue to
put people living with hepatitis at the centre of
everything we do.

I hope you enjoy this issue and as always, please
do not hesitate to share your stories with us for
future editions of HepVoice.

See you in 2023!

o~

Cary James, WHA Chief Executive
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DATES FOR YOUR DIARY

International Migrants Day
18 December 2022

World Cancer Day
4 February 2023

Asian Pacific Association for the Study of
the Liver (APASL)
15-19 February 2023

European Association for the'Study of the
Liver (EASL) Liver Cancer Summit 2023

HEP HEADLINES

Let’s look at some of
the latest hepatitis

news from around
the world.
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Fighting for testing
and treatment among
migrant and refugee
populations

The final episode of the Hep-cast series 2

is out! In this episode, Sidney Vo, a hepatitis

B advocate, joins Professor Maria Buti from
Hospital General Universitari Valle Hebron,
Barcelona, Professor Mohammad Ali from

the National Liver Foundation of Bangladesh
(NLFB) and Camila Picchio, a public health
researcher from Barcelona Institute for Global
Health (ISGlobal) to discuss the challenges
and barriers to accessing testing in a traditional
healthcare setting and key considerations that
are needed to reach migrants and refugees
populations. Listen here.

WSEVILLA

VILLA

kCK CITIES 2022

s/
Countries sign the
Sevilla declaration

At the Fast-Track cities conference in Sevilla
Spain, countries signed the Sevilla declaration
on the Centrality of Communities in Urban HIV
Responses, which re-affirms their commitment
to put the community at the heart of their
response to ending HIV and tuberculosis

(TB), and eliminating viral hepatitis by 2030.
Achieving these commitments requires the
elevation of communities from having a seat at
the table to leading all aspects of HIV, TB, and
viral hepatitis responses including planning,
implementation, and monitoring.

Speaking at a high-level panel in the
conference, WHA Chief Executive Officer,
Cary James, highlighted that individuals must
come first to make patient-centered care a
reality. Hepatitis organisations can further
learn from the HIV community to better serve
key populations and their needs for hepatitis
prevention. Hence, more collaboration is
needed to achieve our goals by 2030.

R h villa Declaration here.
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https://www.iapac.org/2022/10/11/sevilla-declaration-on-the-centrality-of-affected-communities-in-urban-hiv-responses-unveiled-at-fast-track-cities-2022-conference/
https://www.nohep.org/news-resources/the-hep-cast/
https://www.nohep.org/news-resources/the-hep-cast/
https://www.un.org/en/observances/migrants-day
https://www.worldcancerday.org/
https://www.apasl2023.tw/#/
https://easl.eu/event/liver-cancer-summit-2023/

World Hepatitis
Alliance celebrates
15th anniversary!

World Hepatitis Alliance (WHA) celebrates 15
years of global advocacy and impact in the
hepatitis community. Since inception, WHA
has spearheaded global awareness days,
launched a global movement, held global
summits and raised the voices of the people
and communities impacted by hepatitis on
the global stage. WHA has also worked to
hold countries accountable to the promise of
elimination by 2030, since it became a global
priority in 2016. This year, WHA championed
the “I Can’t Wait” Campaign to commemorate
World Hepatitis Day which was strategically
implemented by countries across the world. As
WHA celebrates 15 years, join the movement
to increase awareness, amplify the voices of
communities affected by hepatitis, and end
stigma and discrimination surrounding the
disease.

H iti mmit thi r.

IR " World
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In the UK, people This tertiary care Many PWUD visit We wanted to see if
with HCV are model presents community pharmacies having pharmacies
usually treated by barriers for some regularly to receive OST, offer HCV testing and
a hepatologist or clients, so many presenting an treatment would
infectious disease are lost to care opportunity to link increase uptake and
clients with HCV care completion

WHO ACCESSES OUR SERVICE?

® People who use drugs (current or past)
® People receiving OAT/OST*

CLIENTS PER WEEK  041/057: 0pioid agonist therapy/Opioid substitution therapy

Hepatitis C Intervention
Toolkit has launched

Free to access, to a new digital toolkit to
inform and inspire global hepatitis C testing,
diagnosis, linkage to care for people who use
drugs, has been launched by The International
Network on Health and Hepatitis in Substance
Users (INHSU).

The evidence-based, peer-reviewed toolkit
includes detailed how-to guides, real-life
global best practice examples, downloadable
resources, and top tips for implementing
interventions that are helping to end hepatitis
C globally. Interventions profiled include
point-of-care HCV RNA testing, point-of-
care HCV antibody testing, dried blood spot
testing, patient navigation and peer support
programs for hepatitis C. All interventions
selected have been demonstrated to improve
HCV care and address key barriers to care.
The toolkit is intended for anyone interested
in implementing or scaling up interventions

in their service, and provides the latest
knowledge, evidence and real-life examples to
advocate for these interventions.

The authors and reviewers of the toolkit
include people with living experience of drug
use or viral hepatitis, healthcare practitioners,
researchers, laboratory scientists, policy
makers and other service providers globally.
You can access the toolkit here.

COMMUNITIES TAKING
THE LEAD IN AFRICA



https://www.inhsu.org/
https://www.inhsu.org/thankyou/
https://www.inhsu.org/what-we-do/global-knowledge-exchange/hepatitis-c-intervention-toolkit/
https://www.youtube.com/watch?v=4nsASiYDuzU&list=PLUsETSWRR7saMHrmyRZid5aXwMuAKU3sJ&index=17&ab_channel=WorldHepatitisAlliance
https://www.youtube.com/watch?v=4nsASiYDuzU&list=PLUsETSWRR7saMHrmyRZid5aXwMuAKU3sJ&index=17&ab_channel=WorldHepatitisAlliance
https://www.worldhepatitisalliance.org/stories/

WATCH THE

D 750 delegates
D 120 countries

D Global media reach of 315M

D 41.1M reached on social media using
the hashtag #WorldHepatitisSummit

The World Hepatitis Summit
(WHS) is the only global
hepatitis conference

focused on public health.

With the theme

“Achieving the

elimination of viral

hepatitis within
evolving health systems”,
stakeholders engaged in
interactive sessions to advance
the viral hepatitis agenda over the
course of four days.

WHS 2022 was opened by

high-level speakers such as
the WHO Director-General, the
former Prime Minister of New

Zealand, Rwanda’s Minster of Health,
with 27 other ministries of health in
attendance. This year’s summit drove a global
conversation, securing global media reach

Hep Voice by World Hepatitis Alliance

World Hepatitis

Summit 2022
SESSIONS NOW!

of over 315M people and the official hashtag
#WorldHepatitisSummit reaching over 41.1M.

All sessions from WHS 2022 are now

available to watch here.

The next WHS will be held in Lisbon, Portugal
in 2024. With only one year to go to achieve the
new WHO 2025 interim targets, 2024 will be a
critical time to reconvene the global community.
WHS 2024 will provide a unique opportunity to
come together across three days and ensure
that the viral hepatitis response is on track.

The next summit will again attract a diverse
global audience of policy-makers, civil society,
organisations, people living with viral hepatitis,
public health experts, medical professionals

and donors. Ki it te with th tails of
WHS 2024 here.

Full event details including sponsorship
packages will be available on demand.

Contact summit@worldhepatitisalliance.org to

make sure you get your copy or register your
interest here.

For close to two years, the hepatitis community
has been advocating to Gavi, the Vaccine
Alliance, about the delay of their vaccine
investment strategy (VIS) programme and its
impact on hepatitis B birth dose introduction.
Despite correspondences and open letters, no
official response from Gavi has been received,
nor a timeline regarding the return of the birth
dose programme.

In Africa, only 30% of countries have introduced
the birth dose vaccine and only 6% of
newborns receive a hepatitis B vaccine at birth.

The lack of clarity from Gavi is causing delays
and uncertainty, which is opening the door to
new infections that will lead to avoidable deaths.

We’re coming together as a global community

to demand that Gavi urgently accelerates

the commitment they made to introduce the
highly effective and cost saving HBV birth
dose vaccine.

Thank you to the coalition of
organisations from across global
health who have come together

to sign an open letter to Gavi in

The Lancet Gastroenterology &
Hepatology. Read the open letter on
the next page or online here.

We need action and change now, how
many more lives will be lost?

THE COALITION OF GLOBAL
ORGANISATIONS INVOLVED ARE:

CDA Foundation

Coalition for Global Hepatitis
Elimination

Hepatitis Australia
The Hepatitis Fund
Hepatitis B Foundation

Médecins Sans Frontieres
Access Campaign

PATH

TREAT Asia - amfAR, The
Foundation for AIDS Research

Union for International
Cancer Control

World Hepatitis Alliance

Hep Voice by World Hepatitis Alliance



https://www.worldhepatitissummit.org/world-hepatitis-summit-2024/
https://www.worldhepatitissummit.org/world-hepatitis-summit-2024/
mailto:summit@worldhepatitisalliance.org
https://www.surveymonkey.co.uk/r/RCG792H
https://www.surveymonkey.co.uk/r/RCG792H
https://www.worldhepatitissummit.org/world-hepatitis-summit-2022-video-platform/
https://www.worldhepatitissummit.org/world-hepatitis-summit-2022-video-platform/
https://www.thelancet.com/journals/langas/article/PIIS2468-1253(22)00422-8/fulltext

Each year over a quarter of a million children
acquire chronic hepatitis B at birth." Tens

of thousands will go on to lose their lives
prematurely from liver cancer or other forms
of liver disease.' These deaths could have
been prevented if they had received the
hepatitis B birth dose vaccine.

Gavi, the Vaccine Alliance, is an international
partnership created to improve access 10
new and underused vaccines for children
living in the world’s poorest countries. Their
work has been pivotal in preventing many
diseases. From 2000-21, they estimate that
their programmes averted over 15 million
deaths.2 By supporting hepatitis B birth dose
vaccination, they could avert even more.

Under their 2018 vaccine investment strategy,®
Gavi committed to provide support to countries
for the introduction of hepatitis B birth dose
from 2021. However, in 2020, at the start of
the COVID-19 pandemic, the Gavi board
agreed that the implementation of hepatitis

B birth dose programme would be deferred
and reassessed after the acute phase of the
pandemic.* Since then, the programme has

remained on hold.

In advance of Gavi’s executive board

meeting, we the undersigned global health
organisations call on Gavi to immediately
commence their hepatitis B birth dose vaccine
programme to prevent hepatitis B shortening
the lives of another generation.

Almost a million lives are lost each year to
liver cancer and other liver diseases caused
by chronic hepatitis B infection.5 Around 70%
of hepatitis B infections worldwide occur in
Africa,® but fewer than one in five children in
the region receive the vaccine at birth.” This
is distressingly far below the 90% target set

by WHO.?

Hep Voice by World Hepatitis Alliance

With each additional year of delay in supporting
hepatitis B birth dose vaccination programmes,
hundreds of thousands more children will acquire
hepatitis B at birth and will face an uncertain future
with the ever-present threat of developing liver
cancer and end-stage liver disease.

Like the HPV vaccine that Gavi supports to prevent
cervical cancer, hepatitis B birth dose vaccine is
highly effective at preventing liver cancer, thus also
contributing to Sustainable Development Goal
target 3.4 to reduce premature mortality from non-
communicable diseases by a third by 2030.°

The birth dose programme would also support the
commitment of the Global Fund, UNICEF, WHO,
and other agencies to the global strategy for the
triple elimination of mother-to-child transmission of
HIV, hepatitis B, and syphilis by 2030."° The impact
of achieving this goal will be transformative to the
health of children around the world.

Gavi must act now. We urgently call on Gavi to
honour the commitment they made to these
children and immediately start the implementation
of their hepatitis B birth dose programme. Only
then will it truly fulfil its mission to “save lives and
protect people’s health by increasing equitable and
sustainable use of vaccines”. Hepatitis B birth dose

vaccination can’t wait.
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INSPIRATION FROM
AROUND THE WORLD:
NIGERIA

We talk to World Hepatitis Alliance
President, Danjuma Adda, and
Emmanuel Ishaku from the TY

Danjuma Foundation about the
work of their organisations in
the prevention of mother-to-
child transmission (PMTCT).

Tell us a little about your organisations?

Emmanuel: TY Danjuma Foundation is a
private independent Nigerian philanthropic
organisation committed to improving the
quality of life of Nigerians, by primarily
supporting health and education
interventions implemented by NGOs
registered and working in Nigeria. So far, the
TY Danjuma Foundation has awarded over
4.7 billion in grants, implemented over 336
projects across 36 states of Nigeria, and has
reached more than 10 million people.

The Centre for Initiative and Development
(CFID) is the parent body of Chagro-Care Trust
(CCT), a non-profit charity organisation working
in 13 states in Nigeria with a major focus on
research and service delivery in HIV/AIDS, viral
hepatitis and antimicrobial stewardship.

What motivated you to support

the prevention of mother-to-child
transmission (PMTCT) of the hepatitis B
virus (HBV)?

Hep Voice by World Hepatitis Alliance

Emmanuel: HBV infection in pregnant women
poses a serious risk to the infant at birth. If
infected at birth, an infant has approximately
90% chance of becoming a chronic HBV
carrier and, when chronically infected, has
15-25% risk of dying in adulthood from
cirrhosis or liver cancer. Perinatal HBV
transmission can be prevented by identifying
HBV-infection early in pregnancy with
PMTCT interventions.

How big a problem is mother-to-child

transmission in both your region and
Nigeria as a whole?

Emmanuel: Nigeria accounts for 30% of cases
of mother-to-child transmission of HIV globally.
The recent National HIV/AIDS Impact Survey
(NAIIS) report showed that the prevalence of
hepatitis B and C in Nigeria is approximately
8% and 1.1%, respectively which equates to
about 19 million people living with hepatitis B
and C.

What strategies are you implementing to
work towards PMTCT?

Emmanuel: The Foundation supports the
implementation of evidence-based, innovative,
high-quality and sustainable interventions to
ensure every mother can experience a healthy
pregnancy and childbirth; and every child can
thrive to realise their full potential, through its
“Healthy Mother, Healthy Child” programme.

Ending HBV involves eliminating new
infections, including infection in children from
pregnant mothers living with hepatitis who
are not enrolled in PMTCT services. The
testing of women of childbearing age is key to
PMTCT because they can only utilise PMTCT
services when they are aware of their HBeAg
+ve status. The use of tenofovir prophylaxis
as prevention also protects their newborn and
partners from getting infected.

Hep Voice by World Hepatitis Alliance
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What are your ultimate goals in the area of
PMTCT of HBV?

Danjuma: Improving maternal and child health by
ensuring all women, including pregnant women,
are tested for hepatitis and know their status, and
those who test positive receive HBV prophylaxis to
reduce risks of infecting their babies at birth, and
to receive medical care for themselves. No baby or
child should be infected with HBV at birth or during
delivery due to poor access to the HBV birth

dose vaccine, or due to the mother not attending
antenatal care (ANC). Our ultimate goal is a future
generation of children born without the risk of viral
hepatitis B or C.

Hep Voice by World Hepatitis Alliance

What are the particular challenges
you face in Nigeria?

Danjuma: A low awareness of viral hepatitis, hard
to reach and distant communities from healthcare
facilities, and a strong gender bias and inequality
that limits women’s access to healthcare services.
There are also high levels of stigma from hepatitis
from healthcare workers and communities

and poor and inadequate commitment from
governments at state and national levels towards
the elimination of viral hepatitis. This leads to poor
funding for viral hepatitis elimination interventions.

It is the goal of the World Hepatitis Alliance to
eliminate hepatitis as a public health threat by
2030. How realistic is this?

Danjuma: Unless there is increased commitment
in terms of investments in healthcare and

by extension, viral hepatitis elimination by
government and development partners,
elimination might not be achieved across some
regions of the world.

No baby or child should
be infected with HBV at
birth or during delivery
due to poor access to the
HBYV birth dose vaccine.

Are there any lessons you have learnt that
you could share with other countries?

Danjuma: We have learnt to engage local partners
for domestic financing of viral hepatitis elimination
rather than just waiting for foreign grants.

Strong community engagement and stakeholder
mapping has assisted us in driving community
ownership, identify potential risks, and mitigated

. some threats to the project.
Can you share any recent success stories?

: In the absence of grants and resources for
Danjuma: There was the case of a pregnant e L
hepatitis elimination, organisations should be

woman, Mary* who was pregnant with her seventh : : : : : L
innovative and identify key thematic areas with ties

child and had never tested for HBV before. . :
to hepatitis elimination. An example is maternal

Through our radio program she decided to visit the : L
and child health, which is linked to HBV PMTCT.

ANC clinic and asked to be tested and found she

was HBsAg and HBeAg positive. *For anonymity purposes, Mary is not her real name.

She persuaded her husband to be tested and he

was also found out he was HBV and anti-HCV
positive. All but two of her children were tested
and found to be HBsAg positive. The husband
went further and did a HCV confirmatory test
for HCV RNA, and was positive. He has

since commenced in taking direct-
acting antivirals (DAA), while the
other children have had their
samples for HBV DNA taken.
The husband is now a local
hepatitis advocate and has
committed, in his words
to “ending this demon
called hepatitis in my
community”.



- For harm reduction services:
G Io bal Fu n d to fl g ht WOI‘|C| Harm reduction is now a “program essential” for applicants,

AI DS, TB a n d IVI a I a ria HepatItIS meaning all applicants must describe status of progress.

Al | iance Harm reduction interventions include support for hepatitis B
Updated support for viral hepatltls vaccination and hepatitis B and hepatitis C testing and treatment.

Other interventions include opioid substitution treatment (OST),
needle and syringe programmes (NSP), naloxone and other

Global Fund to fight AIDS, TB and Malaria (GFATM) elements of the WHO comprehensive package of harm reduction

policies have evolved to increasingly enable countries interventions for people who inject drugs.

to request resources to support viral hepatitis, harm
reduction & triple elimination services, with the latest
GFATM funding cycle allowing countries to prioritise
requests for hepatitis services among people living with
HIV (PLHIV), key populations and pregnant women.

Delivery within harm reduction settings including prison/
closed settings.

GFATM also fund RSSH and this is another opportunity to
include support for hepatitis programmes. Funding for RSSH

What support can countries request could support hepatitis programmes through:

for viral hepatitis? Strengthening governance, policy, and programming towards
For PLHIV and key populations: UHC, potentially including viral hepatitis.

Health product management systems which may support
supply chain management for hepatitis commodities.

D Screening, testing and treatment for hepatitis B and
hepatitis C, and vaccination for hepatitis B within HIV
prevention and treatment services, sexual reproductive
health services, and harm reduction services.

Human resources for health strengthening.

. . . Monitoring & evaluation activities.
For PWID and people in prisons and closed settings, g

hepat't's B and hepat|t|s C SerViceS to be de“vered as part Laboratory Systems Strengthening Wthh COUld inc|ude
of harm reduction services, regardless of HIV status. and enable hepatitis testing.

The latest funding round is a critical opportunity for countries

HIV, syphilis and hepatitis B testing during antenatal care to request funding to introduce and/or strengthen hepatitis

NG vl programmes.
Confi tory testi d hylaxis treat t.
onfirmatory testing and prophylaxis freafmen Although GFATM cannot fund comprehensive national hepatitis
Note: Hepatitis B birth dose vaccine for newborns is not covered programmes, funding can be mobilised to deliver hepatitis
by GFATM, but a case for resources to support programmatic services among the specified target populations and leverage
delivery can be made. Other funding sources for hepatitis B birth HIV, ANC, and harm reduction platforms, and human resources to

dose vaccine will need to be identified. strengthen hepatitis programming.



https://www.who.int/publications/i/item/9789240052390
https://www.who.int/publications/i/item/9789240052390

Making the case for hepatitis integration
in numbers

' Integrating hepatitis services with other services can improve
' patient outcomes and make health systems stronger, more efficient

' and effective.

People co-infected with HIV/HCV or HIV/HBV suffer from greater
liver-related morbidity and mortality, non-hepatic organ dysfunction,
and overall mortality than hepatitis mono-infected patients.

Research shows that HIV/HCV co-infected populations progress
to cirrhosis on average 12-16 years earlier than mono-infected
patients and in some cases experience ultra-rapid progression in
2-8 years from hepatitis C infection and cirrhosis.

What’s more globally 25% of liver cancer cases are thought to be
attributable to HCV, and HBYV is responsible for at least half of all
liver cancer cases worldwide.

The inclusion of hepatitis services will therefore stop PLHIV from
dying from hepatitis.

Over 50% of PWID globally are estimated to be
living with hepatitis C, 10% with hepatitis B and
17.8% with HIV.

Vertical transmission is driving new hepatitis

B infections and is a major contributor to the

HIV pandemic, thus there is a critical need and
opportunity to interrupt this transmission route and
potential life-long consequences of chronic infection.

HIV/HCV coinfection among pregnant mothers can
increase the risk of HIV vertical transmission.

For more details on GFATM funding and the process
through which countries must apply please:

See the ‘Resource Toolkit on GFATM 2023-2025
Funding Opportunities for Hepatitis’ which has

been developed by the Clinton Health Access
Initiative (CHAI).

Refer to the Gl | Fund w it

Contact us at
contact@worldhepatitisalliance.org


https://www.clintonhealthaccess.org/report/the-global-fund-to-fight-aids-tb-and-malaria-resource-toolkit-helps-countries-navigate-the-funding-application-process-for-hepatitis-programs/
https://www.clintonhealthaccess.org/report/the-global-fund-to-fight-aids-tb-and-malaria-resource-toolkit-helps-countries-navigate-the-funding-application-process-for-hepatitis-programs/
https://www.theglobalfund.org/en/applying-for-funding/
mailto:contact@worldhepatitisalliance.org

For this project, PPAN had two objectives:

Advocating for combination testing to be
implemented at NCAP (National Centre for
AIDS Prevention)

Ensuring micro-elimination of hepatitis C
among those living with HIV

However, Armenia was hit drastically by Covid-19
and faced political issues which impacted PPAN’s
ability to carry out their initial project objectives.
Despite this, they persevered and focussed on
one key objective;

National Liver Foundation of Bangladesh (NLFB)
is a not-for-profit organisation established in April
1999 in Dhaka, Bangladesh. The organisation

is the first of its kind in Bangladesh and is
dedicated to prevention, treatment, education
and research on liver diseases with special
emphasis on viral hepatitis.

Bangladesh has an estimated prevalence of
hepatitis B of 5.5% in the general population.

For this project, NLFB chose to focus on
two objectives:

To raise awareness of viral hepatitis

PPAN developed an informative Public Service
Announcement (PSA) regarding hepatitis, which
provided information regarding where and how

individuals could get hepatitis C testing and
treatment, as well as the cost of the
treatment. PPAN were able to share this
on one of the regional TV channels
and through social medial platforms
such as; Facebook and YouTube.

Watch PPAN’s activities here.

Address the lack of awareness and
misconceptions surrounding viral hepatitis
among rural and urban populations

Advocate for testing facilities in hard-to-reach
communities for an affordable price

NLFB believe that being part of the FMM
programme helped increase the organisations
knowledge of viral hepatitis and they learnt how
to conduct viral hepatitis awareness and testing
campaigns.

Watch NLFB activities here.

Gilobally, 290 million people are living with viral hepatitis unaware. The Find the Missing Millions
programme supported WHA members to develop and implement effective action plans to overcome the
barriers to diagnosis of viral hepatitis within their community.

The programme brought together four WHA members from different countries across the world.

Positive People Armenian Network (PPAN) is an The government of Armenia considers

NGO working towards improving the quality of life hepatitis B and hepatitis C to be an urgent

for those living with HIV/AIDS, tuberculosis and public health issue, with the prevalence of
hepatitis. They aim to make sure they are given hepatitis C varying from 0.5% (among migrants)
the same courtesy as other members of society to 81.8% (among people who inject drugs

and are able to disclose their status without fear (PWID), with a median of 11.1%.

of discrimination.

20 Hep Voice by World Hepatitis Alliance Hep Voice by World Hepatitis Alliance 21


https://www.worldhepatitisalliance.org/missing-millions/casestudy/1849-2/
https://www.worldhepatitisalliance.org/missing-millions/casestudy/find-the-missing-millions-in-country-programme-national-liver-foundation-of-bangladesh-bangladesh/

Hepatitis Alliance of Ghana (HAG) is a non-

governmental organisation operating in five out of
16 regions in Ghana to create a society free from

viral hepatitis.

Around 12.3% of the adult population are living
with viral hepatitis. There are also a lot of myths
and misconceptions surrounding hepatitis.

Through the FMM project HAG aimed to:

To increase political will to implement the
hepatitis national plan

To increase knowledge amongst healthcare
providers

To Increase knowledge amongst selected
communities
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HAG worked closely with WHA in order to achieve
their objectives. They utilised the media to help
with their political advocacy, using press releases
to call for the government to integrate hepatitis
services with existing HIV structures, include

the cost of hepatitis services such as laboratory
tests (e.g., viral load, scan) and recommended
treatment in the national health insurance
schemes and to implement hepatitis B birth dose
vaccination as a national policy.

Watch HAG’s activities here.

Yayasan Koalisi Satu Hati is a non-profit
organisation for people living with, and affected
by, viral hepatitis and HIV. The organisation was
formed to increase awareness of viral hepatitis
and HIV in Indonesia and to educate the general
public about the disease and the treatment
options available in Indonesia.

Indonesia is the home of 265 million people and it
is estimated that the prevalence of hepatitis C in
Indonesia is 1.1%.

For the project, Koalisi Satu Hati had three
objectives:

Working on a national strategic and action
plan for viral hepatitis

Increase awareness of viral hepatitis to both
the general population and key populations

Reduce out of pocket expenditure on

diagnosis and care

Koalisi Satu Hati achieved their objectives
and one of their most notable achievements
was working closely with the Ministry of Law
and Justice in order to prioritise hepatitis in
the national five-year plan. The Indonesian
government was able to put viral hepatitis as
one of their priority focuses in the 2020-2024
National Medium-Term Development Plan, which
previously only encompassed HIV and TB as the
two focus areas of communicable disease in the
National Plan.

Watch Koalisi Satu Hati’s activities here.

Read the full Find the Missing Millions in-
country report here.
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https://www.worldhepatitisalliance.org/missing-millions/casestudy/1835-2/
https://www.worldhepatitisalliance.org/missing-millions/casestudy/find-the-missing-millions-in-country-programme-yayasan-koalisi-satu-hati-indonesia/
https://www.worldhepatitisalliance.org/wp-content/uploads/2022/10/Find-the-Missing-Millions-In-Country-Programme-Report-2022.pdf

While attending the 73rd AASLD Annual
Meeting this year in Washington, DC, the
World Hepatitis Alliance held a NOhep
Medical Visionaries forum which explored
how the HIV Undetectable=Untransmittable
(U=U) movement could help people living with
hepatitis B, and how similar messaging could
be developed for the disease.

Insight was given on the community
perspective of U=U. Many people living with
HIV thought they would always be infectious,
leading to stigma and discrimination, and a
fear of having intimate relationships. However,
U=U has offered a powerful message that has
changed and transformed patient lives.

Prevention Access Campaign (PAC) and
partners launched a U=U campaign in 2016

to build and communicate a consensus about
the largely unknown fact: people living with HIV
who are on treatment and have an undetectable
viral load cannot sexually transmit HIV.

According to delegates, hepatitis B is a
dynamic disease that is prone to change, and
given the current guidelines, many are likely
to miss out on treatment because they do not
meet the current treatment criteria and are not
able to receive regular follow-up. Additionally,
a large proportion of those who are diagnosed

with liver cancer in Sub-Saharan Africa do not
meet any guidelines for treatment. There was
much discussion between delegates about the
need to simplify hepatitis B guidelines, so that
more frontline providers can provide care for
people living with hepatitis B.

A primary care provider and person living with
hepatitis B gave insight into how impactful the
U=U messaging could be for those living with
hepatitis B. She highlighted that even as a

healthcare professional, U=U type messaging
would have helped her through her journey as

someone navigating living with hepatitis B for

both her personal and professional life.

The meeting was an important first step and
further efforts are needed to assemble and
collate evidence, gather clinical and patient
perspectives, and develop an appropriate and
accurate messaging campaign to improve the
lives of people living with hepatitis B.

Read the full report of the forum here
and watch the full video here.


https://www.nohep.org/news-resources/nohep-medical-visionaries-forum-at-aasld-2022/
https://youtu.be/PDcSwS0Zc5A
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How did you get involved with the Hep C Trust?

| was asked by a worker here if | wanted to do
some volunteering. He had come into the rehab
centre | was attending to do a talk and | jumped

at the chance because | knew my old career path
(DJing and producing) was something | needed

a break from. After volunteering for around six
months, a full-time paid position came up. He said
“go for it,” and the rest is history.

What does your work involve?

| coordinate the ‘peer-to-peer’ program across
the London male prison estate, which covers
seven prisons. Working with colleagues, we
facilitate and educate in order to reduce stigma,
create awareness of transmission routes and the
risks while in prison — what differences there are
compared to the community.
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The information
available now is
unbelievable. It has
changed so much over
the years - people
used to feel dirty and
keep it a secret.

How do you achieve this?

We hold events where we share information and
encourage men to talk and realise if they have

been at risk. We encourage them to consider what
behaviours are risky, to realise if they need to alter
certain behaviours, and ultimately if they need a test
and have been at risk.

When did you find out you had hepatitis C?

It's likely | contracted hepatitis C from intravenous
(IV) drug use sometime in late 1999/early 2000. |
believe | caught it from sharing a spoon and filter
that was used to cook up some heroin and cocaine.
Despite having my own needle — sharing the spoon
and filter was something | didn’t know could be

a risk factor for catching hepatitis C. | found out |
contracted the virus when | had a blood test done
at my local GP surgery while | was in residential
rehabilitation for drug addiction.

What was your initial reaction?

Initially | was scared. | didn’t know much about
treatment other than what | had seen, which was
those who had done the interferon treatment — they
looked so ill and talked about it like it was worse
than withdrawal from opioids. Of course, this isn’t
the case now with the new direct acting anti-viral
tablets.

What support were you offered?

| contacted The Hepatitis C Trust helpline and was
sent some leaflets and told | could call anytime. |
was offered support both from a worker at the trust
and from the residential rehabilitation centre | was in
at the time.

Has information and support improved over
the years?

The information available now is unbelievable. It

has changed so much over the years - people used
to feel dirty and keep it a secret. It was something
people would look down on you for in certain circles.
While | don’t think that has changed everywhere, it
is certainly becoming better than it ever has been.
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How successful is the ‘peer-to-peer’
programme?

The “peer-to-peer” program is where the magic is.
Sometimes men have had hepatitis C so want to
help because they know how good it feels to clear
it. Sometimes they want to do it because they
want to help others stay safe because they have
taken risks and didn’t catch it but feel lucky, so
want to help others avoid taking those risks.

How important is it for someone with lived
experience to be involved in the charity?

| think the lived experience provides a bridge that
is very unique, while it may not be necessary it
certainly breaks the ice when someone who has
tested positive says “but you don’t know how |

feel...” and you say “l do...”.
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Has your diagnosis impacted on you living
life to the fullest? You love music and
cycling right?

DJing this past Halloween in Waterloo at a drug
and alcohol-free event and watching people
dance to some of my favourite hip hop and
Jungle vinyl from the 90’s — that was great. I've
been lucky enough to help a friend’s daughter
mix down and release an EP during the summer
of 2021, now she’s centre stage in an up-and-
coming band smashing it. Cycling is a huge part
of my life. | don’t own a car, so | cycle everywhere.
My favourite cycle ride is London to Brighton — by
the time you can smell the sea air as you come
over the hill tops it’s all downhill...to the chippy!

Would you encourage other people to share
their story?

Certainly — if the person
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