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Highlights

Highlights
21 organisations from 11 countries participated, 7 of which were local
Canadian organisations.
High quality programme of 19 presentations, including talks from 6
key opinion leaders. The programme was rated highly by exhibitors
and Summit delegates with 89% and 80% respectively rating it
‘good or ‘very good’. It provided civil society organisations with the
opportunity to present in an international forum, giving civil society
a voice in front of a scientific audience.
A number of organisations took the opportunity to reach a wider
audience by launching new initiatives:
• ICE-HBV launched a scientific literacy workshop entitled ‘All you ever
wanted to know about hepatitis B science but were afraid to ask’
• NOhep launched ‘The NOhep Guide for Medical Professionals’
• United Against Hepatitis launched the ‘Congratulate your Prime
Minister on World Hepatitis Day’ campaign

The scientific community and civil
society are united by a common goal;
to achieve the elimination of viral
hepatitis by 2030. Both groups have
a different but essential set of skills
and expertise and therefore, to achieve
this shared objective, it will be crucial
that they work together. The NOhep
Village was a unique opportunity to
cultivate collaboration and bridge the
gap between these communities.

• World Hepatitis Alliance launched ‘The Quest to Find the Missing
Millions’
The NOhep Village brought civil society organisations into a scientific
forum and provided the opportunity to connect with stakeholders
they may not always have access to. It also brought together regional
and global civil society organisations which plays an important role in
uniting and strengthening the community. The majority of both civil
society representatives (74%) and Summit delegates (77%) reported
that the networking and partnership opportunities at the NOhep
Village were ‘good’ or ‘very good’.
The NOhep Village harnessed the power of people living with viral
hepatitis with 33 stories shared from people living with viral hepatitis.
Social media analytics demonstrate that WHA, NOhep and the NOhep
Villagers dominated online conversations related to the Global
Hepatitis Summit. NOhep was visible in almost every #GHS2018 post
on Instagram and #NOhep was included in 65% of tweets to #GHS2018
making over 80,000 impressions.
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Background

Background

Background

Objectives
The overall objective of the NOhep Village was to foster networking

The NOhep Village was an innovative and interactive space which aimed to

and collaborative learning between patient groups and the

foster networking and collaborative learning between civil society organisations,

scientific community to create a greater and better-connected

patient groups and the scientific community to create a greater and better-

community of advocates. The Village also aimed to:

connected community of advocates. The Village took place as part of the 16

• Build a productive learning and networking environment that

ISVHLD Global Hepatitis Summit on 14 – 16 June 2018 in Toronto, Canada.

harnesses the expertise of civil society organisations and the scientific

th

community and promotes collaboration and partnership between
The Global Hepatitis Summit is a biennial event which brings together
over 1,000 top clinicians and researchers from around the world for a high
quality scientific program. This year’s Summit added a new dimension, an

those communities;
• Show the important role that both groups have to play in advocating
for the elimination of viral hepatitis;

important focus on public health, and the NOhep Village contributed to

• Showcase how only by working together elimination can be a reality;

this by creating a space for global civil society organisations to share their

• Harness the power of people living with viral hepatitis;

work with the scientific community. The Village was a distinct space in the

• Create a vibrant and engaging experience for conference delegates

main exhibition hall, made up of civil society exhibition stands, networking
areas and a stage with a full programme of presentations, lightning talks,
documentary screenings and panel discussions. It was a vibrant area where

and the public living in Toronto;
• Celebrate the successes and discuss the challenges of the viral
hepatitis response, both at a country and a global level.

regional and global communities gathered to meet, share and learn from
one another. Saturday 16 June 2018, was the NOhep Village Advocacy Day,
during which the Village was open to the public.
The World Hepatitis Alliance (WHA) was invited to create this space by the
ISVHLD Global Hepatitis Summit Organising Committee as, being a global
patient-led and patient-driven not-for-profit organisation with 259 members
in 86 countries, it is uniquely placed to link the scientific community with
civil society organisations from across the globe.

“It was so useful to be able to discuss hep C elimination
in New Zealand with the Minister, fresh from the NOhep
Village in Toronto, and share and affirm the goals of
finding the missing [millions] here. Civil society advocates
like me need these opportunities to make links with the
scientific community; the Global Hepatitis Summit was
a worthwhile and fruitful chance to do that. As a direct
result of us attending, and meeting Prof. Ed Gane, I am
now included in a national hep C summit later in July.
The Minister will also be there.”
Hazel Heal, Seed the Change | He Kākano Hāpai
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Participation

Programme

Participation

Programme

WHA invited its member organisations and other civil society and patient

The programme for the NOhep Village was developed by WHA. All exhibitors

groups to submit an application to exhibit in the NOhep Village, outlining

were invited to present on their work as it related to the objectives of the

their proposed activities at the event and how these meet the NOhep Village

Village and this made up the majority of programming. Presentations were

objectives. A total of 35 applications were received and 33 were accepted

grouped according to their topic, for example the morning of Saturday 16

(the two organisations rejected either were not civil society organisations

June focused on marginalised communities including Indigenous populations,

or their proposal was not in line with the objectives of the NOhep Village).

people who inject drugs (PWID) and prisoners. A number of organisations

Funding from the ISVHLD Global Hepatitis Summit Organising Committee was

took this opportunity to reach a wider audience by launching new initiatives,

offered to 6 organisations which covered the cost of the shell stand, signage,

including NOhep who launched ‘The NOhep Guide for Medical Professionals’,

registration, flights, accommodation and CAD500 for merchandise. Overall,

ICE-HBV who launched a scientific literacy workshop entitled ‘All you ever

21 organisations from 11 countries, including 7 organisations from Canada,

wanted to know about hepatitis B science but were afraid to ask’, United

participated in the event. Feedback indicates that the 12 organisations that

Against Hepatitis who launched the ‘Congratulate your Prime Minister on

did not attend were largely unable to do so due to the costs involved in

World Hepatitis Day’ campaign and WHA who launched ‘The Quest to Find

travelling to Canada and hosting a booth.

the Missing Millions’.

Organisation
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Country

Action Hepatitis Canada

Canada

Bridging Health Foundation

Pakistan

Canadian Aboriginal AIDS Network (CAAN)

Canada

Canadian Treatment Action Council (CTAC)

Canada

CATIE

Canada

Coalition to Eradicate Viral Hepatitis in Asia Pacific (CEVHAP)

Singapore

End Hep C SF

U.S.A.

Hepatitis B Foundation

U.S.A.

Hepatitis Education Project (HEP)

U.S.A.

Hepatitis Outbreaks’ National Organization for Reform (HONOReform)

U.S.A.

International Coalition to Eliminate HBV (ICE-HBV)

Australia

Liver Foundation, West Bengal

India

NOhep

Switzerland

Prisoners with HIV/AIDS Support Action Network (PASAN)

Canada

Seed the Change | He Kākano Hāpai

New Zealand

The National Organisation for People Living with Hepatitis B

Uganda

United Against Hepatitis

Russia

Vancouver Infectious Diseases Centre

Canada

Viral Hepatitis Care Network (VIRCAN)

Canada

World Hepatitis Alliance

Switzerland

Yellow Warriors Society

Philippines
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In addition, WHA held two documentary screenings and invited a small
number of key opinion leaders to give short talks on topics relevant to the
objectives of the NOhep Village. This included a presentation by Dr John
Ward on the new technical hub to support viral hepatitis elimination currently
being developed by the Task Force for Global Health.
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Programme at a glance

Programme at a glance

Programme at a glance

Saturday, June 16 2018
10:15am - 10:30am NOhep Village Advocacy Day Opening

Thursday, June 14 2018
Indigenous Ways of Knowing - A “Two-eyed Seeing”
6:00pm - 6:30pm

Find the Missing Millions: Launch of Global Quest

10:30am - 11:15am

look at respectful engagement with Indigenous
Peoples and Community Readiness in Action

World Hepatitis Alliance

• Canadian Aboriginal Aids Network (CAAN)
HCV best practices on the “inside” – The prison culture

Friday, June 15 2018
11:20am - 11:35am
10:30am - 11:30am Deal with it • Documentary screening, Bangalbino Films
12:15pm - 12:30pm

(PASAN)
HCV and PWID: Not just about HCV • Vancouver

Give it your best shot! – Preventing viral hepatitis
transmission through injection safety for healthcare

• Prisoners with HIV/AIDS Support Action Network

11:40am - 11:55am

Infectious Diseases Centre

providers, patients and people who inject drugs
Hepatitis C: Reimagining the care continuum to

• Hepatitis Outbreaks’ National Organization for Reform
(HONOReform)

12:00pm - 12:15pm improve health outcomes for people who inject drugs
• Hepatitis Education Project (HEP)

12:35pm - 12:50pm Seed the Change: A case study of personal generic
Working together to achieve elimination • Dr John

Direct Acting Antivirals (DAA’s) importation and
practivism in Aotearoa/New Zealand; and how this

12:15pm - 12:30pm

Ward, Task Force for Global Health

is, and could be, affected by international law • Seed
All you ever wanted to know about hepatitis B

the Change | He Kākano Hāpai
12:30pm - 1:30pm
1:15pm - 2:00pm

science but were afraid to ask • International Coalition

The NOhep Visionary Programme: How medical

to Eliminate HBV (ICE-HBV), in partnership with the

professionals can drive change • NOhep

Coalition to Eradicate Viral Hepatitis in Asia Pacific
(CEVHAP) and Yellow Warriors Society

2:05pm - 2:20pm

Discussion not confrontation: Now to eliminate
Using digital storytelling to increase hepatitis B

hepatitis together • United Against Hepatitis
1:35pm - 2:00pm
2:25pm - 2:40pm

awareness, empower patients and reduce stigma
• Hepatitis B Foundation

Hepatitis epidemic in Pakistan: It’s time to speed up
hepatitis awareness and screening • Bridging Health

Personal imports: Can it help when I cannot access the

Foundation
2:05pm - 2:20pm
2:45pm - 3:00pm

Comprehensive hepatitis management and control
Redefining viral hepatitis testing and linkage to care

through CP3 model • Liver Foundation, West Bengal
2:25pm - 2:40pm
3:05pm - 3:20pm

medicines? • Giten Khwairakpam, TREAT Asia, amfAR

• Viral Hepatitis Care Network (VIRCAN)

Finding the missing millions in Uganda to eliminate
Effective community engagement toward elimination

hepatitis • The National Organisation for People Living
with Hepatitis B

3:05pm - 3:20pm

• Action Hepatitis Canada
Promising Practices in Timiskaming First Nation •

3:30pm - 4:00pm

Documentary screening, Canadian Aboriginal Aids
Network (CAAN)
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Feedback

Impact

Feedback

Impact

NOhep Village exhibitors were asked to rate their experience of a variety of

The key objective of the NOhep Village was to foster networking and

features of the NOhep Village and the average response to each is outlined

collaborative learning between patient groups and the scientific community

in graph 1. Overall, the feedback was positive with almost all aspects having

to create a greater and better-connected community of advocates.

an average rating of between 4 (good) and 5 (very good). Although ’Benefit
to your organisation’ received the lowest average rating of 3.9, when asked

To assess the impact of the NOhep Village it was evaluated against the

‘Do you feel that the event raised awareness or built the profile of your

following three areas, which are aligned with the NOhep Village objectives.

organisation?’ 70% of exhibitors responded ‘yes’.
Graph 1 • NOhep Village exhibitor survey: How do you rate the
NOhep Village in terms of the following?*
Communication in advance of the event

1

2

3

Networking

Influencing

Raising

and collaborative

and stimulating

awareness and

learning

debate

profile

Organisation of the NOhep Village
Benefit to your organisation

1 Networking and collaborative learning

Networking and partnership opportunities
Programme content
Overall rating

Did the Village promote productive learning

and better-

networking, partnership

and networking

connected

and collaborative

environment?

community of

learning between
1

1.5

2

2.5

3

3.5

4

4.5

5

advocates?

patient groups and the

Has this helped

scientific community?

create a greater

Of the delegates that completed the Global Hepatitis Summit delegate
survey 66.6% said they visited the NOhep Village. Those that did were asked

Was the Village a

to rate their experience of the Village and the average responses are outlined
in graph 2. The feedback was largely positive with all aspects receiving an

• The majority of both civil society representatives (74%) and Summit
delegates (77%) reported that the networking and partnership opportunities

average rating of between 4 (good) and 5 (very good).

at the NOhep Village were ‘good’ or ‘very good’.
Graph 2 • Global Hepatitis Summit delegate survey: How do you rate
• Collaborative learning was consistently identified as a highlight of the

the NOhep Village in terms of the following?*

NOhep Village and, as a result, the programme was most positively
received, with exhibitors giving it an average score of 4.5 and Summit

Benefit to your work

delegates giving it an average score of 4.1 (where 1 is poor and 5 is
Networking and Partnership Opportunities

very good).

Programme Content

• 6 organisations were granted funding to enable them to attend.

Overall Rating

The majority of these were from low or middle-income countries and
may not otherwise have been able to participate. This also ensured the

1

1.5

2

2.5

3

3.5

4

4.5

5

Village had a global reach, with representation from all six World Health
Organization regions.

* Average response where 1 is poor and 5 is very good
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Impact

Impact

• The NOhep Village brought civil society organisations into a scientific

2 Influencing and stimulating debate

forum and provided the opportunity to connect with a community they
do not necessarily always have access to.

Did the village

Did it showcase

Was there a high-

effectively show the

how only by

quality discussion of

• It brought together regional and global civil society organisations which

important role that

working together

the successes and

is important for solidarity and strengthening the sense of community.

both groups have to

elimination can be

the challenges of

Informal conversations with exhibitors indicate that connections were

play in advocating for

a reality?

the viral hepatitis

made at the event and as a result these organisations are likely to work

the elimination of viral

together in future.

response?

hepatitis?

• WHA developed new relationships with 5 non-member organisations
in Canada.

• The programme was rated highly by exhibitors and Summit delegates
with 89% and 80% respectively giving it a score of ‘good or ‘very good’.

“Good to know other players in the field and what they are doing.”
“I plan to contact a CBO to visit their site. It is important for the feeling
of SOLIDARITY.”
“It was great to meet partners doing similar work, especially other
US/North American organizations.”
“Wonderful to get to meet and hear from similar civil society organisations.
Validating and inspiring.”
“[The most beneficial thing was] providing a space conducive to
networking with other stakeholders and organizations involved in
viral hepatitis elimination.”
“Extremely useful to strengthen partnerships with members and other
civil society organisations.”
“Opportunity to talk with colleagues from different countries & present
the work and experiences of our organisation.”
“We will be in touch with others and explore opportunities to work
together…”

• The majority of Summit delegates (79%) said the benefit of the NOhep
Village for their work was either ‘Good’ or ‘Very good’ and 83% agreed
with the question ‘Do you feel more informed about how you can work
with civil society and patient groups and the benefits of this?’.
• Presentations were given by a variety of stakeholders from across the
globe, including people living with viral hepatitis, representatives from
civil society organisations and medical professionals, ensuring a diverse
mix of experiences and expertise were shared.
• Around 50 delegates attended the session ‘The NOhep Visionary Programme:
How medical professionals can drive change’ which launched the NOhep
Visionaries Guide for Medical Professionals. This guide aims to expand
medical professionals’ knowledge and provide tools and resources to
become a NOhep Medical Visionary and spread the NOhep message.
There was a 20% increase in sign-ups to the NOhep Visionary programme,
50 hard copies of the guide were distributed during the event and it was
downloaded digitally over 250 times.
• The NOhep Village provided civil society organisations with an opportunity
to present in an international forum which is rarely offered to this

“We will… follow up with our new friends/contacts to share additional
resources and helpful tips with each other when working on similar
projects/initiatives.”
“There were meaningful connections and collaborations that took
place thanks to being collocated in the exhibitor space.”
“Valuable content and a good place to network.”

community. Additionally, 2 civil society organisations participating in the
NOhep Village were invited to present as part of the main event programme.
This is pertinent as it gives civil society a voice, increases their confidence
and provides legitimacy to their work.
• 6 key opinion leaders participated in the NOhep Village programme, they
were Manal El-Sayed, Jordan Feld, Giten Khwairakpam, Norah Terrault,
John Ward, Heiner Wedemeyer.
• Audiences at the NOhep Village stage had up to 50 delegates, with an
average audience size of 16.
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Impact

Impact

“Great discussions about elimination and potential partnership models.”
“[The most beneficial thing was] the ability to present what we are
about. It was great to have a forum to carry out some scientific literacy
education around HBV.”
“Learning & sharing. We were able to showcase our programmes
and received feedback. This is an innovative concept and [we’d like]
to replicate this at our region.
“The mini presentation is helpful & accessible. The exhibitors are very
enthusiastic & knowledgeable to promote their program.”
“It’s a very encouraging environment to foster collaboration and
information sharing.”
“The presentations reflected both patient/civil society groups and the
scientific community. I appreciated the Q & A time after presentations.”
“There was good candour in the discussions and presentations; very
thought provoking! Great to see e.g. Russian, Ugandan and Indigenous
perspectives all together.”
“The quality and diversity of presentations was fantastic. It was great
to see a clear place for community and programming voices…”
“… all presenters have included excellent guidelines to benefit all
professionals. Some things I was able to bring back to my group in
New York.”

3 Raising awareness and profile
Did the event

engaging experience

awareness or build

harness the power

for conference

profile for WHA

of people living

delegates and the

and its members?

with viral hepatitis?

public living in
Toronto?

Was it a vibrant and
Did the event raise
• In line with WHA’s mission, the NOhep Village sought to harness the
power of people living with viral hepatitis. At least 7 exhibitors live with,
or have lived with, viral hepatitis and 33 stories from people living with
viral hepatitis were shared, with 7 of those shared in person.
• The NOhep Village was a welcoming and engaging space which
incorporated a number of unique features including a tipi, photo booth
and traditional indigenous ceremonies by elders.
• 1,005 delegates attended the conference and 66.6% of delegates that
answered the post-event survey said they visited the Village.
• Members of the public were invited to visit the NOhep Village Advocacy
Day on 16 June and when surveyed 100% said it met their expectations.
• When asked ‘Do you feel that the event raised awareness or built the
profile of your organisation?’ 70% of exhibitors responded ‘yes’.
• Social media analytics demonstrate that WHA, NOhep and the NOhep
Villagers dominated online conversations related to the Global Hepatitis
Summit. NOhep was visible in almost every #GHS2018 post on Instagram
and #NOhep was included in 65% of tweets to #GHS2018 making over
80,000 impressions.
• Through social media activity, WHA had visible presence at the event. WHA
gained 59 new Twitter followers and received over 1,700 profile visits,
helping to raise the profile of WHA and the power of people living with
viral hepatitis.
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Impact

“[The most beneficial thing was] recognition within the broader global
health community.”
“Good opportunity to establish our organisation.”
“Many people came to ask about us. Our presentation at the NOhep
Village helped.”
“We have connected with a number of healthcare professionals who
are carrying out testing initiatives which will further our Find the
Missing Millions programme.”
“Definitely the best part of the conference.”
“Very innovative idea.”
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WORLD HEPATITIS ALLIANCE
Email
contact@worldhepatitisalliance.org
Main phone number
+44 (0)20 7378 0159
SwiSs phone number
+41 (0)22 518 0616
UK office and mailing address
1 Baden Place, London, SE1 1YW
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Swiss address
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