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rs to diagno
hepatitis B and C

Stakeholders believe that there are substantial problems
diagnosing both hepatitis B and hepatitis C in the countries
where they operate

These issues are experienced globally, but are far more
significant in African and low income countries

Over half of survey participants feel that these barriers require
urgent attention

There are four main barriers hindering the diagnosis of both
hepatitis B and C:

Lack of public knowledge of the diseases
Lack of knowledge amongst health care professionals
Lack of easily accessible testing

Stigma and discrimination




knowledge of the disease

Lack of public knowledge forms the main barrier to diagnosing
both hepatitis B and hepatitis C

This is a global issue, however it has greater significance in
African and low income countries

This is the key barrier preventing the diagnosis of hepatitis B in
all countries apart from those in the Western Pacific region

For hepatitis C this is the main barrier to diagnosis in all
countries apart from those in the Eastern Mediterranean region

Survey participants feel that the barrier could be addressed
through raising awareness and public health promotion




¥ Barrie k of knowle ongst
health care professionals

This barrier has greater significance in African and low income
countries

Survey participants feel that the barrier could be addressed
through raising awareness of the disease, increasing training
levels and providing more funds to test for the viruses

T T :

_ack of easily access

This barrier has greater significance in African and low income
countries

The lack of easily accessible testing adversely effects people
living in rural communities

Survey participants suggest that increasing mobile and
community-based testing and funding would help to address the
barrier




discrimination

This barrier has greater significance in countries in the Western
Pacific

It is more likely to act as a barrier to the diagnosis of hepatitis B
in low income countries; however in relation to hepatitis C this is
more likely to act as a barrier in high income countries

In relation to hepatitis C, stigma and discrimination is
experienced more keenly by people who inject drugs

Survey participants feel that raising awareness, public health
promotion and anti-stigma campaigns could be undertaken to
overcome this barrier




2. Introduction
and

methodology




900
Introduction

Irrespective of gender, age group, ethnicity or geography, of the 325 million
people living with viral hepatitis, 290 million are unaware they are living with
the disease’.

This puts them at risk of transmitting the virus to others and developing fatal
end-stage liver disease. The WHO Global Health Sector Strategy on Viral
Hepatitis, 2016-2021 calls for a major increase in diagnosis of chronic viral
hepatitis B and C infection, with 30% of people infected knowing their status
by 2020 and 90% by 2030°. Unless we find the “missing millions” - that are yet

to be diagnosed and link them to care, all other efforts will only have marginal
success.

1. World Health Organization, Global Hepatitis Report, 2017
2. World Health Organization, Global Health Sector Strategy on Viral Hepatitis, 2016 - 2021, 2016



Find The Missing Millions.
N

The World Hepatitis Alliance (WHA) is working with experts and key partners
across the globe to highlight the challenges to diagnosis, the context in which
they are experienced and the role people living with viral hepatitis can have in
overcoming the barriers.

In keeping with the mission of the WHA to ‘harness the power of people living
with viral hepatitis’ the Find the Missing Millions programme will put people
affected by viral hepatitis at the heart of the solution. Furthermore once the
“missing millions” are aware of their diagnosis, they can be part of the drive to
prevent the disease through demanding access to treatment and encouraging
innovation.

Alongside this the “Find the Missing Millions” campaign will be launched on
World Hepatitis Day marking the beginning of a wider three-year awareness-
raising and advocacy campaign.

The campaign is aimed at all stakeholders, including people

living with viral hepatitis, civil society organisations, healthcare
workers and policy makers.




The need for
research

Existing research on the
barriers to diagnosis and
strategies for how to
overcome them is available
but has been limited to a
small number of countries, or
is specific to a region or a
population.

These studies have also been
limited in regards to the
number and category of
respondents.

WHA sought to build on this
evidence base.




000
Methodology

As part of the “Find the Missing Millions” programme,

WHA commissioned DJ]S Research, an independent Feb /h
research agency, to undertake a global consultation, M;glcg
in the form of an online survey.

The survey ran between 22" February and 21st March
2018.

Following the online survey, telephone interviews
were conducted with 17 of those who had taken
part. The interviews were designed to gather more
~1oF &, detailed views on four of the barriers that were
A Iiance ~ identified as significant within the online survey.

The participants were selected based on the answers given to the
survey and their profiles can be found on slide 90.

The information gathered will help to inform future

programmes designed to find those who are unaware of
their diagnosis




Reach

DJS sent approximately 3,000 emails in either English, French or Spanish to
WHA members and general contacts across the globe.

An open link to the survey was also provided on websites world-wide which
could be accessed by the wider hepatitis community.

561 surveys
completed

Telephone interviews were completed by stakeholders in: Argentina, Australia, Brazil,
Canada, Cyprus, Germany, Guatemala, Mali, Portugal, Spain, Switzerland, UK and the

USA.



3. Research
Findings

Scale of the
problem




The problems encountered diagnosing both hepatitis B
and C are viewed as significant with just under half
believing that both require urgent attention

To what extent do you see the
diagnosis of hepatitis B as a problem

To what extent do you see the
diagnosis of hepatitis C as a problem

in your country? in your country?

An issue that needs
urgent attention

An issue that needs
urgent attention

47%

A significant problem A significant problem

that needs to be _ - that needs to be [ 36%

monitored monitored
i No view in either o
) ) ) . : 2%
No view in either o direction
. . 4% |
direction

A small but not
highly significant 7%
A small but not gnly =19 I °

roblem
highly significant [ 10% g :
problem Not a problem at all I 4%

Not a problem at all I 5% Son't Kk 1o/
on't know o

Base: All respondents answering on hepatitis B or on both Base: All respondents answering on hepatitis C or both hepatitis
hepatitis B and C (402). Source Q04 - To what extent do you B and C (496). Source Q04 - To what extent do you see the
see the diagnosis of hepatitis B as a problem in your country?’ diagnosis of hepatitis C as a problem in your country?’




Diagnosis of hepatitis B is particularly
challenging in African and low income countries

% who feel that the diagnosis of hepatitis B is
an issue that needs urgent attention

Region (World Health
Organization)

Overall Africa Americas Europe Eastern Western South-
Mediterranean Pacific East Asia

47% @ 36% 22% 38% 30% 65%
= Low base of 20 for South-

East Asia - data should be
treated as indicative

Income level (W(_)rld Bank
classificatlon)

Overall Low income Lower Upper High income
middle middle
income income

@ 56% 30%

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q04 - To what
extent do you see the diagnosis of hepatitis B as a problem in your country?’




African and low income countries also face greater
difficulties with the diagnosis of hepatitis C

% who feel that the diagnosis of hepatitis C is
an issue that needs urgent attention

Region (World Health
Organization)

Overall Africa Americas Europe Eastern Western South-

Mediterranean Pacific East Asia

48% 9% ™ 48% 32% 50% 23% 57%
e Low base of 20 for South-

East Asia - data should be
treated as indicative

e level (World Bank

com A Sl
in classification)

Overall Low income Lower Upper
middle middle

_ income income
@ 63% 38%

Base: All respondents answering on hepatitis C or on both hepatitis B and C (496). Source Q04 - To what
extent do you see the diagnosis of hepatitis C as a problem in your country?’

High income




3. Research
Findings

Barriers to
diagnosis




Questions were asked to
establish:

Spontaneous views on
the main barriers to
diagnosis

Barriers to diagnosis
(from a list of suggested

barriers)

Top three barriers
(Appendix A)

Populations affected

Responses to questions on hepatitis B
have been provided first, followed by
responses to the same questions asked
in relation to hepatitis C




Barriers to
diagnosis of

Hepatitis B




Hepatitis B

o0
Lack of awareness of the virus was spontaneous?y
highlighted as the main barrier to diagnosis

he barriers to
y? [CODED DATA]

In your opinion what are some of t
diagnosis of hepatitis B in your countr

Lack of awareness/ information/ education/ — 509
understanding 0
Cost/ high cost of diagnostics/ screening/ _ 299
treatment 0
Knowledge of the disease itself _ 29%
Inadequate medical training/ medical knowledge/ _ 279
unqualified medical providers 0
Inaccessibility of tests/ screening/ treatment _ 26%
Lack of means/ facilities/ equipment for early _ 239
detection/ diagnosis/ testing/ research/ labs 0
Stigma/ discrimination - 21%

Insufficient government/ political investment/

(o)
interest 16%

1

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q05 (open question) - In
your opinion what are some of the barriers to diagnosis of hepatitis B in your country?



Hepatitis B
- In African and low income countries, the lack of
awareness / information / educatlon / understanding of
hepatitis B is more of an issue than in other countries

Ith
jon (World Hea
Regl Organization)

Overall Africa Americas Europe Eastern Western South-
Mediterranean Pacific East Asia

50% @ 38% 37% 44% 48% 75%
e Low base of 20 for South-

East Asia - data should be
treated as indicative

d Bank

Income level (Worl
classification)

Overall Low income Lower Upper High income
middle middle
income income

@ 58% 39%

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q05 (open
question) — In your opinion what are some of the barriers to diagnosis of hepatitis B in your country?




Hepatitis B

000
When shown a list of possible barriers, lack of

public knowledge of the disease was noted as
the main barrier to diagnosis of hepatitis B

-

Lack of public knowledge of the disease
Lack of knowledge amongst health professionals

Lack of easily accessible testing

\ Stigma and discrimination

The out-of-pocket cost to patients 50%
Cost of procuring tests - government / health system 43%

Lack of trained health care professionals

Limited laboratory testing

Failure of banks to notify donors of a positive test

Lack of trained laboratory workers

Multiple
selection

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q06 - Please consider each
barrier (provided on a list) and select those you believe to be a problem in your country.

Confidentiality of testing

Other




Hepatitis B

Lack of public knowledge as a barrier to
diagnosis of hepatitis B

Region (World Health

Organization)

Overall Africa Americas Europe Eastern Western South-
Mediterranean Pacific East Asia

80% @ 81% 77% 78% 69% 75%
e Low base of 20 for South-

East Asia - data should be
treated as indicative

Income level (W(_)rld Bank
classiﬁcatlon)

Overall Low income Lower Upper High income
middle middle
income income

@ 71% 72%

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country




Hepatitis B

Lack of knowledge amongst health care professionals
as a barrier to diagnosis of hepatitis B

Iith
.on (Wof‘d -Hea
Reg! organizahon)

Overall Africa Americas Europe Eastern Western South-
Mediterranean Pacific East Asia

61% @ 63% 54%%, 25% 61% 60%
= Low base of 20 for South-

East Asia - data should be
treated as indicative

level (World Bank
classification)

Income

Overall Low income Lower Upper High income
middle middle
income income

@ 50% 45%

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country




Hepatitis B

Lack of easily accessible testing as a barrier to
diagnosis of hepatitis B

Iith
.on (Wof‘d -Hea
Reg! organizahon)

Overall Africa Americas Europe Eastern Western South-

, Mediterranean Pacific East Asia
56% @ 54% 449, 28% 33% 50%

Low base of 20 for South-
East Asia - data should be
treated as indicative

level (World Bank
classification)

Income

Overall Low income Lower Upper High income
middle middle
income income

@ 52% 39%

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country




Hepatitis B

Stigma and discrimination is the only main barrier to

diagnosis of hepatitis B that is felt more strongly in

Western Pacific countries

1th
jon (World Hea
Reg! organizatlon)

Overall Africa Americas Europe

54% 61% 38% 54%

me level (Wc_>r|d Bank
classificatlon)

Inco

Lower
middle
income

46%

Low income

Overall

Eastern
Mediterranean

Western South-

Pacifi_c East Asia
72% ! 35%
=" Low base of 20 for South-

East Asia - data should be
treated as indicative

47%

Upper
middle
income

37%

High income

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q06 — Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country




Hepatitis B

Lack of public knowledge is the main barrier to the
diagnosis of hepatitis B in all regions apart from the
Western Pacific region

_

,

. n \NeStern
mericas \ gaster gl

A Med'\ter\‘a“ean pacific

Lack of public
knowledge -

Stigma and
discrimination
- 72%

Lack of public
knowledge -

81% 78%

frica ‘ e sou“"EaSt

Lack of public Lack of public
knowledge -

75%

i:E:sV\é Za_se of 20 for South-
W Sla - datg Shoulqg be
€ated ag indicative

Lack of public

knowledge -

knowledge -
88%

77%

28 Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country



Hepatitis B

Stakeholders in African countries feel that
more barriers exist than their peers in
other regions

* Lack of public knowledge -
88%

* Lack of easily accessible
testing - 82%

* OQOut of pocket costs to
patients — 80%

* Lack of knowledge amongst
health care professionals -
73%

* Cost of procuring diagnostic
tests by the government or
health system - 72%

Base: All respondents in African countries answering on hepatitis B or on both hepatitis B and C (129).
Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a problem
in your country



Hepatitis B

Lack of public knowledge is the most
significant barrier in the Americas

* Lack of public
knowledge - 81%

* Lack of knowledge
amongst health care
professionals — 63%

* Lack of easily accessible
testing - 54%

Base: All respondents in countries in the Americas answering on hepatitis B or on both hepatitis B and C
(78). Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a
problem in your country



Hepatitis B

The pattern is similar in Europe as in the
Americas

* Lack of public knowledge
- 77%

* Lack of knowledge
amongst health care
professionals — 54%

* Stigma and
discrimination — 54%

Base: All respondents in European countries answering on hepatitis B or on both hepatitis B and C (87).
Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a problem
in your country



Hepatitis B

000
The Western Pacific region stands out as the

only one where stigma and discrimination is
a greater barrier than lack of knowledge

* Stigma and
discrimination — 72%

* Lack of public
knowledge - 69%

* Lack of knowledge
amongst health care
professionals - 61%

Base: All respondents in countries in the Western Pacific answering on hepatitis B or on both hepatitis B and
C (54). Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a
problem in your country



Hepatitis B

000
Out of pocket costs is a concern in lower

middle income countries

Lack of public
knowledge -

Out of pocket
Lack of public cost to

Lack of public

knowledge -
knowledge - patients for 72%9 84%

949/ the tests -
79%

33 Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q06 — Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country



Hepatitis B

Only amongst high
income countries is
stigma and
discrimination one of
the most notable
barriers

* Lack of public knowledge - 84%

* Lack of knowledge amongst
health care professionals — 67%

P, i

* Stigma and discrimination - 61%

Base: All respondents answering on hepatitis B or on both

hepatitis B and C based in high income countries (119).

Source Q06 - Please consider each barrier (provided on a list)
34  and select those you believe to be a problem in your country




Hepatitis B

Upper middle income

countries experience a

lack of knowledge, both

amongst the general

public and also amid

health care O |
professionals .

* Lack of public knowledge - 72%

Lack of knowledge amongst health
care professionals — 45%

Lack of easily accessible testing -
39%

Base: All respondents answering on hepatitis B or on both

hepatitis B and C based in upper middle income countries ‘ 4 ‘ :
(87). Source Q06 - Please consider each barrier (provided on :

a list) and select those you believe to be a problem in your

country




Hepatitis B

Financial implications
start to have an impact
as income falls with out
of pocket costs
affecting lower middle
income countries

* Qut of pocket costs to patients for the
test - 79%

* Lack of public knowledge - 71%

* Lack of easily accessible testing -
52%

Base: All respondents answering on hepatitis B or on both
hepatitis B and C based in lower middle income countries
(108). Source Q06 - Please consider each barrier (provided on
a list) and select those you believe to be a problem in your
country




Hepatitis B

Low income countries
feel the impact of the

cost of procuring tests
more than those with

higher incomes

* Lack of public knowledge - 94%

Lack of easily accessible testing
- 89%

Lack of knowledge amongst health
care professionals and the cost of
procuring tests by the government or
health system - 81%

Base: All respondents answering on hepatitis B or on both
hepatitis B and C based in lower middle income countries
(108). Source Q06 - Please consider each barrier (provided on
a list) and select those you believe to be a problem in your
country




Hepatitis B

Minority ethnic communities: Stigma and discrimination (34%)

Although lack

7 [Ptk _ People living with HIV: Stigma and discrimination (36%)
knowledge is . . L
_ Migrant communities: Stigma and discrimination (45%)
the main People who inject d Sti d discrimination (39%)
. eople who inject drugs: Stigma and discrimination

barrier to g : 7 7 ’

- - Men who have sex with men: Stigma and discrimination (36%)
diagnosis,

stigma and Prisoners: Lack of easily accessible testing (43%)
discrimination Underprivileged areas: Lack of easily accessible testing (42%)
affect a Rural communities: Lack of easily accessible testing (48%)

broader range Indigenous populations: Lack of easily accessible testing and

of people Diagnostic tests not approved for use in the country (33%)

The general population: Lack of public knowledge (55%)

Children: Lack of public knowledge (20%)

People without adequate health insurance: Confidentiality of testing (40%)

Sex workers: Confidentiality of testing (40%)

Pregnant women: Limited laboratory testing and Stigma and discrimination (24%)

Health care workers: Lack of knowledge amongst health care professionals (39%)

38



Hepatitis B

: - 000
Lack of public knowledge of hepatitis B has the

greatest impact on members of the general public

Please now indicate which populations are affected

by the barrier

General population 55%
Rural communities 38%
Prisoners 33%
People who inject drugs 31%
Migrant communities 30%
Underprivileged areas 30%
Men who have sex with men 29%
Indigenous populations 29%
Sex workers 27%
Minority ethnic communities 23%
Pregnant women 20%
Children 20%
People without adequate health insurance 19%
People living with HIV 19%
Baby boomers - born between 1945 and 1965 19%
Healthcare workers 13%
All of the above 33%
Base: Respondents answering on hepatitis B or on both hepatitis B and C and selecting lack of public knowledge as one

of the three main barriers (270). Source Q08 - For the barriers you have selected as being the most significant, please
now indicate which populations are affected by these barriers



Hepatitis B

- 000
Out of pocket costs for hepatitis B tests has a

wide impact, affecting all of the groups

mentioned
General population 41%
Rural communities 39%
Underprivileged areas 28%
People who inject drugs 25%
People without adequate health insurance 25%
Prisoners 24%
Sex workers 20%
Pregnant women 19%
Migrant communities 17%
Indigenous populations 16%
Men who have sex with men 15%
Minority ethnic communities 15%
Healthcare workers 15%
People living with HIV 15%
Children 15%
All of the above 43%

Base: Respondents answering on hepatitis B or on both hepatitis B and C and selecting out of pocket costs to patients
for the diagnostic tests as one of the three main barriers (143). Source Q08 - For the barriers you have selected as
being the most significant, please now indicate which populations are affected by these barriers



Hepatitis B

The lack of knowledge of hepatitis B amongst

on the general public and healthcare workers

General population

Healthcare workers

Prisoners

Migrant communities

Rural communities

Pregnant women

Underprivileged areas

People who inject drugs

Men who have sex with men

Indigenous populations

Minority ethnic communities

Sex workers

Baby boomers - born between 1945 and 1965
People without adequate health insurance
People living with HIV

Children

All of the above

39%
39%
29%
27%
26%
23%
21%
19%
18%
18%
18%
17%
15%
15%
14%
13%
23%

health care professionals has the strongest impact

Base: Respondents answering on hepatitis B or on both hepatitis B and C and selecting lack of knowledge amongst
health care professionals as one of the three main barriers (142). Source Q08 - For the barriers you have selected as
being the most significant, please now indicate which populations are affected by these barriers



Hepatitis B

000
Migrant communities may avoid being tested for

hepatitis B because they are more likely to
experience stigma and discrimination

General population 51%
Migrant communities 45%
People who inject drugs 39%
Sex workers 39%
Prisoners 38%
Men who have sex with men 36%
People living with HIV 36%
Minority ethnic communities 34%
Rural communities 33%
Underprivileged areas 33%
Indigenous populations 32%
Healthcare workers 24%
Pregnant women 24%
People without adequate health insurance 23%
Children 14%
Baby boomers - born between 1945 and 1965 12%
All of the above 18%
Base: Respondents answering on hepatitis B or on both hepatitis B and C and selecting stigma and discrimination as

one of the three main barriers (119). Source Q08 - For the barriers you have selected as being the most significant,
please now indicate which populations are affected by these barriers



Hepatitis B

People in rural communities, prisoners and those
living in underprivileged areas are most likely to
experience a lack of accessible testing for hepatitis B

Rural communities 48%
Prisoners 43%
Underprivileged areas 42%
General population 38%
People who inject drugs 36%
Indigenous populations 33%
Sex workers 32%
Migrant communities 31%
Men who have sex with men 29%
Minority ethnic communities 27%
People without adequate health insurance 25%
People living with HIV 19%
Children 18%
Pregnant women 16%
Baby boomers - those born between 1945 and 1965 15%
Healthcare workers 10%
All of the above 23%
Base: Respondents answering on hepatitis B or on both hepatitis B and C and selecting lack of easily accessible testing

as one of the three main barriers (106). Source Q08 - For the barriers you have selected as being the most significant,
please now indicate which populations are affected by these barriers



Barriers to
diagnosis of

Hepatitis C




Hepatitis C

As with hepatitis B, lack of awareness and

understanding was the main barrier to diagnosis
spontaneously noted for hepatitis

ome of the barriers to diagnosis of hepatitis C in

In your opinion what are s
your country? [CODED DATA]

]

33%

Lack of awareness/ information/ education/
understanding

Lack of means/ facilities/ equipment for early

detection/ diagnosis/ testing/ research/ labs

Cost/ high cost of diagnostics/ screening/
treatment

Knowledge of the disease itself
Inaccessibility of tests/ screening/ treatment

Stigma/ discrimination

Inadequate medical training/ medical knowledge/
unqualified medical providers

Risk of transmission

Insufficient government/ political investment/
interest

Other

Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q05 (open question) — In your
opinion what are some of the barriers to diagnosis of hepatitis C in your country?



Hepatitis C

Lack of awareness / information / education /
understanding as a barrier to diagnosis of
hepatitis C

Region (World Health

Organization)

Overall Africa Americas Europe Eastern Western South-
Mediterranean Pacific East Asia

44% @ 42% 35% 28% 40% 90%
e Low base of 20 for South-

East Asia - data should be
treated as indicative

Income level (W(_)rld Bank
classiﬁcatlon)

Overall Low income Lower Upper High income
middle middle
income income

@ 51% 40%

Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q05 (open question)
- In your opinion what are some of the barriers to diagnosis of hepatitis B in your country?




Hepatitis C

Main barriers to diagnosis — hepatitis C

In your opinion what are some of the barriers to diagnosis of hepatitis
C in your country?

4 Lack of public knowledge of the disease 79%\
Stigma and discrimination

Lack of knowledge amongst health professionals

Lack of easily accessible testing
\- /
The out-of-pocket cost to patients 44%
Cost of procuring tests - government / health system 40%
Lack of trained health care professionals 37%

Limited laboratory testing

Failure of banks to notify donors of a positive test
Confidentiality of testing

Lack of trained laboratory workers

No laboratory capacity within the country
Diagnostic tests not approved for use in the country

Other

Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q06 - Please consider each
barrier (provided on a list) and select those you believe to be a problem in your country



Hepatitis C

1th
jon (World Hea
Reg! organizatlon)

Overall Africa Americas

79% @ 80%

Europe

73%

level (World Bank
c|assification)

Income

Lower
middle
income

74%

Low income

Overall

Eastern
Mediterranean

Lack of public knowledge as a barrier to
diagnosis of hepatitis C

South-
East Asia
86%

Low base of 20 for South-
East Asia - data should be
treated as indicative

Western
Pacific

64% 77%

Upper
middle
income

78%

High income

Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country




Hepatitis C
Lack of knowledge amongst health care professionals
as a barrier to diagnosis of hepatitis C

1th
jon (World Hea
Reg! organizatlon)

Overall Africa Americas Europe Eastern Western South-
Mediterranean Pacific East Asia

59% @ 64% 47% 17% 66% 67%
= Low base of 20 for South-

East Asia - data should be
treated as indicative

level (World Bank
c|assification)

Income

Overall Low income Lower Upper High income
middle middle
income income

@ 50% 52%

Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country




Hepatitis C

Lack of easily accessible testing as a barrier to
diagnosis of hepatitis C

Iith
.on (Wof‘d -Hea
Reg! organizahon)

Overall Africa Americas Europe Eastern Western South-
Mediterranean Pacific East Asia

55% @ 52% 45% 36% 51% 52%
i Low base of 20 for South-

East Asia - data should be
treated as indicative

level (World Bank
classification)

Income

Overall Low income Lower Upper High income
middle middle
income income

@ 59% 45%

Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country




Hepatitis C

Stigma and discrimination as a barrier to
diagnosis of hepatitis C

1th
jon (World Hea
Reg! organizatlon)

Overall Africa Americas Europe Eastern Western South-
Mediterranean Pacific_: East Asia

61% 62% 59% 65% 44% 74% ] 48%

Low base of 20 for South-
East Asia - data should be
treated as indicative

level (World Bank
c|assification)

Income

Overall Low income Lower Upper High income
middle middle
income income

46% 41% @

Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country




Hepatitis C

Lack of public knowledge is the main barrier to
the diagnosis of hepatitis C in all regions apart
from the Eastern Mediterranean

_—
Westerh
pac-\f\c

Out of pocket
cost to

Lack of public Lack of public

knowledge -
81%

patients for
the test -
67%

knowledge -
77%

pfrica | gurop® sou

Lack of public Lack of public

Lack of public
knowledge - knowledge - knowledge -

90% 73%

52 Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country



Hepatitis C

i . ; ; 000
As with hepatitis B, stakeholders in African

countries feel that there are more barriers to
diagnosing hepatitis C than their peers in other
regions
* Lack of public knowledge -
90%

* Out of pocket costs to
patients —-85%

* Lack of easily accessible
testing -82%

* Lack of knowledge amongst
health care professionals -
81%

* Cost of procuring diagnostic
tests by the government or
health system -78%

Base: All respondents in African countries answering on hepatitis C or on both hepatitis B and C (110).
Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a problem
in your country



Hepatitis C

In the Americas, stigma and discrimination
iIs a notable barrier for hepatitis C, but not
hepatitis B

* Lack of public knowledge
- 80%

* Lack of knowledge
amongst health care
professionals — 64%

* Stigma and discrimination
- 59%

* Lack of easily accessible
testing - 52%

Base: All respondents in countries in the Americas answering on hepatitis C or on both hepatitis B and C
(132). Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a
problem in your country



Hepatitis C

European countries experience more
stigma and discrimination in relation to
hepatitis C than hepatitis B

* Lack of public knowledge
- 73%

* Stigma and discrimination
- 65%

* Lack of knowledge
amongst health care
professionals — 47%

* Lack of easily accessible
testing - 45%
Base: All respondents in European countries answering on hepatitis C or on both hepatitis B and C (150).

Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a problem
in your country



Hepatitis C

In the Western Pacific Region, lack of
public knowledge and stigma and
discrimination change places for hepatitis C
when compared to hepatitis B

* Lack of public knowledge
- 77%

* Stigma and
discrimination — 74%

* Lack of knowledge
amongst health care
professionals — 66%

Base: All respondents in countries in the Western Pacific answering on hepatitis C or on both hepatitis B and
C (47). Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a
problem in your country



Hepatitis C

Out of pocket costs is again a concern in lower
middle income countries

Out of pocket
cost to
patients for
the tests -
79%

Lack of public
knowledge -
9496

Lack of public Lack of public

knowledge - knowledge-
78% 77%

57 Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q06 - Please
consider each barrier (provided on a list) and select those you believe to be a problem in your country



Hepatitis C

As for hepatitis B, only
amongst high income
countries is stigma and
discrimination one of
the most notable
barriers to diagnosis of
hepatitis C

* Lack of public knowledge - 77%

e Stigma and discrimination - 75%

* Lack of knowledge amongst
health care professionals — 57%

Base: All respondents answering on hepatitis C or on both

hepatitis B and C based in high income countries (214).

Source Q06 - Please consider each barrier (provided on a list)
58 and select those you believe to be a problem in your country




Hepatitis C

The barriers to
diagnosing hepatitis C
are the same as those
to diagnosing hepatitis
B in upper middle
income countries

Lack of public knowledge - 78

Lack of knowledge amongst health
care professionals — 52%

Lack of easily accessible testing -
45%

Base: All respondents answering on hepatitis C or on both
hepatitis B and C based in upper middle income countries
(105). Source Q06 - Please consider each barrier (provided on
a list) and select those you believe to be a problem in your
country




Hepatitis C

The barriers to
diagnosing hepatitis C
are again the same as
those to diagnosing
hepatitis B in lower
middle income
countries

* Qut of pocket costs to patients for the
test - 79%

* Lack of public knowledge - 74%

* Lack of easily accessible testing -
59%

Base: All respondents answering on hepatitis C or on both
hepatitis B and C based in lower middle income countries
(105). Source Q06 - Please consider each barrier (provided on
a list) and select those you believe to be a problem in your
country




Hepatitis C

Unlike hepatitis B, low
income countries do not
focus on the cost of
procuring tests

Lack of public knowledge — 94%

Lack of knowledge amongst health
care professionals and limited
laboratory testing — 89%

Lack of easily accessible testing
- 87%

Base: All respondents answering on hepatitis C or on both
hepatitis B and C based in low income countries (70). Source
Q06 - Please consider each barrier (provided on a list) and
select those you believe to be a problem in your country




Hepatitis C

Showing a People who inject drugs: Stigma and discrimination (52%)

similar impact Prisoners: Stigma and discrimination and No laboratory capacity
to hepatitis B, within the country (43%)
stigma and People living with HIV: Stigma and discrimination (36%)

discrimination Sex workers: Stigma and discrimination (36%)
is the barrier Migrant communities: Stigma and discrimination (35%)
affecting the Rural communities: Lack of easily accessible testing (48%)
broadest Underprivileged areas: Lack of easily accessible testing (41%)
range of Children: Lack of trained health care professionals (21%)

people Pregnant women: Lack of trained health care professionals (21%)

Indigenous populations: Diagnostic tests not approved in the country (50%)

Minority ethnic communities: Diagnostic tests not approved for use in the country (33%)
The general population: Lack of public knowledge (52%)

Health care workers: Lack of knowledge amongst health care professionals (35%)

Men who have sex with men: Confidentiality of testing (45%)

People without adequate health insurance: No laboratory capacity within the country
62
(29%)



Hepatitis C

000
As with hepatitis B, lack of public knowledge of
hepatitis C has the greatest impact on members

of the general public

Please now indicate which populations are affected by the barrier

General population 52%

35%
31%

Rural communities
People who inject drugs

Prisoners 31%
Men who have sex with men 27%
Migrant communities 27%
Underprivileged areas 26%
Minority ethnic communities 25%
Indigenous populations 24%
Sex workers 24%
Baby boomers - born between 1945 and 1965 22%
People living with HIV 20%
People without adequate health insurance 19%
Pregnant women 19%
Children 17%
Healthcare workers 15%
All of the above 36%

Base: Respondents answering on hepatitis C or on both hepatitis B and C and selecting lack of public knowledge as one
of the three main barriers (322). Source Q08 - For the barriers you have selected as being the most significant, please
now indicate which populations are affected by these barriers



Hepatitis C

- : 000
In contrast to hepatitis B, stigma and

discrimination towards hepatitis C has the
greatest impact on people who inject drugs

People who inject drugs 52%
Men who have sex with men 43%
Prisoners 43%
General population 38%
People living with HIV 36%
Sex workers 36%
Migrant communities 35%
Rural communities 28%
Minority ethnic communities 28%
Indigenous populations 27%
Underprivileged areas 26%
People without adequate health insurance 19%
Healthcare workers 17%
Baby boomers - born between 1945 and 1965 16%
Pregnant women 15%

All of the above 28%

Base: Respondents answering on hepatitis C or on both hepatitis B and C and selecting stigma and discrimination as
one of the three main barriers (185). Source Q08 - For the barriers you have selected as being the most significant,
please now indicate which populations are affected by these barriers



Hepatitis C

The lack of knowledge of hepatitis C amongst
health care professionals has the strongest impact
on the general public and healthcare workers

General population
Healthcare workers
Prisoners

Rural communities

People who inject drugs
Migrant communities

Baby boomers - born between 1945 and 1965
Pregnant women

Men who have sex with men
Underprivileged areas
People living with HIV

Sex workers

31%
27%
25%
24%
23%
22%
20%
19%
17%
17%
17%

Indigenous populations 16%
Minority ethnic communities 16%
People without adequate health insurance 13%
Children 13%
All of the above 31%
Base: Respondents answering on hepatitis C or on both hepatitis B and C and selecting lack of knowledge amongst

health care professionals as one of the three main barriers (181). Source Q08 - For the barriers you have selected as
being the most significant, please now indicate which populations are affected by these barriers



Hepatitis C

: : — . 000
The general population, especially those living in

rural communities, is hit the hardest by out of
pocket costs for hepatitis C tests

General population 38%
Rural communities 35%
People who inject drugs 31%
People without adequate health insurance 26%
Prisoners 24%
Underprivileged areas 22%
Migrant communities 19%
Sex workers 19%
People living with HIV 17%
Men who have sex with men 16%
Pregnant women 15%
Indigenous populations 14%
Minority ethnic communities 14%
Healthcare workers 14%
Children 14%
All of the above 45%

Base: Respondents answering on hepatitis C or on both hepatitis B and C and selecting out of pocket costs to patients
for the diagnostic tests as one of the three main barriers (155). Source Q08 - For the barriers you have selected as
being the most significant, please now indicate which populations are affected by these barriers



Hepatitis C

People in rural communities and those injecting
drugs are most likely to experience a lack of
accessible testing for hepatitis C

Rural communities 48%
People who inject drugs 46%
Prisoners 41%
Underprivileged areas 41%
General population 38%
Men who have sex with men 33%
Migrant communities 33%
Indigenous populations 31%
Sex workers 29%
People without adequate health insurance 26%
Minority ethnic communities 24%
Baby boomers - born between 1945 and 1965 22%
People living with HIV 20%
Children 18%
Pregnant women 17%
All of the above 24%
Base: Respondents answering on hepatitis C or on both hepatitis B and C and selecting lack of easily accessible testing

as one of the three main barriers (147). Source Q08 - For the barriers you have selected as being the most significant,
please now indicate which populations are affected by these barriers



3. Research
Findings

Suggested
actions




000
Solutions suggested to address the main barriers
to diagnosing hepatitis B

C knOW|edge Out of pocket COSt to the

a
e - base 279 patient - base 142 profession

Lack of knowledge

st health care
AR als — base 142

Lack of publi
of the diseas

Raise
awareness -
649%

Increase
funding -
61%

Public health
promotion -
20%

Increase
training -
40%

Raise
awareness -
13%

Public health
promotion -
16%

More mobile
testing - 10%

Stigma and discrimination

1y accessible
_ pase 119 sily

ea
Lack of MY se 106

testing

Public health
promotion -
18%

Raise
awareness -
449%%

More mobile
testing - 44%

Figures
below 10%,
‘Other’ and

‘Don’t know’
not shown

Anti-stigma
campaign -
12%

Increase
funding -
18%

Base: Respondents answering on hepatitis B or on both hepatitis B and C. Source QU9 - In your view what specific action
could be taken to overcome the barriers you identified as being the most significant?



Solutions suggested to address the main barriers

to diagnosing hepatitis C | ack of knowledge

blic knowledge tigma and discr! amongst
e se — base 322 >He - base 185 professionals — base 18

Lack of
of the disea

Raise
awareness -
66%

Raise
awareness —
359%

Increase
training -
35%

Public health
promotion -
23%

Public health
promotion -
11%

Public health
promotion -
23%

ket cost to the i ssible
O base 155 Lack of easily acce

patient = testing - base 147

More mobile
testing - 31%

Increase
funding -
65%

Figures
below 10%,
‘Other’ and

‘Don’t know’
not shown

Increase
funding -
20%

Base: Respondents answering on hepatitis C or on both hepatitis B and C. Source QUS - In your view what specific action
could be taken to overcome the barriers you identified as being the most significant?




. : : . 000
What people living with viral hepatitis

can do to help overcome barriers

What in your view would be the best contribution that people living with viral hepatitis
could make to assist in overcoming the barriers to diagnosis? [CODED DATA].

Provide testimonials
& public statements to
increase awareness
& share knowledge.
(Large scale media
awareness campaign)

Advocate
(for standardised testing/
funding/ research/
importance of testing)

By helping themselves

Educate ;
_ _ (reduce spreading/
(medugc:\llep;;or;e:ri(/)nals/ progression of disease/

prevention/treatment/
engage/contribute to
self-help groups)

high-risk communities/
general population)

Base: All respondents (561). Source Q10 (open question) — What in your view would be the best contribution that
people living with viral hepatitis could make to assist in overcoming the barriers to diagnosis?
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Appendix A

Most noted
barriers for the
Mediterranean

¥ and South-East
Asia




Hepatitis B

The Eastern Mediterranean region reports out of
pocket costs as one of the significant barriers to
diagnosis for hepatitis B

* Lack of public
knowledge - 78%

* QOut of pocket costs to
patients - 66%

* Stigma and
discrimination - 47%

Base: All respondents in Eastern Mediterranean countries answering on hepatitis B or on both hepatitis B and
C (32). Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a
problem in your country



Hepatitis B

Lack of public knowledge is the main barrier
reported in the South-East Asian Region for
hepatitis B

* Lack of public
knowledge - 75%

* QOut of pocket costs to
patients - 65%

* Lack of knowledge
amongst health care
professionals — 60%

Base: All respondents in countries in South-East Asia answering on hepatitis B or on both hepatitis B and C
(20). Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a
problem in your country



Hepatitis C

In the Eastern Mediterranean Region, lack of public
knowledge and out of pocket costs change places for
hepatitis C when compared to hepatitis B

* QOut of pocket costs to
patients - 67%

* Lack of public
knowledge - 64%

* Stigma and
discrimination - 44%

Base: All respondents in Eastern Mediterranean countries answering on hepatitis C or on both hepatitis B
and C (36). Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be
a problem in your country



Hepatitis C

The barriers for hepatitis B and C are the same in the
South-East Asian Region

* Lack of public
knowledge — 86%

* QOut of pocket costs to
patients - 71%

* Lack of knowledge
amongst health care
professionals — 67%

Base: All respondents in countries in South-East Asia answering on hepatitis C or on both hepatitis B and C
(21). Source Q06 - Please consider each barrier (provided on a list) and select those you believe to be a
problem in your country



Appendix B

Three main
barriers to
diagnosis




Hepatitis B

Selected as being amongst the three main barriers
to diagnosis - hepatitis B

Please choose the three barriers that you feel are the most significant

8 0%

/ Lack of public knowledge of the disease
Lack of knowledge amongst health professionals

Lack of easily accessible testing

\ Stigma and discrimination

The out-of-pocket cost to patients

Cost of procuring tests - government / health system
Lack of trained health care professionals

Limited laboratory testing

Failure of banks to notify donors of a positive test % noted as amongst the

three most significant
barriers — multiple
selection

Lack of trained laboratory workers
Confidentiality of testing

Other

Base: All respondents answering on hepatitis B or on both hepatitis B and C (402). Source Q07 - You have indicated the
following as potential barriers, please can you now choose the three that you feel are the most significant and rank
them in order from one to three where one is the most in need of action.



Hepatitis B

000
Over one third of all participants chose lack of
public knowledge as the main barrier to address in
relation to hepatitis B

e
nowledge Lack of knowledd

jonals —
base 322 amongst profession
base 244

1st — 2nd —_
20% 20%
3rd — Don’t
know -
18% 42%

Lack of publick
of the diseasé ~

' 1st _ y 2nd _
9°{o 229%
3rd — Don’t
know -
12% 16%

- ccessible - rimination
Lack of easily @ :qma and disc
testing — base 24 Stig _ pase 217
1st — 2nd 1st — 2nd
13% 16% 16% 21%
3rd — Don’t 3rd — Don’t
19% know - 18% know -

53% 45%

Source Q07 - You have indicated the following as potential barriers, please can you now choose the three that you feel
are the most significant and rank them in order from one to three where one is the most in need of action.



Hepatitis B

% ranking lack of public knowledge as the main
barrier to diagnosis of hepatitis B

Region (World Health
Organization)

Overall Africa Americas Europe Western :
e Sub groups with
Pacific base sizes of
lower than 30

39% 30% 37% ) 49% e

Income level (W(_)rld Bank
classificatlon)

Overall Low income Lower Upper High income
middle middle

income income
36% '

Base: Respondents answering on hepatitis B or on both hepatitis B and C and rating lack of public knowledge as amongst
the top three barriers to diagnosis (322). Source Q07 - You have indicated the following as potential barriers, please can
80 you now choose the three that you feel are the most significant and rank them in order from one to three where one is the

80 most in need of action.



Hepatitis B

% ranking lack of knowledge amongst health
care professionals as the main barrier to
diagnosis of hepatitis B

Region (World Health
Organization)

Overall Africa Americas Europe Western :
Sub groups with

Pacific base sizes of
lower than 30

20% 11% | PASE 27% are not shown

Income level (W(_)rld Bank
classificatlon)

Overall Low income Lower Upper High income
middle middie
income income

24% 18%

Base: Respondents answering on hepatitis B or on both hepatitis B and C and rating lack of knowledge amongst health care
professionals as amongst the top three barriers to diagnosis (244). Source Q07 - You have indicated the following as
81 potential barriers, please can you now choose the three that you feel are the most significant and rank them in order from
81 one to three where one is the most in need of action.



Hepatitis B

% ranking lack of easily accessible testing as the
main barrier to diagnosis of hepatitis B

Region (World Health
Organization)

Overall Africa Americas Europe

Sub groups with
base sizes of
lower than 30

13% 6% \ | 24% are not shown

Income level (W(_)rld Bank
classificatlon)

Overall Low income Lower Upper High income
middle middle

income
13%

Base: Respondents answering on hepatitis B or on both hepatitis B and C and rating lack of easily accessible testing as
amongst the top three barriers to diagnosis (224). Source Q07 - You have indicated the following as potential barriers,
82 please can you now choose the three that you feel are the most significant and rank them in order from one to three where

82 one is the most in need of action.



Hepatitis B
% ranking stigma and discrimination as the main
barrier to diagnosis of hepatitis B

Region (World Health
Organization)

Overall Africa Americas Europe Western :
a o= Sub groups with
PaCIfIQ base sizes of
lower than 30

16% 4% 17% 17% are not shown

vel (World Bank
c|assification)

Income le

Overall Low income Lower Upper High income
middle middle

income income
18% 22%

Base: Respondents answering on hepatitis B or on both hepatitis B and C and rating stigma and discrimination as amongst
the top three barriers to diagnosis (217). Source Q07 - You have indicated the following as potential barriers, please can
83 you now choose the three that you feel are the most significant and rank them in order from one to three where one is the

83 most in need of action.



Hepatitis C

Selected as being amongst the three main barriers
to diagnosis — hepatitis C

Please choose the three barriers that you feel are the most significant

4 Lack of public knowledge of the disease 79%\
Stigma and discrimination

Lack of knowledge amongst health professionals

\_ Lack of easily accessible testing

The out-of-pocket cost to patients

Cost of procuring tests - government / health system
Lack of trained health care professionals

Limited laboratory testing

Confidentiality of testing

Failure of banks to notify donors of a positive test

% noted as amongst the
three most significant
barriers — multiple
selection

Lack of trained laboratory workers
No laboratory capacity within the country
Diagnostic tests not approved for use in the country

Other

Base: All respondents answering on hepatitis C or both hepatitis B and C (496). Source Q07 - You have indicated the
following as potential barriers, please can you now choose the three that you feel are the most significant and rank
them in order from one to three where one is the most in need of action.



Hepatitis C

Over one third chose lack of public knowledge as
the main barrier to address in relation to hepatitis C

nowledge and discrimination

Lack of public K
of the diseasé ~

<

base 392 SO base 304

2nd —_
21%

1st —
20%

2nd —_
21%

Don’t
know -
399%

Don’t
know -
189%

ledge

Lack of know .
amongst health care Lack of easily acces7S‘I‘b|e

professionals — base testing — base 2

15t —
18%

3rd —
20%

24%

2nd —
25%

Don’t
know -
39%

3rd —_
18%

Source Q07 - You have indicated the following as potential barriers, please can you now choose the three that you feel
are the most significant and rank them in order from one to three where one is the most in need of action.



Hepatitis C

% ranking lack of public knowledge as the main
barrier to diagnosis of hepatitis C

1th
Reg! organizatlon)

Overall Africa Americas Europe Western :
o= Sub groups with

Pacific base sizes of

lower than 30

37% 24% 34% Y 35% N an =2

Income level (W(_)rld Bank
classificatlon)

Overall Low income Lower Upper High income
middle middle

income income
33%

Base: Respondents answering on hepatitis C or on both hepatitis B and C and rating lack of public knowledge as amongst
the top three barriers to diagnosis (392). Source Q07 - You have indicated the following as potential barriers, please can
86 you now choose the three that you feel are the most significant and rank them in order from one to three where one is the

most in need of action.



Hepatitis C

% ranking stigma and discrimination as the main
barrier to diagnosis of hepatitis C

1th
Reg! organizatlon)

Overall Africa Americas Europe Western :
o= Sub groups with

PaCIfIF base sizes of

lower than 30

20% 6% 21% 23% are not shown

Income level (W(_)rld Bank
classificatlon)

Overall Low income Lower Upper High income
middle middle

income income
13% 7%

Base: Respondents answering on hepatitis C or on both hepatitis B and C and rating stigma and discrimination as amongst
the top three barriers to diagnosis (304). Source Q07 - You have indicated the following as potential barriers, please can
87 you now choose the three that you feel are the most significant and rank them in order from one to three where one is the

most in need of action.



Hepatitis C

% ranking lack of knowledge amongst health
care professionals as the main barrier to
diagnosis of hepatitis C

1th
jon (World Hea
Reg! organizatlon)

Overall Africa Americas Europe Western :
Sub groups with

~ Pacific base sizes of
18% 8% @ 25% 13% Rl

Income level (W(_)rld Bank
classificatlon)

Overall Low income Lower Upper High income
middle middle
income income

19% 18%

Base: Respondents answering on hepatitis C or on both hepatitis B and C and rating lack of knowledge amongst health care
professionals as amongst the top three barriers to diagnosis (295). Source Q07 - You have indicated the following as

88 potential barriers, please can you now choose the three that you feel are the most significant and rank them in order from
one to three where one is the most in need of action.



Hepatitis C

% ranking lack of easily accessible testing as the
main barrier to diagnosis of hepatitis C

1th
Reg! organizatlon)

Overall Africa Americas

Sub groups with
base sizes of
_ k lower than 30

16% 6% _ , are not shown

Income level (W(_)rld Bank
classificatlon)

Overall Low income Lower Upper High income
middle middle

income income
16% 17%

Base: Respondents answering on hepatitis C or on both hepatitis B and C and rating lack of easily accessible testing as
amongst the top three barriers to diagnosis (274). Source Q07 - You have indicated the following as potential barriers,

89 please can you now choose the three that you feel are the most significant and rank them in order from one to three where
one is the most in need of action.
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Profile of online participants

Role in relation to the survey

Civil Society / Community organisation — 26%
Medical professional / Clinical Service _
: I 0o
Provider
Public Health |G 16%
Patient representative || I 15%
Researcher [l 7%
Policy maker |} 4%
Laboratory professional [} 3%

Industry [} 2%

Other F 7%

Base: All respondents who completed the online survey (561), Source: Online questionnaire, Q02




Profile of online participants

Answering in

relation to...

Hepatitis B 12%
Hepatitis C 28%
Both 60%

World Health
regional

Organization
groupings

Europe 28%
High income 41%
] Americas 25%
Upper middle income | 20% Africa 24%

Pacific
Lower middle income || 23%
J Mediterranean

Low income F 15% South East Asia

Base: All respondents who completed the online survey (561), Source: Online questionnaire, Q01, Q03



Profile of survey respondents

Afghanistan Denmark Kyrgyzstan Philippines United States
Angola DR Congo Latvia Portugal Uruguay
Argentina Egypt Lebanon Romania Vietnam
Armenia Ethiopia Liberia Rwanda Zimbabwe
Australia France Libya Senegal

Austria Georgia Macedonia Serbia

Azerbaijan Germany Malawi Seychelles

Bangladesh Ghana Malaysia Sierra Leone

Belgium Greece Mali Slovakia

Bosnia & Herzegovina Guatemala Malta Slovenia

Brazil Guinea Mauritius South Africa

Bulgaria Honduras Mexico Spain

Burkina Faso Hong Kong Moldova Sri Lanka

Burundi Hungary Mongolia Sweden

Cameroon India Morocco Switzerland

Canada Indonesia Mozambique Syria

Chad Iran Myanmar Taiwan

Chile Ireland Nepal Tanzania

China Israel Netherlands Thailand

Colombia Italy New Zealand The Gambia

Costa Rica Jamaica Nigeria The Republic of Benin
Cote d'Ivoire Japan Norway Turkey

Croatia Kazakhstan Pakistan Uganda

Cyprus Kenya Paraguay Ukraine

Czech Republic Kuwait Peru United Kingdom

Base: All respondents who completed the online survey (561), Source: Online questionnaire, Q01



Profile of in-depth telephone interview

Civil Society or Community organisation 8
Medical professional / Clinical Service Provider 2
Patient representative 2
Policy maker 2
Public Health 1
Public Health Professional & Patient Representative 1

Researcher 1



Profile of online in-depth telephone interview

participants

T

Canada 3
USA 2
Argentina 1

Asia Pacific 1
Australia 1
Brazil 1

Cyprus 1

Germany
Guatemala
Mali
Portugal
Spain
Switzerland

UK

Answering in

relation to...

Hepatitis B and C

Hepatitis B

16



Appendix D

Telephone
interviews




Case study 1 - Cyprus: works for Cyprus National Addiction Society,

which is responsible for policy regarding injecting drug users (IDUs); also promotes
measures for preventing transmission of infectious diseases such as hepatitis & HIV

is also a barrier to uptake.

Viral hepatitis is a problem because there is low uptake of testing
amongst high risk groups, & specifically amongst IDUs. Cost of the test

Barrier

Lack of
accessible
testing

IDUs are a high risk
group but only a Va
of them get tested;
2 of these test
positive. Increased
testing is needed to
see what’s going on

Why not addressed?

They can see there
is a need, and
discussions are

ongoing about a
more accessible
testing procedure

(fingers prick test)
but it's a slow

process

Main population
affected & impact on
them

IDUs, prisoners,
potentially men who
have sex with men
They won’t know if

they test positive; as

such, there is a

worse prognosis with
treatment

-

o

5

Necessary changes

Political decision is
needed with the
finger prick test;

training & education
of drug treatment
centre staff; wider
accessibility to
testing; free tests

Lack of
public
knowledge

If the disease isn’t
known about, people
won't know the
seriousness of it &
won't get tested

Ministry of Health is
responsible for
imparting knowledge
but it has slow
procedures and low
budgets; plus,
hepatitis is not
prioritised in Cyprus

General population
Not enough
knowledge for
people to motivate
themselves to get
tested or be careful
with behaviour

Needs political
attention to make it
a priority and to
prevent an epidemic




Cyprus cont.

Barrier

Stigma &
discrimin-
ation

Historically, those
with HIV were
treated badly. Those
with hepatitis must
give names when
seeking treatment, &
worry about
receiving same
treatment - thus,
avoid testing &
diagnosis

Why not addressed?

There needs to be
investment in
increasing public
knowledge in order
to remove this
discrimination

Main population
affected & impact on
them

Those already
infected, especially
IDUs
Low access to
testing & treatment;
IDUs potentially not
prioritised for
treatment if Ministry
knows they are
using drugs

Necessary changes

Increase public
knowledge in order
to reduce stigma and
discrimination

What those living with
viral hepatitis can do to
help overcome the

barriers

education

m Form an association to demand their rights, have validity &
m have a voice; use this to enhance public knowledge &

Is there anything the R _ _ :
WHA should be doing? H More campaigns, more information




Case study 2 - Australia: infected herself, she now works to raise

awareness of hepatitis and HIV in Queensland. She has found stigma amongst the
community and also the health professionals

know nothing about it

Viral hepatitis is a problem because there is a lack of knowledge
amongst all groups. Migrants are the most affected group and they

Barrier

Lack of
accessible
testing

Diagnosis is too late

Why not addressed?

Developed world:
stigma
Developing world:
lack of knowledge
and stigma

Main population
affected & impact on
them

Injecting drug users
(IDUs), prisoners,
sex workers, baby

boomers

Necessary changes

Increase awareness
from grassroots level
- if people know
about something,
they will demand
action from the
government

Lack of
public
knowledge

People have no idea
about the virus and
there is a stigma
about it

Because no-one
cares about the most
widely affected
groups - eg, drug
users, sex workers,
prisoners etc

IDUs, migrants,
baby boomers,
indigenous people,
vulnerable people
They are unaware of
dangers & don't
change behaviour

Education,
awareness raising,
advocacy for
affected people,
educating health
workers, de-
stigmatising
campaigns




Australia cont.

Barrier

Lack of
knowledge
/health
profession
-1

People are hesitant
to be tested for fear
of being treated
differently by health
professionals who
lack knowledge of
the disease

Why not addressed?

Many of the affected
groups don’t have
the time/strength to
have a ‘voice’, so
there is little
campaigning

Main population
affected & impact on
them

Health professionals
lack the knowledge;
affected groups are
impacted by not
seeking help
because they will be
treated differently

Necessary changes

Harnessing the
passion of the
people to drive
through change; the
WHA needs to
advocate on their
behalf

Stigma &
discrimin-
ation

People won’t seek
help for fear of being
stigmatised

The affected groups
are on the margins
of society; view that
migrants should be
‘grateful; IDUs have
‘brought it on
themselves’

Indigenous
populations,
prisoners, migrants,
refugees
Baby boomers -
shame about using
drugs

No answer given

What those living with
viral hepatitis can do to
help overcome the B

barriers

Be proactive, raise awareness, talk, harness social media

Is there anything the
WHA should be doing?

m Involve those who want to be involved; don't put up
m barriers to people becoming involved




Viral hepatitis is a problem because of a lack of accessible testing in
rural areas; also hepatitis B has received less attention from the
government than hepatitis C, so treatment for C is better

Barrier

Lack of
accessible
testing

Bigger impact for
hepatitis B than C,
because there is
wider spread access
to diagnosis/
treatment in urban
areas where
hepatitis C is
prevalent.

For hepatitis B there
needs to be better
access to diagnostic
tests in rural
Amazon areas

Why not addressed?

Hepatitis C gets
more attention from
politicians because it
is more prevalent in

wealthier urban
areas, and there is

pressure from
groups in these
areas.

Many people can’t
access testing for
hepatitis B because
they are too rural,
unless they can
access bigger towns
such as Tabatinga or
MERES

Main population
affected & impact on
them

Indigenous
populations, rural
communities
People either can’t
access testing, or
they can be tested
but don’t receive
results for 4-6
months

Case study 3 - Brazil: doctor qualified in viral hepatitis medicine; involved in
investigating hepatitis outbreaks, particularly in Amazon regions,; specialises in treatment of
chronic hepatitis & hepatitis B/C/D; day to day, treats hepatitis patients in northern Brazil

Necessary changes

Rural communities
need to come
together to put
pressure on policy
makers to raise
awareness of the
need for accessible
diagnostic testing in
rural zones of North
Brazil




Brazil cont.

Barrier

Lack of
public
knowledge

General public
doesn’t know how to
protect itself against

these illnesses, so
may carry the illness
without knowing
what is wrong with
them, until it’s too
late

Why not addressed?

Rural, indigenous
communities are not
a priority; it is
difficult for them to
band together and
put pressure on the
government

Main population
affected & impact on
them

Indigenous
populations, rural
communities
They don’t put
pressure on the
government, they
are forgotten, and
the no testing/
treatment cycle
continues

Necessary changes

Investment in
awareness
campaigns; enable
free access to
testing in most
affected rural
communities by
banding together to
campaign, as urban
communities have
done

What those living with
viral hepatitis can do to
help overcome the

barriers

Government needs to address the prevalence of large scale
hepatitis B in rural Brazil because the affected populations
(rural) are largely unskilled and illiterate, and so getting

them to band together to campaign is difficult

Is there anything the
WHA should be doing?

Extend campaigns to inform those treating hepatitis B
patients so they know what to look out for in a potential
patient; encourage infected people to advise those
potentially affected; also continue the work it is doing, and

encourage groups to get investment they needs for better
awareness, testing & treatment




Case study 4 = Argentina: a doctor specialising in
hepatology

Viral hepatitis is a problem due to the general lack of knowledge about
the diseases. This has a huge impact on the migrant population which is
second only to the United States

Barrier

Lack of
accessible
testing

Low levels of
diagnostic testing,
leading to reduced
access to curative

testing

Why not addressed?

Cost, lack of training
of healthcare
workers about
illness, lack of

knowledge amongst
general public

Main population
affected & impact on
them

General population,
those who have
been in hospital for a
long time
Low levels of
diagnostic testing
and little access to
treatment

Necessary changes

Better access to
supplies & testing
equipment;
resources to train
staff to administer
tests; reduced cost
burden of tests

Lack of
public
knowledge

Much lower
awareness than of
HIV; in recent
survey >70% of
adults had no
knowledge of viral
hepatitis

Lack of:
Knowledge
Financial resources
Implementation of
public policy

Prisoners, healthcare
workers, sex
workers, the youth,
those suffering from
haemodialysis,
migrants

More financial
resources, human
resources,
awareness
campaigns, ways to
aid detection of
hepatitis




Argentina cont.

Barrier

Lack of
knowledge
amongst
health
profession
-als

Patients not tested,
or tested too late;
Hepatitis not
detected in patients
because symptoms
not recognised by
professionals,
especially in primary
care;

Not enough
specialists

Why not addressed?

Training of
healthcare workers
should be a priority;
Dialysis centres are
fined if patients are

discovered with
hepatitis, so cases
are often ‘hidden’

Main population
affected & impact on
them

General population &
those on dialysis
There is greater

mortality as a results

because hepatitis is
undiagnosed

Necessary changes

Train healthcare
workers, from
primary workers to
specialists

What those living with
viral hepatitis can do to
help overcome the

barriers

Empower the general public

Is there anything the
WHA should be doing?

Include other countries; be aware of the need in other
countries where there isn’t so much focus. Use NGOs as a
link so that these countries in need receive the help they

require




need to study more about it

Viral hepatitis is a problem because cirrhosis and liver cancer as causes
of death is an increasing problem in Guatemala, and they therefore

Barrier

Lack of
accessible
testing

Impact

Increasing mortality
because of a lack of
access to
testing/diagnosis -
as there are no
tests, you can’t see
how many people die
from hepatitis

Why not addressed?

People don’t know
about hepatitis/what
tests are available;
No public funding for
tests, so the cost is
a barrier to people
(they don’t have the
money to pay)

Main population

affected & impact on

them

Indigenous
populations, rural
communities,
prisoners, sex
workers, pregnant
women, healthcare
workers
Difficult to measure
effects on these
groups, so true
impact unknown

S — L 1
Case study 5 - Guatemala: works in the Department for Continuing

Education at the Postgrad Medical Sciences school of the University of San Carlos; a
member of the Guatemalan research team researching hepatitis

Necessary changes

National programme
needed to deal with
it;

More information for
general public;
Better training for
healthcare workers

Lack of
public
knowledge

People do not know
that a diagnostic test
is available, and so
just ask for
treatment

Lack of knowledge
about impact of
hepatitis on
population amongst
policy makers and
health workers

General population,
injecting drug users
(IDUs)
Result is a lack of
hygiene in the
national health
service

Increase public
awareness through
media; better access
to testing/treatment;
make testing/
treatment accessible
and affordable to all




Guatemala cont.

Barrier

Lack of They don’t look out
knowledae for symptoms, ask
/healtl? about risk factors or
. offer testing; they
professmn don’t know what

-als tests are available

Main population affected Necessary

S
Why not addressed- & impact on them changes

Political support
needed to fund the
training programmes
that are needed

General population
Disease not identified so
it continues to advance

Training and
education

People don’t know
: how the disease is
Stigma & transmitted, and if
discrimin- they have it, they
ation don’t say anything
for fear of
discrimination

IDUs, indigenous
populations, rural
communities, prisoners,
sex workers, the poor
Lack of access to
testing/treatment; lack
of social/family support

Raising public
awareness,
empower
patients, train
healthcare
workers

It's connected to the
lack of knowledge of
the general
population

What those living with
viral hepatitis can do to
help overcome the
barriers

Share their stories with healthcare workers to improve
detection of disease; more political decision making with
regard to hepatitis; more support for projects undertaken by
member organisations

Is there anything the
WHA should be doing?

Campaign for other associations to get funding; create
dialogue with organisations that could financially support
WHA’s work so that it can undertake work more effectively




Case study 6 - Spain: Heptology specialist; Hepatologist of the Liver

Transplant Unit, L’Hospitalet de Llobregat, Spain; member of the Catalonian Association of

Hepatitis

Viral hepatitis is a problem because GPs are badly informed about the
illness and do not see it as a priority

Barrier

Lack of
accessible
testing

Testing/treatment
are free in Spain but
doctors and public
need more
knowledge so that
they understand,
and can approach
professionals for the
diagnostic test

Why not addressed?

Testing unavailable
in primary care
centres; the patients
who are more at risk
of having the
disease need better
information; lack of
trained staff to
impart a positive
diagnosis

Main population
affected & impact on
them

General public who

do not know that

they can ask to be
tested

Necessary changes

Better information
for patients most at
risk; better training

for staff who are
dealing with patients
who test positive for

the disease

Lack of
public
knowledge

Hepatitis is lower
priority than other
diseases; there need
to be incentives for
doctors in primary
care to look out for
symptoms

Previously it was too
expensive; now
there is inertia about
previous behaviour
so many doctors
don’t have sufficient
knowledge; hepatitis
not a priority

General population
(especially older
people), IDUs,
prisoners who may
not want to reveal
their condition due
to the associated
stigma

Better information
for the public,
treatment available
at primary care
centres and
addiction treatment
centres




Spain cont.

Barrier

Lack of
knowledge
/health
profession
-1

Healthcare
professionals are not
well informed and so
they do not prioritise

the treatment /
prevention of the
virus

Why not addressed?

Hepatitis is not
considered as a
priority and
healthcare
professionals are
already over-worked

Main population
affected & impact on
them

The general
population who are
unaware of the virus
or that they can be
tested

Necessary changes

Training courses,
encourage doctors to
look for symptoms in

existing patients,

specialists to share
knowledge

Stigma &
discrimin-
ation

People do not want
to talk about their
condition or
addiction in the case
of IDUs

Social stigma is an
underlying issue and
many affected
people choose to
receive treatment
outside of their area

IDUs, prisoners and
sex workers.

Greater respect for
those affected who
should be treated
with sensitivity,
quicker and more
accessible testing,
simplify diagnosis.

What those living with
viral hepatitis can do to
help overcome the

barriers

No suggestion

More financing and subsidies; enable affected people to
share their experiences and views on how barriers can be
addressed

Is there anything the
WHA should be doing?




: one interviews, ré .
was suggested as the best way to address many of the
identified barriers to diagnosis

Stigma and
discrimination

Lack of
knowledge
among Lack of

professionals public
awareness

Those living with viral hepatitis should be encouraged to
tell their story — ‘humanise’ the iliness




