DON QUIXOTE AND HIS FAITHFUL COMPANION SANCHO PANZA? THE INGREDIENTS FOR A HEARTY STEW? A KID'S MESSY RODM?
OR DON QUIXOTE WITHOUT HIS FAITHFUL COMPANION SANCHO PANZA? OR ¢HINIQY YO ¥ 40 LIYHLH0d IHL OR A PORTRAIT OF CHE GUEVARA?

ELPA survey 2007-2008

RESULTS - Global

2PA

European Liver
p acin

ratients Ass

Nobody’s Unpredictable

October 2008 Réf. 20717BB01



Presentation :
SEA
of the survey =




1. Objectives & methodology

= Aim of the survey
Better understand:

How people suffering from hepatitis B or C live their illness and how it impacts
on their daily life

Their experience & perception of the medical follow-up and the treatments

= Methodology

Self-completed questionnaires, collected by associations amongst their members

= Treated sample

Results based on 2.088 completed qguestionnaires

- 163 declared having suffered from hepatitis B and have answered this part of the Qnaire
- 1.597 declared having suffered from hepatitis C and have answered this part of the Qnaire
- 223 declared having suffered from both hepatitis and have answered both parts of the Qnaire
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2. Sample’s profile

Men vs Women Av. Age HepB Hep C HepB&C N.A.

TOTAL 100% - N=2.088 52% 46% 48 yrs 8% 76% 11% 5%
Spain 1NNEGEGEGEGEGEGE 1o 51% 49% 2% 10% 5%
Germany |IIEIGIGEGE 1> 44% %  72% 6%
italy [ 10% 56% 43% 48 yrs - 11% 1%
Egyptia [N 10% 30% 42 yrs 6% - 2%
Poland | 10% 48% 50% 38 yrs 10% 78% 10% 3%
England | NEGIN 2% 51% 48% 48 yrs 2% | 83%| [14%]| 2%
Netherlands I 6% 53% A47% 59%  11% 2%
Croatia [ 6% 33% 39 yrs 61% 8%
Sweden [ 5% 26% - 78% 1%
Bosnia [l 4% 23% 42 yrs 70% 5% 5%
Bulgaria [l 3% 51% 49% 31yrs 36% -
Austria Il 2% 51% 49% 49 yrs 14% 74% 2% 9%
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3. Relationship with the doctor

“How would you rate your relationship with the doctor who manages your hepatitis”

W Excellent B Good NA So-So W Bad/Very bad

Hepatitis B&C 18% 5% 27% 11%

ELPA survey 2007-2008
Elpa/ October 2008

B I




Results
Part 1. Hepatitis B (N=386)




1. Disease awareness
Hep B before the diagnosis

B YES B NO B No answer
Did you know what Hep B
was before you were 23% 4%
diagnosed?

Were you aware of the
ways it can be 28%
transmitted?

Did you considere yourself
at risk of having contracted 27% 6%
it?

Do you think you might
have transmitted it to
anyone else before you
knew you had it?

» 34% have no idea of how many & 14% think to over than 5 people
* 70% to the partner, 27% to family, 16% to friends, 4% to colleagues
& 23% to others
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2. Origin of the Hepatitis test

Hep B

H YES NO, no answer
Were you tested as part of

a series of investigations
into your symptoms?

58%

Did you accept the offer of
atestas part of a
screening program?

12%

Were you tested as part of
general medical check-
up?

76%

Were you offered a test
because you had been at 19% 81%
risk?

Did you ask for a Hep B

82%
test yourself? ’

o

* 11% experienced some barriers getting tested
» Average delay of 2 months to wait before the test
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- 3. Symptoms evoked before diagnosis

H YES NO, no answer

Did you tell your doctor about any symptoms before

. 50% 50%
you were diagnosed?

Did your doctor suggest they were caused by

: 42% 58%
something else?

How long was it from the first time you reported
symptoms until you were diaghosed with Hep B?

Average of 68 days

Were you jaundiced before you were diagnosed? 29% 71%

IF YES, were you immediately tested for hepatitis B? 61% 39%
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4. Course of the diagnosis

Hep B

How long did it take from when you were tested until
you got the results?

Average of 22 days

In what year were you diagnosed with Hep B? | 1991 in average

1997 for people younger than 40; 1991 for people btwn 41&50;
1988 for people btwn 51&60; 1986 for people aged 61 & over

B YES NO, no answer

Were you diagnosed n secondary care (e.g. P
hospital)?
or by a general physician? 70%

or in tertiary care (e.g. specialist hospital unit)? 89%
or in a drug and alcohol facility? 95%
or in a sexual health clinic? ﬂ 97%
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5. Advices & information received
Hep B during the diagnosis
B YES NO, no answer

Before your test, were you given any advice about the
implications of a positive diagnosis?

l

IF YES, were you told about how it is transmitted? 21%

82%

30%
or about possible treatments? 34%
54%

or about any patient association? 66%

When you were given the results of your test, were T

you told how to prevent transmitting Hep B to other

B Well informed about the disease Poorly informed Knew nothing B No answer
P & tagnosis wae. 7T -
Hep B diagnosis was...?
Elpa/ October 2008 10



6. Development of chronic hepatitis B

Hep B

B YES m NO m DK / No answer

If you were diagnosed
during the acute phase
(the first 6 months after
infection), were you tested
again to see whether you
had gone on to develop
chronic Hep B?

Did you develop chronic
hepatitis B ?

‘ The next questions about Hep B have been asked only
to those 180 people who developed chronic Hep B
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7. Referral

Hep B
B YES NO, no answer
After being diagnosed with chronic Hep B, were you
referred to a specialist for further tests and/or 28%
treatment?

IF YES, how long did it take from referral until you saw
the specialist?

Average of 6 months

99%

Did/do you also have hepatitis D?

[N ]

Did/do you also have HIV or AIDS? 98%

Did/do you also have chronic hepatitis C? 66%
ELPA survey 2007-2008



8. Further tests
Hep B

“Which tests have you had to measure the state of your hepatitis?”
B YES NO, no answer

Blood test for ver functon nl. ALT & asT) | NS

Blood test for HBeAg or anti-Hbe antibodies 82% 18%
Ultrasound scan (abdominal) 77% 23%

Blood test for viral load 73% 17%

Liver biopsy 61% 39%

Blood test for alpha fetoprotein/AFP 50% 50%

Fibroscan 18% 82%

B YES NO B No answer
diagnostic tests?
l—» 77% every 6 months; 16% every year; 4% less often
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9. Treatment offered

Hep B

B YES B NO B No answer

o eamenty
treatment? 1

What were you offered? EVES ENO B NA
I 6200 L YOu have taken
interferon 62% it if it had been 79% 19%
Lamivudine [  NGGNNNEEEEEEEEE o offered?
Adefovir I 15% If you asked for it but
Entecavir [l 4% it was refused, were [l 97%
you told why?
other |IEGNG 14% 4 out of the 5 were then

satisfied with the explanation

No answer I 10%

If you were offered treatment but refused it, was that because...?
you preferred to treat yourself in other ways Il 5%
you had other priorities [l 3%
the treating centre was too far W2%
you didn't think it would work 2%
you didn't want a biopsy 2%
you didn't want others to be aware of your disease 011%
NA / didn't refuse any offered treatment  ENE—_—_—_G_—_—_—_—— ., © 190

ELPA survey 2007-2008
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10. Course of the treatment
Hep B and follow-up

B<1mth m1-6 mths 6-12 mths m1-2yrs >2yrs NA

If you We_nt on treatment, how long did it take from 6% = =
diagnosis to the start of treatment?

min alocal centre B in a specialist centre NA
Is monitoring and/or treatment of your Hep done...? 16%
B < 10km B 10-50km 50-100km B > 100km NA
If in a specialist centre, how far is it from where you _
. 30% 15% 17% B4
H by foot M by car by public transport NA

And how do you travel to the specialist centre? 33% 7%

. . . . 0, i
Average of 2 appointments ever missed to the specialist centre | But#9% never missed
any appointment

- Mainly because: Unwell for other reasons 46% Center hard to get to 31%
Unwell as a result of the hepatitis 38% Not enough money for travel 15%
Forgot 38% Didn’t believe in treatment 8%

58% see the same doctor each time

ELPA survey 2007-2008
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11. Stigmatization

Hep B

B YES ® NO B No answer
Do you find it difficult to tell E4% -
people you have Hep B? 1
Who have you told?
Only those closest to me [ N 500 .. s I 227

Other people Iwork with [l 11% Doctors I 3100
Only one person 1l 7% Colleagues NG 270
&y
Only my boss atwork [l 6% Nurses 25%

Employer I 3 .
State employees G 2100
Neighbours I 2100
Partner NG 150
Family NN 12%0
Other NG 2390
By whom?

1

B YES B NO B No answer

Do you feel you have been dlscrlr_n_lnated against - -
because you have hepatitis B?

Elpa/ October 2008 16
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12. Information & support

Hep B

B YES ® NO B No answer
ke conect teclsions sbouyour hepaitis?
make correct decisions abiut your hepatitis?

Who has been the best source of information?

Your specialist | NGGcNNNEEEEGEGE -0 Your specialist | GGG /1%
A patient association [N 24% A patient association [N 21%
The internet I 23% Your local doctor | 17%
Your local doctor [N 17% The internet (chat rooms) [l 12%
Health service info leaflets [ 16% Someone else withHep B Il 11%
Support group [l 9% Supportgroup [l 8%
Someone else withHep B [l 8% Your psychotherapist [ll5%
Your nurse [l 5% Your nurse B3%
Other Il 10% Other 1 17%

Who has been the best source of support?

‘ B YES B NO B No answer

Do you feel you've been given adequate support in — T
dealing with your hepatitis?
Elpa/ October 2008 17




Results
Part 2. Hepatitis C (N=1.820)




1. Disease awareness
Hep C before the diagnosis

B YES B NO B No answer
Did you know what Hep C
was before you were 20% 1%
diagnosed?

Were you aware of how it
.y . 28% 204
is transmitted?

Did you considere yourself
at risk of having contracted 27% 4%
it?

Do you think you might
have transmitted it to
anyone else before you
knew you had it?

» 39% have no idea of how many & 18% think to over than 5 people
* 47% to the partner, 39% to family, 25% to friends, 7% to colleagues

& 27% to others
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2. Origin of the Hepatitis test

Hep C

H YES NO, no answer

Were you tested as part of
2

into your symptoms?
Did you accept the offer of
atestas part of a 73%
Were you tested as part of
general medical check-

screening program?
up?

Were you offered a test
because you had been at 81%
risk?
77%

| * 15% experienced some barriers getting tested

» Average delay of 51 days to wait before the test

75%

Did you ask fora Hep C
test yourself?

ELPA survey 2007-2008
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=5e) 3 Symptoms evoked before diagnosis

H YES NO, no answer

Did you tell your doctor about any symptoms before

. 48% 52%
you were diagnosed?

Did your doctor suggest they were caused by

: 54% 46%
something else?

How long was it from the first time you reported
symptoms until you were diagnosed with Hep C?

Average of 64 days

Were you jaundiced before you were diagnosed? [EEEEA 86%

IF YES, were you immediately tested for hepatitis C? 42% 58%

ELPA survey 2007-2008
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4. Course of the diagnosis

Hep C

How long did it take from when you were tested until Average of 21 days
you got the results?

B YES NO, no answer

Were you diagnosed by a general physician? 38% 62%

or in secondary care (e.g. hospital)? 32% 68%

or in tertiary care (e.g. specialist hospital unit)? ke 87%

S

or in a drug and alcohol facility? 96%

[ 0o

or in a sexual health clinic? 97%

ELPA survey 2007-2008
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5. Advices & information received
Hep C during the diagnosis

B YES NO, no answer

Before your test, were you given any advice about the
implications of a positive diagnosis?

When you were given the results of your test, were you told 40%
how to prevent transmitting Hep C to other people?

17% 83%

When you were given a positive Hep C diagnosis, were you
. ; . : 40% 60%
given the impression that was a fatal disease?

or a serious disease that could be treated? 60% 40%

or a relatively unimportant and unthreatening disease? JR¥EG 89%

B Well informed about the disease Poorly informed Knew nothing B No answer

Do you consider the person who gave you a positive
Hep C diagnosis was...?

ELPA survey 2007-2008
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6. Development of chronic hepatitis C

Hep C

B YES m NO m DK / No answer

Did you develop chronic
hepatitis C ?

‘ The next questions about Hep C have been asked only
to those 1.452 people who developed chronic Hep C

ELPA survey 2007-2008
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7. Referral

Hep C

H YES NO, no answer

After being diagnosed with chronic Hep C, were you
- 87% 13%
referred to a specialist for further tests and/or treatment?

IF YES, how long did it take from referral until you saw
the specialist? Average of 3 months
Did/do you also have HIV or AIDS? H 99%
Did/do you also have chronic hepatitis B? 93%

ELPA survey 2007-2008
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8. Further tests
Hep C

“Which tests have you had to measure the state of your hepatitis?”
B YES NO, no answer

Blood test for liver function
(incl. ALT & AST)

94% 6%

Blood test for viral load 86% 14%

Ultrasound scan

: 78% 22%
(abdominal) i ’
oproeARE
fetoprotein/AFP
Fibroscan 8%

B YES NO B No answer
aomsie oo "
diagnostic tests?

73% every 6 months; 20% every year; 3% less often

ELPA survey 2007-2008
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Hep C

9. Treatment offered

Have you been offered

B YES

B NO B No answer

85% 5%
treatment?
HYES HNO M NA jyerdi i I 5
IF NO,... Would you have taken liver disease not serious enough 35%
it if it had been 71% 15 interferon treatment | NNGNGNGGE_— 22
offered?
alcohol consumption | 9%
If you asked for it but drugs I 8%
it was refused, were PAEQ 72% o
you told why? too chaotic lifestyle N 7%
I—> Why? > homeless 1%
NA I o
If you were offered treatment but refused it, was that because...?
afraid of side effects NN 12%
you had other priorities NN 9%
you preferred to treat yourself in other ways I 8%
you didn't think it would work I 7%
you didn't want a biopsy I 5%
you didn't think you needed it I 4%
you didn't want others to be aware of your disease Il 3%

NA / didn't refuse any offered treatment

N, 5370

ELPA survey 2007-2008
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10. Course of the treatment
Hep C and follow-up

B<1mth m1-6 mths 6-12 mths m1-2yrs >2yrs NA

If you We_nt on treatment, how long did it take from P = e
diagnosis to the start of treatment?
min alocal centre B in a specialist centre NA

Is monitoring and/or treatment of your Hep done....? || EEKEEI g e

W< 10km m 10-50km 50-100km W > 100km NA
If in a specialist centre, how far is it from where you —

live?
H by foot M by car by public transport NA

And how do you travel to the specialist centre? 32% 1%

. . . . o) i
Average of 0,5 appointment ever missed to the specialist centre | But48% never missed
any appointment

- Mainly because: Unwell as a result of the hepatitis 44% Didn’t believe in treatment 24%
Unwell for other reasons 38% Not enough money for travel 19%
Forgot 35% Center hard to get to 12%

64% see the same doctor each time
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11. Stigmatization

Hep C

B YES B NO B No answer
ple you have Hop Co
people you have Hep C? 1
Who have you told?

I -
Only those closest to me 7% Doctors I )

Other people work with I 17% Nurses N 260
Only my boss atwork [N 14% Friends N 46
|
Only one person 3% Colleagues 22%

Employer I 210
State employees NN 14%
Family N /%0
Partner NN 1370
Neighbours NN 13%0
Other I 00
By whom?

1

B YES B NO B No answer
Do you feel you have been dlscrlr_n_lnated against - -
because you have hepatitis C?
ELPA survey 2007-2008
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12. Information & support

Hep C
B YES ® NO B No answer
Do you think you've always had enough information to A —
make correct decisions about your hepatitis?
Who has been the best source of information?
Your specialist | ENGccNNNEEEEEGEEGE 0 Your specialist | GGG /2%
The internet | NG 40% A patient association [ NN 28%
A patient association | ENGcNcNNG 36% Someone else with Hep C | 19%
Someone else with Hep C I 18% The internet (chat rooms) I 16%
Support group I 14% Your local doctor I 13%
Your local doctor I 13% Supportgroup [ 13%
Health service info leaflets |l 12% Your psychotherapist [l 7%
Your nurse [l 7% Your nurse [l 7%
Other M 11% Other [N 20%

Who has been the best source of support?

‘ B YES B NO B No answer

Do you feel you've been given adequate support in - -
dealing with your hepatitis?
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