Long term health perspectives of
people living with HIV in Europe

EUROPEAN RESULTS
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Research question

What is on the minds of people living
with HIV in Europe in terms of their
long-term health, and how do they act?
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Research method

* Group interview with patients in the Netherlands to develop
draft questionnaire

* Feedback on draft questionnaire from representatives in the
eight participating countries

* Online survey with multiple choice questions: national or
regional organisations of people living with HIV disseminated the
request to participate in this survey by e-mail and social media

e Survey period: May — September 2016
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1342 respondents from eight European countries

265 253

Italy Netherlands Spain France United Portugal Romania Belgium
Kingdom
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Demographic data
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Sex (n=1309)

79,6%

20,1%

0,2%

Male Female Trans or transgender
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Age (n=1237)
29% 29%
1Q0/
170
i I I I
Younger than 30 | 30-39 | 40-49 | 50-59 | 60 and older
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Year of HIV diagnosis (n=1263)

37%

25%

16%

9%

Before 1990 1990-1996 1997-2003 2004-2010 2011-2016
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Route of transmission (n=1267)

65%

18%

9%

4% 4%

Sexual contact with Sexual contact with Sharing needles Blood transfusion Other
someone of a someone of the same
different sex sex
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HIV-related stigma and discrimination have a big impact on my
life (n=1266)
35%
28%
] ; E
Totally disagree Disagree somewhat Agree somewhat Totally agree
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None of them know that | have HIV (n=1244)

55%

30%

13%

Friends Family members with whom | have Collegues with whom | have a lot of
contact contact
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Current health
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How would you rate your health over the past month? (n=1307)

20%

19%
14%
8%
6%
Very Unsatisfactory Almost Satisfactory More then Good Very good Excellent
unsatisfactory satisfactory satisfactory

-
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| have felt so tired in the past month that it affected my ability to
lead a normal everyday Iifg §|3/=1297)
0

34%

Totally disagree Disagree somewhat Agree somewhat Totally agree
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Side effects
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Are you currently experiencing any side effects of your HIV
medications? (n=1301)

60%

27%
1%
] , I
No side effects Minor side effects Side effects Serious side effects
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Respondents who report side effects: The side effects are limiting
me in my daily life (n=528)
41%

25%

21%

13%

Totally disagree Disagree somewhat Agree somewhat Totally agree
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Respondents who report side effects: | have discussed my side
effects with my healthcare professional (n=528)
54%
V)
11% 9%
Totally disagree | Disagree somewhat | Agree somewhat | Totally agree
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p
Respondents who report side effects: | have discussed my side
effects with my healthcare professional if | could be treated with
medications that might cause less or no side effects (n=516)
44%
25%
20%
3 )
Totally disagree | Disagree somewhat | Agree somewhat | Totally agree
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Other health conditions



E European ”
AIDS Treatment \{0 e !"aah
TG 5 voltem

Do you have another health condition besides HIV? (n=1306)

No, HIV is the only condition | have 53%
Mental health disease
Hepatitis B or C

Sexual health problems
Osteopororosis

Skin disease
Rheumatism

Heart disease

Asthma

Diabetes

Lung disease

Cancer

Other health conditions
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The other health condition(s) is (are) having a bigger impact on
my health than my HIV (n=617)
39%
19%
i I
Totally disagree | Disagree somewhat | Agree somewhat Totally agree
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Consultations
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-
| believe regular health check-ups are an important part of my
long term HIV management (n=1300)
79%
16%
— N | | | T
Totally disagree Disagree somewhat Agree somewhat Totally agree
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Which aspects got a lot of attention during your most recent consultation
with your HIV doctor and/or HIV nurse? (n=1309)

Your physical health
Therapy adherence

Side effects

The possibility of switching to other HIV
medication

The possibility of side effects from your
HIV medication in the long term

Your other health condition

Your mental health

Your physical health in the long term
Your sexual health

Your mental health in the long term

Other topics

Your sexual health in the long term
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Which aspects would you like to see given a lot of attention during your
next consultation with your HIV doctor and/or HIV nurse? (n=1309)

The possibility of side effects from your
HIV medication in the long term

Your mental health in the long term
Your physical health
Therapy adherence

Side effects

The possibility of switching to other HIV
medication

Your other health condition

Your mental health

Your physical health in the long term
Your sexual health

Other topics

Your sexual health in the long term

49%
46%
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Comparing the difference in 'a lot of attention': which aspects would you
like to see given more attention during your next consultation? (n=1309)

The possibility of side effects from your HIV medication in the
long term (+32%)

Your mental health in the long term (+32%)

Your physical health in the long term (+31%)

Your sexual health in the long term (+25%)

Your other health condition (+17%)

Your mental health (+15%)

Your sexual health (+14%)

Side effects (+13%)

The possibility of switching to other HIV medication (+10%)
Other topics (+9%)

Therapy adherence (+2%)

Your physical health (-2%)
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Switching HIV medications
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Aspects respondents consider as very important if they were to switch to
different HIV medications (n=1303)

over the long term o

Thatthere s loy fecs. 0o = I 4
effects 84%
Tt e tnermedications " N 67
other medications /[ /0
Ty ey instead of twice - [ NN 64
day instead of twice o
Citocts when you frst take the trestment TN 59
effects when you first take the treatment o
That there are no food requirements (i.e. _ 490/
can take medication with or without food) o

That your pills are as small as possible m 34‘%
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Long term health



European
E AIDS Treatment Vo”g maan
T GroUp uuuuuuuuuuuuuuuuu

4 N
| lead a healthier lifestyle because of my HIV
(totally agree+agree somewhat) (n=1305)
44%
38%
30/0 nNA4A0/
. 110
| exercise more because of | drink less alcohol or none | quit smoking or smoke | use fewer recreational

my HIV at all because of my HIV less because of my HIV drugs or none at all
because of my HIV
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| worry about my long term health (n=1304)
49%
B 9%
= -
Totally disagree Disagree somewhat Agree somewhat Totally agree
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| worry about the impact of HIV treatment on my long term health
n=1303
"B v 42%
12%
5%
Totally disagree | Disagree somewhat | Agree somewhat Totally agree




