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AIGHLIGHTS

SEXUALITY IS DIFFICULT

haﬁ.,;:f-_‘:i T many people livin

P Ir\.l/l aavfl'lr)]/ gPSLeI;I(IV Stop zvith }II—II)IV.I;Every ° SEXUAL BEHAVIOUR WITHIN THE LAST 12 MONTHS

O ST e ' ourth male -

s 24 % of heterosexual Danish  respondent and I-I!Ia\(’je not Hal}’r?sg;:cstle():(ed

- Lol PLHIV has not had sex since  every third female ad Sex Have practiced No
learning about their HIV respondent reports sail?e sex response
status and among migrants and experiencing P
IDU the number is close to the reduced desire or Al 23 % 40 % 23 % 14 %
same. Among homo- and lack of desire Homosexuals 13 % 45 % 31 % 12 %
bisexuals far fewer abstain from ‘often’ or ‘all the Heterosexuls DK 39 % 32 9, 14 % 15 %
having sex, the numbers being  time’ within the B; | 10 % 54 9 26 % 10 ¥
respectively 6 and 7 %. In last year. This is a ISexuals oo o ’ o i oo
average it is 14 % who has considerably Migrants 23 % 36 % 18 % 23 %
stopped having sex. higher percentage ~ Drug users 38 % 18 % 23 % 20 %

At the same time 40 % than that found The old 25 %%, M1 % 21 % 12 %

reported that their sexual needs among the general  The new 19 % M % 26 % 15 %

Danish

population, where 15 % of
people report experiencing this
issue.

are met completely or almost
completely.

For many respondents,
however, having a satisfactory
sex life becomes difhicult in the
wake of receiving an HIV
diagnosis. Concerns about
HIV transmission through sex
are prevalent among most
people living with HIV. More
than every fifth respondent
reports feeling ‘extremely
worried” about transmitting

and safer sex practices. In
recognition of the fact that
many people find it difficult to
practice safer sex, the
questionnaire asked
respondents the following
question: “Would you like help
or support to become better at
practicing safer sex more
consistently?’

The 12 % of respondents
answering that they would like

comparison with the general
Danish population as that of
male erectile dystunction.

But not all respondents
report experiencing sexual
difhculties. Just under a third
of all respondents indicated
that they have not experienced
any sexual difhculties since
learning of their HIV positive
status.
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From the left: Researchers Anders
Dahl, Mie Carstensen and chairman
Henrik Arildsen (Hiv-Danmark)

receiving the reward.
Foto: Andy Grysbaek 2008

talized. Finally an in-depth
interviews with 25 PLHIV
followed to clearify some of the
findings in the survey.

A total of 1.357
questionnaires were returned,
but not all completed. 1.212
questionnaires were either fully

Sexual dysfunction

Among men living with HIV,
it was found that their risk of
erectile dysfunction is three
times greater than among the
general Danish population.
Among women living with

In May 2008 the
Danish AIDS
Foundation rewarded
the Danish Living
Conditions Survey for
the outstanding input

which gives an incredible
response rate (around 38 %).
The preliminary interviews
with organisations and insti-
tutions were conducted to get

this project has had to vartially completed and their input on which areas HIV to a partner through sex.  HIV, there is an increased risk Safer sex Support’? help to become better at
understand the included in the analysis. should be investigated more Reduced desire or lack of of vaginal dryness, but the ' practicing safer sex must be
situation of PLHIV in In the eleven month period  closely. On the basis of these desire can be a problem for issue is not as pronounced in The ability to practice safer sex compared with the 23 % of

Denmark the questionnaire was interviews a questionnaire was is of prime respondents who indicated that
. distributed through the HIV  developed with the following WOULD YOU LIKE HELP OR SUPPORT TO BECOME BETTER AT importance  they have had unprotected sex.
'The study was published in treatment centres 3.191 PLHIV themes (which can be seen in PRACTICING SAFER SEX MORE CONSISTENTLY? for the Thus it can be seen that
October 2007 in a report of ~ was in contact with the centres, the box). majority of  approximately half of those
185 pages (in Danish). Yes No Don’t know Not applicable PLHIV. This who ha\fe had unprotected sex
The research project was 1;1 a C(anelrcrll \tzi/lould bhke help.fExcept amo?g
conducted from April 2005 to that shou e sub-group of homosexua
Octollier 31007 andpbased oSn All 12 :A 46 :/o 10 :A’ A2 :/o be abletobe mena re%ativle)tly good
interviews with 36 organi- Homosexuals 10 % 31 % 12 % 21 % minimised if accordance can be seen
sations or institutions that Heterosexuals DK 11 % 41 % 9% 27 % the individual between the number of people
work with PLHIV or with the Bisexuals 17 % 50 % 10 % 16 % has a strong ~ who have hgd unprotected sex
B o estionnsie with Migrants 2% 32% B 2% e e bt pracring
n ionnaire wi
(11;12 éuift%lﬁisivzs dzilstfil‘:;ted Drug users 28 % 26 % 10% 23 %o transmission  safer sex.
to all PLHIV in contact with The old 10 % 47 % 9% 24 %
The new 14 % 46 % 12 % 20 %

outpatient clinics or hospi-

PSYCHOLOGICAL FRAGILITY

INCOME FOR PLHIV,
COMPARED WITH GENERAL POPULATION

Income

Not below that of
general average.

General PLHIV

population

Migrants
(PLHIV)

Income
in DKK

PLHIV experience |

more d|ff|CU|t|eS than ABOUT FEELINGS AND THOUGHTS - HOW OFTEN HAVE In Denmark it does not 0-199.000 40 % 39 %, Y A
- RESPONDENTS FELT THIS WAY WITHIN THE LAST MONTH: appear that PLHIV are poorer '

POP | population population Anflong e signif i tly below [ ] 4 °/° 4 ‘; 1 (;

During the interview process, 15, owe\ier., Sl%m c}:;mty }f oW W "' tan nfeliz 1 o/o 9 o/o 9 (;
P average. It 1s though wort ill not answer

Z‘f;ﬁ;ﬁﬁ;ﬁ;ﬁ?ﬁ:& _?t;lf: S Never / Almost never | Often /Very often remembering that PLHIV ~ [fSSEETas 3 (y:: 9 0/: 9 (y::

among interviewees who How often have you felt that with lecﬁilst resources Izifébabl}’

expressed views that it is often life was going your way? arc under-represented 1n =

the sr.nall., unexpected aspects 1 % 21 % 59 % 38 % SULveys of this kind. (1 US$=4.10 DKK)

of daily life that cause How often have you felt you

confusion and, at times, ble t trol th _

constitute ‘the last straw’. The were unabie to control the

questionnaire contains a things that are important in 73 % 46 % 6 % 19 % re a m e n a n S I e e e c s

number of questions intended your life?

to shed light on the daily SIDE EFFECTS WITHIN THE LAST MONTH WHILE TAKING ARV?

Ehalclfng.ffl that PLHIV are How often have you felt that the

or the question of ‘How difficulties were mounting up so 76 % 55 % 5% 16 % Much or some Slightly  Not at all

often within the last month much that you could no longer

have you felt able to cope with cope with them? Tiredness 38 % 27 % 29 %

the irritations of daily life?” 33 Impotence 35 % 44 % 14 %

% of the general Danish
population responded ‘very
often’ while only 17 % of
PLHIV chose the same
response. Findings were similar
for the question of how often
the respondent felt in control

‘merely’ an aspect of living
with a life-threatening illness,
or if they are specific to
PLHIV, is not known.

In the table above you can

see how PLHIV and the

very often’ — while among
PLHIV, the number was three
times higher.

Noteworthy and

of his or her daily life within alarming

the last month, with 33 % of
the general Danish population
reporting ‘very often’, while
only 15 % of PLHIV reported
the same sense of control. And
among the general Danish
population, 5 % reported
feeling that problems mounted
to the extent that they could
not deal with them ‘often or

The psychological fragility or
increased difhculty coping
with everyday life is common
among all PLHIV but it is
most widespread among
migrants and drug users. This
is noteworthy and alarming.

Whether these difficulties in
dealing with everyday life are
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general population were
answering questions about

feelings and thoughts.

Four times higher

The experience of isolation
become clear in the responses
to the question concerned with
how often the respondent is

Still a profound shock
to almost everyone.

There is no indication that
being diagnosed with HIV
today is any less traumatic than
it was 15 or 20 years ago,
despite current treatment possi-
bilities. Nor is there anything
to indicate that the optimism
that ARV treatment has
evoked in many other areas has
had any influence on the
reaction of the individual who
receives the diagnosis that he

or she is infected with HIV.

alone when he or she really
would prefer to be with other
people. 14 % of PLHIV
responded that they are often
alone and wishing that they
weren't — a number that is four
times higher among this group
than that found among the
general Danish population.
(And PLHIV have just as
many friends as those who
belong to the general
population, and they see them
just as often.)

Being diagnosed

In many of the interviews, the
most difficult aspect for inter-
viewees was discussing what it
was like to receive the
diagnosis. Many people
became very emotional and
had tears in their eyes, or wept.
Learning that one is HIV
positive is an overwhelming
and existential event for the
vast majority of people.

“You can’t see anything in
front of you, when you get
such a message”, says 20 year

old male, diagnosed with HIV
in 2004

THE NEED FOR MORE INFORMATION

NEED MORE INFORMATION ON THE RISK OF HIV
TRANSMISSION THROUGH ...

The lack of knowledge that among ‘the new’ there is
IS Surprising|y h|gh almost twice as great a need for

more information as there is
for ‘the old’.

The numbers are
surprisingly high. HIV is not
transmitted by ordinary social
interaction with others, but yet
the numbers more than
indicate that a very large group
of PLHIV are unsure of this
fact — and this is a signal that is
important to listen to.

'The insecurity is even
greater when it comes to the
need for more information
regarding risk of infection in
connection with sex. Here it is
almost every fifth person that
expresses a need for more
information. Again it is a much
higher number among
bisexuals, migrants and drug
users. And, as before, the need
for more information is much
higher among ‘the new’ than
among ‘the old’.

HIV is an infectious disease
and PLHIV should have a very
thorough knowledge of modes
of transmission — everything
else will counteract that the
individual will be able to take
responsibility for his or her sex
life. In the questionnaire it was
asked whether the respondent
is in need of more information
about risk of infection in
connection with normal social
interaction and about risk of
infection in connection with
having sex.

Every tenth PLHIV
expresses a need for more
knowledge of risk of infection
in connection with ordinary
social interaction, and looking
at the sub-groups of bisexuals,
migrants and drug users, then
the need for information is
greater. It is also remarkable

Terms used

All Is equivalent to the number of accepted
questionnaires either fully or partially completed

Include those who indicated on the question
concerning sexual identity that this category
best fits them — irrespective of country of origin

Homosexuals

Include only Danish-born men and women who
indicated that they consider themselves to be
heterosexual

Heterosexuals

Include men and women who indicated that they
consider themselves to be bisexual them
— irrespective of country of origin

Bisexuals

Include men and women born outside of Europe
— irrespective of sexual identity

Migrants

Include all of those who indicate that they were
most likely infected with HIV through
intravenous drug use

Drug users

The Old Include those who indicated that they were

diagnosed with HIV in 1996 or earlier
The New Include those who indicated that they were
diagnosed with HIV in 1997 or later
HIV Treatment Centres Designation for the eight Danish hospitals with
specialised treatment centres for people living
with HIV (out-patient or in-patient facilities)

PLHIV People living with HIV

Note that some of the categories are not mutual excluding eachother

Danish figures

Denmark has a population of 5.4 million people. It is
estimated that about 5.000 people are infected with HIV
(2007). About 1.000 of these do not know that they are
infected. 250 — 300 people are tested HIV-positive every year
and this number has been stable for many years. Every year

between 40 and 50 PLHIV dies of AIDS.

... ordinary social
interaction with
other people

All 9%
Homosexuals 4 %
Heterosexuals DK 12 %
Bisexuals 18 %
Migrants 23 %
Drug users 33 %
The old 7 %
The new 12 %

These numbers are also
surprisingly high. In Denmark
HIV is primarily transmitted
by sex, and if as an HIV-
infected person one does not
have a precise and accurate
knowledge of modes of trans-
mission, it can in principle

cause two effects: Either that
the person puts limits on his or
her sexual activity, because
they are afraid of infecting
others, or — if they do not limit
their sexual activity — that they
risk infecting others.

Reduced fat
Sleep difficulties
Increased fat

Diarrhoea or abdominal pain
Difficulty in concentrating

Headache

35 %
28 %
24 %
21 %
18 %
17 %

44 %
23 %
22 %
28 %
25 %
21 %

More than every third
respondent suffers
from fatigue

stated that they do not feel that
health care personnel sufh-
ciently acknowledge the extent
of the side effects that can
interfere with daily life.
During the interviews, we
asked each subject about
whether they had experienced
side effects and about the
impact that side effects had on
their lives. In general, inter-
viewees answered 'no’ when

Many PLHIV experiences side
effects from their treatment.
And the side effects loom large
in the lives of many. A number
of Living Conditions Survey
interviewees expressed lacking
information about the side
effects of their treatment, and

Fewer people now
disclose their HIV
status than they did in
the past.

Everyone infected with HIV is
faced with the prospect of
telling — or not telling — others
of their HIV status. The issue
is not only whether to tell
others, but also who should be
told, how they should be told,
and for many people, the order
in which they should be told.
Only a minority of PLHIV are
fully disclosed about their HIV
status. The vast majority are
very careful about who they
select for disclosure about their
HIV status.

Very few people have not
told anyone else about their
HIV status, but quite a few
people — more than every third
— have told only a small
number of friends or family
members about their HIV
status. There is every indication
that a significant number of
PLHIV keep their HIV status
to themselves to a large extent.

The difference in the figures

between ‘the old” and ‘the new’
strongly indicate that fewer
people now disclose their HIV
status than they did in the
past.

Disclosure: no end goal

[t is important to emphasise
that disclosure of HIV status is
not a goal in itself, and that the

hospitals.

11 %
43 %
47 %
X
48 %
52 %

asked if they experienced side
effects, but when asked about
specific side effects such as
diarrhoea, nausea or tiredness,
many reported experiencing
these side effects but
considering them a natural
part of their medical treatment,
and that they had found it
necessary to learn to live with
them.

INFORMING OTHERS

aim is not to have as many
people as possible being open
about their HIV status — after
all, illness is a personal matter.
However, there is a great deal
of indication that this is not
the only reason that many
people decide to keep their
HIV status to themselves. Fear
of negative reactions plays a
large role in this decision.

The survey also showed that
for many PLHIV, the ability to
control knowledge of one’s
HIV status is very important.
Thus it is every third
respondent who answered
athirmatively that they are
nervous that rumours about
their HIV status may go
around among people they
know. Many of those
interviewed described the
various ways in which control
was important to them, and
how the sense of lack of control
can throw them oft balance
and cause anxiety.

DANNARK

'This poster will be displayed August 2008 at
the XVII International AIDS Conference in
Mexico City by the Living Conditions
Survey at Hiv-Danmark.

Hiv-Danmark is a national organisation
for all people living with HIV and those
affected by HIV, living in Denmark,
irrespective of method of infection, gender,
sexuality or nationality.

Hiv-Danmark advocates for people living
with HIV, relatives and bereaved. Hiv-
Danmark is an umbrella organisation for
individuals, self-help groups and other
societies for people living with HIV as well
as groups attached to HIV wards at

Hiv-Danmark, Skindergade 44, 2nd Hoor
DK-1159 Copenhagen K, Denmark

www.hiv-danmark.dk
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