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From April 2005 to October 2007, Hiv-Dan-
mark, a nationwide patient’s organisation 
for all people living with HIV carried out 
the fi rst national survey of the living con-
ditions and quality of life of people living 
with HIV. The work resulted in a    185 -
page report in Danish (Hiv og levekår 
– en  undersøgelse af hiv-smittedes levekår 
og livskvalitet i Danmark, Hiv-Danmark, 
2007). 

In the spring of 2008, a 30-page sum-
mary of the report was published. This 
English report is a translated and edited 
version of the 30-page Danish summary.

The survey is unique in an interna-
tional context in terms of data gathered. 
 Similar studies have been carried out in 
other countries, but nowhere has such a 
large percentage of people living with HIV 
responded to a questionnaire focusing on 
living  conditions and life quality as in this 
 Danish survey. The success of the survey is 
due in part to the great willingness among 
Danish people living with HIV to partici-
pate, as well as the cooperation with the 
Danish HIV Cohort Study, which provided 
assistance in distributing questionnaires 
through the HIV treatment centres. 

The survey received fi nancial support from 
the Danish National Board of  Health, the 
Danish AIDS Foundation, Aase og Einar 
Danielsens Fond, Carlsbergs Mindelegat, 
 Fabrikant Mads Clausens Fond, Tips- og 
Lottopuljen 2006 and 2007, the Danish 
Haemophilia Society & Merck, Sharp and 
Dohme, all of whom we thank for their sup-
port. 

But most of all, we would like to thank 
the many people who took the time to com-
plete the lengthy questionnaires containing 
both boring and highly personal questions; 
and a special thanks to all the men and 
 women who provided us with insight into 
their lives during the interview process.

The names of the interviewees have 
been changed and to ensure that confi den-
tiality of individual stories is protected, dif-
ferent names are used throughout the sur-
vey when several citations are attributable 
to the same interviewee.

This report is available to be down-
loaded at www.levekaar.dk. The site con-
tains English translations of the original 
questionnaire and a number of tables not 
included in this summary.

Mie Carstensen & Anders Dahl
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By Mie Carstensen & Anders Dahl
English by www.loetranslations.dk
Layout & foto: Morten Eiersted
Foto chapter 7: Ole Rud-P
© Hiv-Danmark, 2008
ISBN 978-87-985567-5-6
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We would like to point out that it is important to read the 
introductory section entitled ‘Description of sub-groups’ in 
order to avoid misunderstanding while reading this report. 
For example, ‘heterosexual men’ refers to Danish-born 
heterosexual men for the purposes of this report. 
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In a report concerning people living with 
HIV, there are a number of terms, desig-
nations and categories that ought always to 
be used if one wishes to be correct. But this 
is neither easy nor reader-friendly. Take for 
example drug users who inject drugs intra-
venously. Should they be called intravenous 
drug users, IV-drug users, or should the 
English term IDU be used – or what about 
another choice altogether? The same prin-
ciple applies to the terms used to designate 
men who have sex with men. Is gay a good 
choice of words, or would homosexuals be 
preferable? And when writing about HIV-
infected persons who belong to ethnic mi-
norities, should they be designated as such 
each time they are mentioned in order to 
avoid causing offense?

We have chosen to prioritise reader-

TERMS USED IN THIS REPORT 
 friendliness over correctness, and have 
 therefore selected the following terms for 
use in this report:

HOMOSEXUAL MEN – men who iden-
tify themselves as homosexuals,

HETEROSEXUALS – men and women 
who consider themselves heterosexual and 
who have indicated that they were born in 
Denmark,

BISEXUAL MEN – men who identify 
themselves as bisexual, 

MIGRANTS – men and women who have 
indicated that they were born outside of 
Europe,

In order to facilitate comprehension of the 
tables and sub-groups utilised in this sur-
vey, we have included a description of the 
sub-group categories – that is, who is inclu-
ded in which sub-group, and what the ’ma-
ximum number’ of respondents per sub-
group would have been if all respondents 
had fully completed their questionnaires. 
The numbers of respondents in the bise-
xual and drug user sub-groups are rather 
small, and therefore the reader should be 
cautious of drawing fi rm conclusions about 
these sub-groups based on interpretation of 
the tables found in this report.

Respondents divided according 
to sub-group

ALL (1,212 respondents) is equivalent to 
the number of accepted questionnaires 
either fully or partially completed. (952 men 
and 260 women)

DESCRIPTION 
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DRUG USERS – men and women who in-
dicated that they were most likely infected 
with HIV through intravenous drug use,

THE OLD – persons infected with HIV 
prior to 1 January 1997,

THE NEW – persons infected with HIV 
after 1 January 1997,

INFORMANTS – persons employed in 
HIV treatment centres, HIV organisations 
and other service providers who were inter-
viewed for the purposes of this survey,

RESPONDENTS – persons who comple-
ted the questionnaire,

DRUG USERS (39 respondents) include all 
of those who indicated that they were most 
likely infected with HIV through intra-
venous drug use. (24 men and 15 women). 
These respondents do not necessarily still 
have an active drug habit. 

THE OLD (634 respondents) include tho-
se who indicated that they were diagnosed 
with HIV in 1996 or earlier. (498 men and 
136 women)

THE NEW (558 respondents) include tho-
se who indicated that they were diagnosed 
with HIV in 1997 or later. (439 men and 119 
women)

Drug users and migrants are thus included 
in both the ‘drug users’ and ‘migrants’ ca-
tegories as well as the sexual identity cate-
gory they selected on the questionnaire.

OF SUB-GROUPS  
HOMOSEXUALS (637 respondents) in-
clude those who indicated on the question 
concerning sexual identity that this cate-
gory best fi ts them, irrespective of country 
of origin. (636 men and 1 woman)  

HETEROSEXUALS (340 respondents) in-
clude only Danish-born men and women 
who indicated that they consider themsel-
ves to be heterosexual. (184 men and 156 
women)

BISEXUALS (70 respondents) include men 
and women who indicated that they con-
sider themselves to be bisexual, irrespec-
tive of country of origin. (64 men and 6 wo-
men).

MIGRANTS (133 respondents) include 
men and women born outside of Europe, 
irrespective of sexual identity. (51 men and 
82 women)

INTERVIEWEES – 25 people living with 
HIV who participated in semi-structured 
qualitative interviews,

HIV TREATMENT CENTRES – desig-
nation for the eight Danish hospitals with 
specialised treatment centres for people 
living with HIV (out-patient or in-patient 
facilities).

GENERAL POPULATION – data for the 
Danish general population was obtained 
from: ‘Sundhed og sygelighed i Danmark 
2005’, National Institute of Public Health, 
University of Southern Denmark: 2006 and 
‘Udviklingen i befolkningens levekår over 
et kvart århundrede’, The Danish National 
Institute of Social Research: 2003.
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With this survey, Hiv-Danmark aimed to 
increase awareness and knowledge of the 
living conditions and quality of life of per-
sons infected with HIV in Denmark. The 
survey is based on interviews with almost 
40 organisations or institutions that work 
with HIV patients or with the prevention 
of HIV, a questionnaire given to all people 
living with HIV that attend a check-up at a 
HIV treatment centre, and qualitative inter-
views with 25 people living with HIV.

Statens Serum Institut estimates 
that  today (2007) there are more than 
5,000 HIV-infected individuals living in 
 Denmark. Every year between 250 and 
300 patients are diagnosed as infected by 
HIV, and this number has been stable for 
a number of years. Up to the middle of the 
1990s between 175 and 240 people died of 
AIDS every year. With the introduction 
of  improved ARV treatments in 1996 this 
number fell drastically, and for the last 5-6 
years between 20 and 30 deaths have been 
registered as a consequence of AIDS.

Even though a large number of people 
completed and returned the Living Con-
dition Survey questionnaire, the universe 
of respondents is not representative of the 
people living with HIV in Denmark. In the 
Living Condition Survey there is a clear un-
der-representation of men and women that 
have been infected heterosexually, of drug 
users and of HIV-infected individuals of a 
non-Danish background.

We should also mention here in the in-
troduction that for both ethical and prac-
tical reasons, we have chosen to disregard 
HIV-infected haemophiliacs and HIV-in-
fected children under the age of 18, in the 
survey.

The preliminary interviews with orga-
nisations and institutions that work with 
people living with HIV or with the preven-
tion of HIV were conducted to get their in-
put on which areas should be investigated 
more closely. On the basis of these inter-
views a questionnaire with 154 questions 
was developed within 12 subjects (see the 
box on this page).

A total of 1,357 questionnaires were re-

BACKGROUND AND METHODOLOGY 1.1.

turned, but not all had been completed. 
1,212 questionnaires were either fully or 
partially completed and these responses 
were used to develop the analyses included 
in the report.

As a supplement to the questionnaire we 
conducted 25 interviews with HIV-infected 
individuals. The interviewees should, 
 ideally, cover a broad spectrum of people 
living with HIV in different life situations; 
 recently diagnosed (‘the new’) and patients 
that have known their HIV status for many 
years (‘the old’), men and women, hetero-
sexuals, bisexuals and homosexuals, people 
born in Denmark and people born abroad, 
people from metropolitan areas and people 
from outlying areas, and drug users. 

The purpose of the interviews was to 
gain insight into some of the areas that are 
not easily uncovered by a questionnaire; for 
example relationships with other people, 
diffi culties and problems with respect to 
 disclosing one’s HIV status, which consi-
derations are made in this connection and 
so forth.

Questionnaires typically give a very sta-
tic picture of life. With the interviews we 
could also gain insight into the complexity 
that characterises everyone’s life. It could 
also be said that where questionnaires can 
give insight into the average and the repre-
sentative situation, the interview can provi-
de a possibility of understanding the back-
ground for this.

General questions on living conditions and quality of life: 
education, occupation, housing & income
Social life: relationships with family and friends, social 
network
Reactions of others: stigma and discrimination, informing 
others about HIV-infected status
Sexuality and sex life
General health
Use of alcohol, tobacco and drugs
Contact with social services
Contact with medical and mental health care services
Contact with HIV out-patient clinic (including use of 
 interpreter)
How the respondent experiences treatment
Contact with HIV organisations
The penal system, foreign travel, pension scheme & children

•

•

•

•
•
•
•
•
•

•
•
•
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BASIC DATA2.2.
In the questionnaire a number of traditio-
nal questions regarding living conditions 
have been posed, which are meant to clarify 
‘who’ the HIV-infected individuals are, and 
the conditions in which they live. In this 
chapter a number of these data will be pre-
sented.

The questionnaires were collected du-
ring the period from 1 September 2005 to 31 
July 2006 from individuals living with HIV 
that during this period had been in touch 
with an HIV treatment centre, and that 
were at least 18 years of age. This group 
is comprised of altogether 3,191 persons, 
which means that with 1,212 responses we 
have achieved a response rate of 38 %. 

Age-wise the respondents are between 
20 and 77 years old and the median age is 
44 years. As far as marital status, 18 % of 
the respondents are married and 16 % are 
living in a civil partnership. In the general 
population the equivalent fi gures are re-
spectively 55 % and 1 %. It is not surprising 
that in the Living Condition Survey there is 
a much larger proportion of people living in 
a civil partnership, since the share of homo-
sexuals in this population is much larger 
than in the general population. It is how-
ever surprising that a much bigger share 
of the respondents of the Living Condition 
Survey are separated and divorced (respec-
tively 2 % and 14 %) – in the general popu-
lation the fi gures are 1 % and 8 %. 

It also appears that more people living 
with HIV live alone than the general popu-
lation. More than 40 % responded that they 

live alone – in the general population there 
are 30 % that say they do. There is no ap-
preciable difference between the different 
sub-groups – if we disregard the migrant 
sub-group, where only 19 % have stated that 
they live alone.

The questionnaire also contained que-
stions regarding the individual’s educatio-
nal background. If this information is com-
pared with information from the Danish 
National Institute of Social Research on 
educational levels in the general populati-
on, there are remarkable differences. There 
are twice as many in the general popula-
tion that have an apprenticeship or basic 
vocational training than amongst the re-
spondents, but conversely there are twice 
as many of the respondents to the Living 
Condition Survey that have a medium-term 
or long-term higher education. In all of the 
sub-groups, apart from drug users, there 
are a higher number of people with a medi-
um-term or long-term education than there 
are in the general population. Also the mi-
grant sub-group is better educated than the 
general population, but this is not apparent 
with respect to the economic opportunities 
that this sub-group has, as shown in table 
2.1.

In the questionnaire it was also asked 
whether the respondent had avoided apply-
ing for admission to an education, prima-
rily because of HIV. Quite a few, more than 
every tenth, answered affi rmatively to that 
question. But it is apparently an issue that 
more from ‘the old’ sub-group than from 

‘the new’ sub-group have come 
across – and that is hardly surpri-
sing. ‘The old’ were diagnosed du-
ring a time when the disease had 
a completely different character in 
Denmark than it has today. The 
treatment options were severely li-
mited, and there was no real pos-
sibility of medicine prolonging the 
life of the individual – there was 
no prospect of a long life. That me-
ant that many patients “cancelled 

Table 2.1 Household income for selected sub-groups as compared with 
general population

Household income
0-199.000 DKK
200.000-399.000 DKK
400.000-599.000 DKK
600.000 DKK and up
Does not wish to respond 
Don´t know
Total

13 %
22 %
29 %
31 %
2 %
3 %

100 %

32 %
19 %
24 %
13 %
3 %
9 %

100 %

Living Conditions Survey

18 %
27 %
26 %
23 %
3 %
2 %

99 %

Homo -
sexuals

MigrantsHetero-
sexuals

18 %
23 %
28 %
25 %
2 %
3 %

99 %

17 %
24 %
24 %
24 %
2 %
9 %

100 %

All re-
spondents

General 
population
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their life” so to speak, which among other 
things meant that many deselected their 
education, since they did not count on 
living long enough to fi nish it. 

In the questionnaire respondents were 
also asked about their primary occupa-
tion. We have mainly been interested in 
clarifying to which extent the respondents 
are working and/or receiving education, 
or whether there is a large group of people 
that are outside the labour market and 
that are either unemployed or are recei-
ving disability benefi ts because of HIV. 

Data from the Living Condition Survey 
are compared in Table 2.2 with the gene-
ral population (although it does not have a 
separate category of people in fl ex-jobs or 
receiving subsidised salaries). By a compa-
rison it must also be taken into account that 
the general population age-wise comprises 
a much broader group than the respondents 
in the Living Condition Survey.

Because it was possible to indicate seve-
ral choices in the Living Condition Survey 
questionnaire, the percentages add up to 
more than 100 %.

There are no large differences between 
the respondents in the Living Condition 
Survey and the general population, with re-
spect to the proportion of people actually 
in employment. The fi gures do, however, 
show a tendency towards more of the re-
spondents in the Living Condition Survey 
being unemployed. There are, however, 
large differences between the sub-groups. 
For example, quite a few more of the homo-
sexuals are employed than those respon-
dents in the other sub-groups.

Those respondents that are without 

Table 2.2 Respondents’ occupations in comparison with general 
population

Employed 
Flex-job/subsidised salary
Attending education/training
Pensioner/early retirement/transition pay
Unemployed
Other/homemaker
Total

56 %
5 %
8 %

29 %
8 %
1 %

107 %

58 %
-

10 %
26 %
4 %
2 %

100 %

Living Conditions 
Survey

General 
population

work or are pensioners were asked whether 
HIV was the cause of them quitting work. 
Almost half of the total group of respon-
dents answered that HIV was the cause or 
partly the cause. It is among homo sexual 
men that the most (57 %) have ceased 
working because of HIV, in the other sub-
groups the fi gure is between 30-45 %.

If the results are split up between ‘the 
old’ and ‘the new’ a signifi cant difference 
can be ascertained. Many more of ‘the old’ 
have stopped working because of HIV. 
This indicates that the disease today affects 
labour market participation to a lesser ex-
tent than it did previously. 

The same relationship is the case for re-
spondents that are retired. Many more of 
‘the old’ than ‘the new’ are retired because 
of HIV.

Finally it can be seen from the answers 
that quite a few of those living with HIV 
who are either unemployed or retired would 
like to rejoin the labour market – on either 
a full-time or part-time basis. It is the case 
for all of the sub-groups that 40 % of those 
that are not working would actually like to 
have a job, and for the migrant sub-group it 
is almost 80 % that would like to have a job.

It is recommended that:

• A targeted effort is made to assist people 
living with HIV that would like to return to 
the labour market.
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BEING DIAGNOSED WITH HIV
There is no indication that being diagno-
sed as HIV positive today is any less trau-
matic than it was 15 or 20 years ago, despite 
current treatment possibilities. Nor is there 
anything to indicate that the optimism that 
ARV has evoked in many other areas has 
had any infl uence on the reaction of the in-
dividual who receives the diagnosis that he 
or she is infected with HIV. 

Although HIV may be less feared than 
it was prior to 1996, being informed that 
one is HIV positive is still a profound shock 
to almost everyone who has been given 
the diagnosis. In many of the interviews, 
the most diffi cult aspect for interviewees 
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, and this is also 
confi rmed by informants working at the 
 testing centres. 

The specifi c situation

In the context of prevention it can be im-
portant to know if the individual was aware 
of the specifi c situation in which he or she 
was infected with HIV – even though this 
is an almost unexplored area. Respondents 
were asked this question and almost 4 out 
of 10 replied that they were in fact aware of 
the specifi c situation in which they were in-
fected with HIV. 

More than half of the Danish heterose-
xual respondents responded that they were 
aware of the specifi c situation in which 
they were exposed to HIV infection. Pre-
sumably this is attributable to the fact that 
Danish heterosexuals, if nothing else, pro-
bably have fewer sexual partners with in-
creased risk of HIV infection, and therefore 
the individual can more easily point to the 
situation in which he or she was infected. 

HIV prevalence among Danish men 
who have sex with men is estimated at 5 %, 
that is, approximately one in every twenty 
in this sub-group is HIV positive. For the 

individual homosexual or bisexual man 
who has had many sexual partners, it can 
be much more diffi cult to uncover the spe-
cifi c situation in which HIV infection took 
place – unless one practises safer sex ex-
clusively. Among homosexual and bisexual 
men, a third of all respondents believe that 
they know when they were infected with 
HIV.

Respondents who indicated knowledge 
of the specifi c situation in which they were 
infected with HIV were also asked to indi-
cate whether they knew that the situation in 
question involved particular risk. A third of 
these respondents indicated that they were 
aware of the risk. 

All things considered, it must be noted 
that quite a few peolpe living with HIV 
have both the awareness of the situation in 
which they have been infected, and of the 
fact that the specifi c situation carried a spe-
cial risk. This fi nding demonstrates that 
there is a massive challenge for HIV pre-
vention – many people are apparently in-
fected in spite of them knowing that they 
are specifi cally exposing themselves to in-
fection. This indicates great diffi culty in 
translating knowledge of risk into concrete 
– and relevant – action. For all sub-groups, 
it is about a third of the respondents that 
have knowledge of the specifi c situation in 
which they were infected by HIV, and who 
also knew that they were in a situation that 
involved a special risk. 

Satisfaction level with   coun-
selling during the fi rst months

One of the themes we wanted to focus on 
in the Living Condition Survey was the in-
formation and counselling that was provi-
ded to people living with HIV in the fi rst 
months after they had been given their 
diagnosis. Therefore the questionnaire con-
tained a question that asked: “During the 
fi rst six months following your diagnosis 
as HIV-positive, how was the information 
and advice that you were given?” Since it is 
not of immediate interest to examine how 

3.3.
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counselling was done in the ‘old days’, we 
have looked specifi cally at the data from 
the years 2000-2005. This period comprises 
altogether 392 respondents.

It turned out that there was very high 
satisfaction with the counselling and in-
formation. Almost 80 % were either “very 
satisfi ed” or “satisfi ed”. By means of com-
parison it is just 11 % that think the infor-
mation and advice given them during this 
initial phase was “bad” or “very bad”.

However, the answers do not reveal 
what it is the respondents are satisfi ed or 
unsatisfi ed with. Is the individual newly 
diagnosed HIV patient aware of what in-
formation he or she should be given during 
this initial phase? Supposedly this is to a 
larger degree a ‘satisfaction survey’, which 
answers the question of whether respon-
dents are satisfi ed with the medical per-
sonnel they have met during the fi rst six 
months after obtaining knowledge of their 
HIV status. 

In the interviews it was also quite ob-
vious that by far the majority of the inter-
viewees are happy with the personnel at 
the HIV treatment centres. But being hap-
py with the personnel is not the same as 
having been given the advice and guidance 
that is needed. From the interviews with 
the informants at the HIV treatment cen-
tres there was a clear picture showing that 
there was a signifi cant difference between 
how thoroughly and how long the staff 
 there had talked with the patients. 

It has not been possible to investigate 
with the Living Condition Survey question-
naire what information and advice the in-
dividual respondent was given in the initial 
period after the diagnosing of HIV. In se-
veral of the answers from the survey there 
is however an indication that the people 
living with HIV have a problematic level of 
knowledge in this respect.

Particularly sensitive subjects such as 
sexuality and sex-life are diffi cult and time-
consuming to discuss, and expressions 
such as: “We are probably not that used to 
talking to patients in depth about sexuality 
and the problems there might be” and “Are 
we even qualifi ed to talk to the patients 
about sexuality?” are repeated often among 
personnel in quite a few of the HIV-treat-
ment centres.

The need for more information

It is a diffi cult task to advise a newly diag-
nosed HIV patient. Not only are we talking 
about a person going through a deep cri-
sis that personnel must assist him or her 
in getting through appropriately, the staff 
is at the same time in a situation where 
they must convey a lot of information to 
the individual regarding progression of 
the  disease, medical treatment, safer sex, 
sexuality, tracing the source of infection 
 (partner notifi cation), the penal code, the 
possibility of PEP-treatment, whether they 
should talk to others about their HIV status 
and if so how that should be done, etc. This 
information should not just be conveyed; 
it also must be ensured that the individual 
understands and remembers it. 

Ways of transmission is one of the 
things that any person living with HIV 

Table 3.1 How many respondents feel they need more 
information on the risk of HIV transmission through …

All
Homosexuals
Heterosexuals (DK)
Bisexuals
Migrants
Drug users
The old
The new

9 %
4 %

12 %
18 %
23 %
33 %
7 %

12 %

… ordinary social 
interaction with other

18 %
14 %
18 %
32 %
37 %
33 %
14 %
22 %

… sex

must have thorough knowledge of during 
their initial phase as a newly diagnosed 
– everything else will counteract that the 
individual will be able to take responsibility 
for his or her sex life. In the questionnaire 
the individual was asked whether he or she 
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. 

As shown in table 3.1, every tenth per-
son expresses a need for more knowledge 
of risk of infection in connection with ordi-
nary social interaction, and if we look at the 
sub-groups of bisexuals, migrants and drug 
users, then the need for information is grea-
ter. It is also remarkable that among ‘the 
new’ there is almost twice as great a need 
for more information as there is for ‘the old’.
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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 people living with HIV are unsure of 
this fact. We do not know the reason why so 
many are expressing a need for more infor-
mation in this area, but it is a signal that is 
important to listen to.

The insecurity is even greater – or at 
least the need for information is – when it 
comes to the need for more information re-
garding risk of infection in connection with 
sex. Here it is almost every fi fth person 
that expresses a need for more information. 
Again it is a much higher number among 
bisexuals, migrants and drug users – here 
it is every third person that indicates they 
need more information. And, as before, the 
need for more information is much higher 
among ‘the new’ than among ‘the old’. 

These numbers are also surprisingly 
high. HIV is transmitted sexually, and if as 
an HIV-infected person one does not have 
a precise and accurate knowledge of modes 
of transmission, it can in principle cause 
two effects: Either that the person puts li-
mits 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. 

We cannot determine whether people 
have not been given the information, have 
been given it at a wrong time or just need 
to have confi rmed that what they think is 
right is indeed correct.

But the fi gures indicate that informa tion 
about transmission in general and about 
 sexual transmission in particular, must be 
given different priority than it has been un-
til now.

Partner notifi cation

During the last few years there has been 
more focus on counselling and partner no-
tifi cation (tracing the source of infection) – 
or, rather, there has been focus on the lack 
of systematic counselling and partner noti-
fi cation in connection with the diagnosing 
of people that are infected with HIV. By 
partner notifi cation, contact can be made 
to former and present sexual partners, who 

can also be infected with HIV, and part-
ner notifi cation is therefore an important 
part of prevention work. Thereby it will be 
possible to offer counselling and testing to 
individuals that have exhibited risk beha-
viour, and so called “infection-chains” can 
be broken. 

In the Living Condition Survey we 
 therefore asked the respondents whether 
they had been spoken to about partner no-
tifi cation. And almost 40 % of ‘the new’ say 
that no one has. It is important to bring 
forth the question about partner notifi ca-
tion for two reasons: Many are worried that 
they can perhaps have infected others, wit-
hout them necessarily wanting to make 
contact with the people in question. And for 
the purposes of prevention it is important 
to fi nd people that are infected but do not 
know that they are.  

The Penal Code

Apart from the medical subjects, people 
living with HIV also need to have know-
ledge of the possible sanctions in the penal 
code that can be used towards people living 
with HIV that expose others to the risk of 
infection. A person living with HIV can be 
sentenced to a term of imprisonment if he 
or she avoids using a condom and at the 
same time does not inform the sex partner 
about their infection-status. This informa-
tion should be one of the standard pieces of 
information that everyone must be given in 
connection with diag nosis. 

In the questionnaire it was attempted 
to uncover awareness of the penal code in 
this connection and therefore the following 
question was posed: “Do you think you can 
receive a prison sentence if you, as someone 
who is HIV-positive, have unsafe sex with a 
person who is not HIV positive?” and with 
this there were several options given and 
the possibility of selecting more than one 
answer if the person was in doubt. 

Only 55 % of the respondents were able 
to cross off the correct answer, namely that 
people can be penalised for having unsafe 
sex with a person if they have not infor-
med that person that they are HIV-infected 
– and that they can be penalised after just 
one occurrence of unsafe sex. No signifi -
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cant difference was evident between the 
sub-groups.

It does not appear appropriate or 
 reasonable that so many people living 
with HIV do not have knowledge of the 
 provisions of the penal code. Since the fi rst 
trial in 1993-94, cases have been brought 
more than once a year against a person 
living with HIV for exposing other people 
to the risk of infection.

Being told by your GP 

No GPs were interviewed as part of this 
survey about their procedure in connec-
tion with giving HIV positive responses. 
But we have spoken to those interviewees 
that have been tested and found positive by 
their GP about their experiences, and these 
are very diverse. Several respondents report 
unsatisfactory experiences, and it should 
be considered if those people that have an 
HIV-test carried out by their GP can be en-

sured better counselling. There is however 
no precise answer as to how this is ensured 
– continuing education for GPs could be a 
possibility, and another possibility could be 
to consider whether the services offered by 
Skejby Hospital to GPs in the Aarhus area 
should be expanded to include GPs nation-
wide. 

At Skejby Hospital a permanent offer is 
available to the GPs about a consultancy 
function that provides an HIV counsellor 
present along with the GP when he or she 
informs the patient of a positive test result. 
The offer is intended to ensure that the pa-
tient that needs to be informed that he or 
she is infected receives the best possible 
support and counselling immediately from 
the start. 

As it appears in this chapter, there is a 
need to examine how it can be ensured that 
all people living with HIV – both newly 
diagnosed and those that have been in-
fected for many years – are given suffi cient 
and relevant information.

It is recommended that:

• it is prioritised that good and qualifi ed counselling is given to newly diagnosed HIV-infected persons in 
the initial period after the diagnosing,

• a standard (and written procedures) will be produced at the HIV-treatment centres for how the 
procedure for newly diagnosed HIV-infected persons is handled,

• the individual will be regularly updated with information that takes its starting point within his or her 
actual life situation,

• it is considered how the individual is ensured qualifi ed counselling – it could be by the staff being conti-
nuously educated and supervised in ‘diffi cult dialogues’ and/or by considering the model that Skejby 
Hospital uses, where an HIV-advisor is employed to take care of the counselling in the initial phase with 
the newly diagnosed.  

• it is considered to set goals at the individual centres for the level of knowledge of the patients and for 
safer sex behaviour. This could be achieved by relatively simple questionnaires for the patients and be a 
part of ensuring both a continuous collection of knowledge about the needs and behaviour of the 
patients, and insight into where to make a relevant effort in the future.

4.
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4.4.INFORMING OTHERS OF HIV STATUS
All people living with HIV is confronted 
with the problem of telling or not telling 
others about 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.

Experiences gained from this survey 
have revealed multiple issues; for one that 
a distinction is typically made between tel-
ling your sexual partners (casual or regu-
lar) about your HIV status and telling your 
social network, and that the social network 
is typically divided into family, friends and 
workplace. 

The survey also showed that for most re-
spondents, sharing information with others 
about one’s HIV status is an ongoing pro-
cess. Unless the respondent has chosen ‘full 
disclosure’ or ‘no disclosure’, he or she will 
face situations where the decision must be 
taken as to how much information will be 
disclosed and how. One of the nurses in-
terviewed during the preliminary phase 
of this survey described the process as fol-
lows:  

People living with HIV must go 
through a process every time they tell 
someone about their HIV status, and 
it is essential that they are accepted by 
the person they choose to disclose to. 
I am therefore careful to talk to those 
who have just been infected about who 
they should tell fi rst, so that they get 
positive experiences and to ensure that 
they don’t regret the disclosure later on. 
I also make a point of telling people 
that there is no rush to go out and tell 
everyone – they can take all the time 
they need. Each time they tell someone, 
they have to deal with it. My advice 
is to take it slow and choose carefully 
when it comes to deciding who to tell.

A minority of people living with HIV are 
open about their HIV status. The vast ma-
jority are very careful about who they select 
for disclosure about their HIV status, and 
for many, the act of disclosure is itself dif-

»

fi cult and gives rise to a number of conside-
rations.

There is no simple explanation for 
not ‘just’ involving everyone else in your 
situa tion. For some people, there are con-
cerns that the news would upset those who 
 learned of it, others see it as a personal is-
sue, while others are most concerned about 
how people will react. For most people, it is 
a combination of several different explana-
tions that delineates the reason why people 
living with HIV opts for relatively limited 
disclosure.

Very few people (however, 5 % of all re-
spondents) have not told anyone else about 
their HIV status. But as shown in table 4.1, 
there are quite a few people who have told 
only a small number of friends or family 
members about their HIV status – more 
than every third respondent. The number is 
quite high when it comes to the bisexuals, 
migrants and ‘the new’ sub-groups. 

There is every indication that a signi-
fi cant number of people living with HIV 
keep their HIV status to themselves to a 
large extent. The difference in the fi gures 
between ‘the old’ and ‘the new’ strongly in-
dicate that fewer people now disclose their 
HIV status than they did in the past. In 
other words, more people keep their HIV 
status a secret today. 

It is important to emphasise that dis-
closure of HIV status is not a goal in itself, 
and that the aim is not to have as many 

Table 4.1 How many people have you told that you are HIV 
positive? (Health care professionals and HIV/AIDS counsellors 
should not be counted)

All
Homosexuals
Heterosexuals (DK)
Bisexuals
Migrants
Drug users
The old
The new

*) Includes those who have not informed anyone else.

5 %
2 %
6 %

10 %
10 %
0 %
3 %
6 %

35 %
26 %
34 %
55 %
68 %
22 %
23 %
47 %

Haven’t 
told anyone

Have told maximum 
fi ve people*) 
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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 reac-
tions also plays a large role in the decision. 

This survey has also revealed that not 
all people living with HIV choose to tell 
more and more people about their HIV sta-
tus; that is, to become more and more open 
about their situation. For some people, the 
tendency has been to move in the oppo-
site direction: earlier, they were relatively 
unconcerned about disclosing their HIV 
status to others, but as a result of different 
circumstances over time, they have since 
chosen to be more careful about disclosing 
their HIV status. 

Reasons for choosing non-
disclosure

The questionnaire asked respondents the 
reasons why they chose not to tell others 
about their HIV status. Almost a quarter 
of the respondents answered that the rea-
son they chose not to tell others about their 
HIV status was that it is ‘none of their bus-
siness’. 

Twenty percent of respondents selected 
the statement: ‘it is a life-threatening di-
sease and you don’t want them to be sad’. 
Both ‘the new’ and the migrant sub-groups 
made frequent choice of this statement. Fa-
mily and close friends are often saddened 
by the news that someone close to them has 
become infected with HIV, and it generally 
requires a great deal of consideration to de-
cide whether to disclose HIV status to close 
relatives and friends when this reaction is 
feared. 

There were also many respondents – 
 nearly twenty percent – who do not wish to 
‘be seen as someone who is HIV positive’. 
Despite the wealth of information about 
HIV and AIDS, there is still a great deal of 
stigma attached to being a person infected 
with HIV, a stigma associated with the way 
that other people view those infected with 
HIV.  
Almost every eighth respondent answered 

that one of the reasons for non-disclosure 
of HIV status was fear of rejection. Among 
migrants, more than one in fi ve selected 
this response. These fi gures clearly refl ect 
the stigmatisation feared by many people 
living with HIV. There are few other illnes-
ses that carry the ‘side effect’ of widespread 
fear of rejection as a result of disclosure. 

Several of those interviewed explained 
that disclosing HIV status is associated 
with a number of risks. One example is of 
a young homosexual man named Andreas 
who had only been aware of his HIV status 
for approximately 10 months prior to the in-
terview. Andreas explained that he had de-
cided to disclose his HIV status to others 
because he wanted people to still be able to 
trust him. Nevertheless, he did feel at times 
as though he was exposing himself through 
disclosure. He explains: 

‘Exposing myself’ means that I 
tell someone about my illness … so-
mething that when it comes right 
down to it doesn’t really concern them. 
It somehow makes me feel uncom-
fortable, but I also don’t want people 
to say that I’m a liar; that they’ll be 
able to say I’m not to be trusted.

A number of those interviewed indicated 
that it would have been easier if they suffe-
red from another illness – one that was not 
associated with so much stigma and preju-
dice. Peter, a man in his mid-40s who has 
only told a few people about his HIV status, 
replied that he would have been more open 
to disclosure if he had been diagnosed with 
lung cancer instead:  

Yes, the difference is that … it is 
such a taboo subject but … I probably 
would have told people about it if I 
had had a blood transfusion [i.e. been 
infected that way] … I have decided 
not to disclose my HIV status because 
of the way that I got HIV. Defi nitely 
... yes, that is defi nitely the reason. 
But yes, if I had been diagnosed with 
cancer then I would have told people 
... immediately. No doubt about it.

»

»
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Reactions to disclosure

A large number of the respondents have 
thus taken great care in selecting those to 
whom they disclosed their HIV status and 
the way in which it was done. The  reason 
for this is that most people wished to  avoid 
unpleasant situations such as the one 
 described by Pia.

Pia, a Danish woman who is married 
with children, had just found out that she 
was infected with HIV in the year 2000. 
One day she was out shopping at a super-
market where she ran into a woman with 
whom she was acquainted, but did not 
know very well. The woman shouted loud 
enough for the whole store to hear: “Hey 
Pia, what’s this I hear about you having 
AIDS?” Pia reacted by approaching the 
woman and saying: “Oh, you heard those 
rumours, did you? There’s absolutely no 
truth to them.” Pia was unhappy about the 
incident. “That was pretty weird,” she says. 
“It would have been different if she had just 
come up and asked me quietly,” says Pia. 

Fortunately, more than half of the re-
spondents experienced predominantly po-
sitive reactions when they disclosed their 
HIV status to others. However, it is impor-
tant to remember that those told were typi-
cally chosen with great care by the respon-
dents. In this context it is perhaps more 
surprising to note that almost every fourth 
respondent reported receiving mixed reac-
tions to the disclosure (i.e. both positive 
and negative). 

Alice is a young 29-year-old Danish wo-
man whose HIV infection was revealed in 
2004 by a blood donor screening test. She 
too is very careful about disclosure, and 

only her parents, one of her friends, and 
one of her mother’s friends know of her 
HIV status. Alice says that she fears being 
ostracised and therefore has no plans to tell 
anyone else, not least due to her percep-
tion that there is a great deal of ignorance 
among ordinary people when it comes to 
HIV. 

Drug users in particular have experien-
ced the least positive reactions upon dis-
closure, and in fact most have experienced 
negative reactions. Migrants also differ in 
that they experience a relatively high rate 
of negative reaction in comparison with the 
other sub-groups. 

Reasons for non-disclosure of HIV sta-
tus include fear of being talked about be-
hind one’s back and being ostracised by 
others. And apparently this fear is not en-
tirely groundless – approximately every 
 seventh respondent reported experiencing 
people gossiping about their HIV status 
and the same number reported experien-
cing rejection and ostracism by others. 

Having control

The survey also showed that for many 
people living with HIV, the ability to con-
trol knowledge of one’s HIV status is very 
important. This desire for control underlies 
the fi nding that many people have told rela-
tively few people about their HIV status as 
well as the fear of how people will react if 
they fi nd out. Thus it is every third respon-
dent – see table 4.2 – who answered affi r-
matively that they are nervous that rumou-
rs 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 off balance and cause anxiety.

A young Danish heterosexual woman 
named Anna who has disclosed her HIV 
status to only a few people explains that 
she is incredibly frightened of the conse-
quences of telling others. Telling one per-
son means having to wonder if they will tell 
their spouse, children, friends and acquain-
tances, and suddenly the person living with 
HIV loses control over who and how many 

Table 4.2 Are you nervous that rumours may go around among 
those who know you that you are HIV-positive? 

All
Homosexuals
Heterosexuals (DK)
Bisexuals
Migrants
Drug users
The old
The new

36 %
30 %
42 %
42 %
54 %
36 %
28 %
46 %

14 %
11 %
14 %
19 %
21 %
18 %
12 %
16 %

50 %
59 %
44 %
39 %
25 %
46 %
60 %
38 %

Yes Don’t knowNo
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people know about her HIV status. Anna 
says: 

… as long as I can keep it a 
 secret, nobody will know. But as 
soon as you start telling people, 
you have no idea who knows 
about it ... At that point you’re no 
 longer in control of who knows. 

For the migrant sub-group, the issue is im-
portant because it is closely associated with 
the fear of being the subject of gossip in the 
ethnic community. An African woman na-
med Jennifer explains her personal fear of 
being the subject of gossip in her commu-
nity: 

African women can confi de in one 
another, and each may tell the other 
about her HIV status, but when they 
leave there is a huge risk that the in-
formation will be passed on to others. 
That’s why I don’t tell very many 
people that I am infected with HIV ... 
I want to control who knows and who 
doesn’t. I also worry about the role ig-
norance plays in this kind of talk.  

Disclosure in the workplace

People living with HIV are not required to 
inform the workplace of their HIV status. 
However, like all other people with a seri-
ous illness, they are obligated to inform the 
employer about health issues that may have 
serious impact on their employment, inclu-
ding increased absence from the workplace 
or signifi cant limitations to job performan-
ce. 

However, even though it is not  required, 
many employees choose to inform co-
 workers and/or managers about serious il-
lnesses as a natural part of workplace so-
cial relations. These can include health 
problems such as breast cancer, diabetes, 
multiple sclerosis or other serious illnesses. 
Disclosing a serious illness may refl ect a 
desire to share it with people one interacts 
with on a daily basis, and it is presumed 
that many people share such information 
based on an expectation of support and un-

»
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derstanding from co-workers and manage-
ment during diffi cult periods. This survey 
asked those in paid employment whether 
they had disclosed their HIV status to an-
yone at their current workplace. It is worth 
noting that signifi cantly more than half of 
all respondents answered ‘no’ to the questi-
on of whether they had told anyone at work. 
And among migrants, 84 % reported that 
they had not told anyone at work.  

This tendency was also noted in the in-
terviews. Only one interviewee currently in 
paid employment had disclosed his HIV 
status at work – and very few of the other 
interviewees who were previously emplo-
yed had disclosed their HIV status in the 
workplace. The interviewee who disclosed 
his HIV status in the workplace is a homo-
sexual man who is generally very open 
about being HIV positive. 

Those subjects who had disclosed their 
HIV status at work were also asked if they 
regretted the disclosure or if they were sa-
tisfi ed with their decision. More than half 
reported that they were satisfi ed with their 
decision. It is however worth noting that a 
number of respondents, particularly hete-
rosexuals, reported that they regretted their 
decision to disclose their HIV status in the 
workplace. 

The goal should not necessarily be to 
disclose one’s HIV status in the workplace. 
However, for some people, fear of disclo-
sure can have a negative impact. One HIV/
AIDS counsellor interviewed for the sur-
vey explains that, in her experience, a cer-
tain group of people living with HIV do not 
want the social services interfering in their 
working life. They may be well aware of the 
fact that they cannot handle a full-time job, 
but instead of going through offi cial chan-
nels to establish a fl ex-job, they will nego-
tiate with the workplace on their own terms 
to reduce working hours or take a part-time 
position. They are also willing to accept the 
pay cut that this entails. 

For some individuals this may be a 
good solution, but if it is motivated by 
fear of disclosing their HIV status to their 
workplace – and thereby losing their rights 
or the potential to remain in the job market 
– then the issue is problematic. And there 
are indications that this is actually the case 
for some of the survey’s respondents.



It is recommended that:

• campaigns are implemented with a view to combating stigmatisation of people living with HIV and 
increased information on the low risk for HIV transmission – many people have an exaggerated fear of 
the risk of transmission, 

• special attention is given to the area of workplace issues so that fewer people are subjected to discri-
mination in the workplace, and fewer give up their rights to reduced working hours, lighter work and 
existing avenues of support, 

• focus is placed on disclosure of HIV status – both in relation to newly diagnosed cases but also for 
those who have been HIV positive for many years, since for many people this issue leads to numerous 
and diffi cult considerations.

Sexuality is an important part of life for 
most people and a major quality of life fac-
tor. Love and sexuality are closely linked in 
the minds of many, and being infected with 
HIV therefore has direct impact on the in-
dividual’s potential to have a love life. Sexu-
ality must be a central focus of any survey 
of quality of life among people living with 
HIV for a number of reasons, including the 
fact that HIV is sexually transmitted. Some 
people learn fairly well how to deal with 
a sexuality that can potentially transmit a 
life-threatening illness to sexual partners 
and for some it is a lifelong process, while 
others give up trying at some point.    

Most people living with HIV experi-
ence a change in their sex life after recei-
ving their diagnosis. This change is about 
more than just the ‘mechanics’ of sex – for 
example, that the person thinks that sex 
‘feels better’ without a condom. Sexuality 
is also related to self-esteem, body image 
issues and fear of intimacy, relationship 
dynamics, body image distortion, and for 
many people living with HIV, sexuality is 
also tinged with a fear of infecting one’s 
 sexual partner. 

HIV also makes it diffi cult for many 
people to fi nd relationships or sexual part-
ners, and the survey also reveals that almost 
two out of three respondents report fewer 
sexual partners after being diagnosed. 
Frederik’s story illustrates some of the is-

SEXUALITY5.5.
sues faced by people living with HIV when 
meeting a new potential partner.  Frederik 
is a heterosexual bachelor in his late 40s.

When you meet a girl and you have to 
tell her, it’s very, very hard ... every time ... 
to do it ... and when! Should you try to do 
it beforehand, or should you ...? The best 
thing is to just get it over with. So, I’ve 
 never had anyone say “forget it”, but that’s 
the risk you take.

For many people living with HIV, the 
dilemma of having to inform a new partner 
of one’s HIV status can be diffi cult. How – 
and when – should the disclosure be made? 
Outside the urban context in particular, the 
issue of control over who knows about one’s 
HIV status can be problematic. But it is not 
only when a person living with HIV is not 
open about his or her HIV status that it can 
be hard to fi nd a partner. Lars, who is open 
both about his homosexuality and HIV sta-
tus, is very interested in having a relations-
hip. He says:

I really want to fi nd a part-
ner […] But I think that being 
HIV positive makes it more dif-
fi cult. I need to ‘sell’ it to the other 
person, you know? The chance of 
being rejected is much greater.

The feeling that “the chance of being re-
jected is much greater” is applicable to 

»
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most of the respondents interviewed in con-
nection with the survey, whether they are 
single or in a steady relationship. 

Concerns about sex

Concerns about HIV transmission through 
sex are prevalent among some people living 
with HIV. In some cases the fear is so great 
that it has led them to stop having sex alto-
gether. The period following diagnosis can 
be an especially diffi cult time for many; a 
person may fear infecting his or her part-
ner, and some experience a feeling of be-
coming ‘asexual’. 

More than every fi fth respondent reports 
feeling ‘extremely worried’ about transmit-
ting HIV to a partner through sex. But it 
is not only the fear of transmission on the 
part of the person living with HIV that can 
cause diffi culties. Some respondents report 
that their partners have expressed concerns 
about becoming infected, and this does 
not promote their confi dence in fi nding a 
 future partner.  

Mia, who has been aware of her HIV 
status for six years, reports that she recent-
ly met a man with whom she fell in love 
and since she believes in always disclo-
sing her HIV status to a new partner prior 
to the fi rst sexual encounter, she did so on 
this occasion. They slept together, and Mia 
 reports that afterward the man went home 
and thought about the issue for a week. 
During this time, Mia visited the man and 
provided him with brochures about HIV 
and its transmission. After the week had 
passed, the man told Mia that he couldn’t 
become involved with her as he was too 
frightened of becoming infected with HIV. 
Mia was very upset: “It was awful,” she 
says. “Suddenly you’re in this situation 
that you never imagined you would have 
to endure.” She describes it as a feeling of 
suddenly being rejected – not for who she 
is, but as a result of what she is bringing 
along. 

14 % of all respondents have not had sex 
since being diagnosed HIV positive, with 
a large variation between the sub-groups. 
For the heterosexual sub-group it is nearly 
every fourth respondent who reports giving 
up sex, while among homosexuals it is 6 

%. Among migrants and drug users, nearly 
every fi fth respondent reports no longer (or 
until the time of reporting) having sex.

Not to be overlooked is the fact that for 
many of the respondents, their sex life isn’t 
necessarily problematic – almost 40 % re-
ported that their sexual needs are met com-
pletely or almost completely, almost every 
fi fth does not have fewer partners than be-
fore and almost 10 % aren’t at all concerned 
about infecting their partner during sex. It 
must however be concluded that for relati-
vely many respondents, having a satisfacto-
ry sex life becomes diffi cult in the wake of 
receiving an HIV positive diagnosis. 

Sexual diffi culties

The issue of sexual diffi culties among 
people living with HIV is – especially in 
Denmark – a relatively unexplored area. 
Thus the questionnaire contained a num-
ber of questions focusing on possible 
 problems in this regard, and the topic was 
also given focus in the interviews. 

Reduced desire or lack of desire can be 
a problem for many people living with HIV. 
Every fourth male respondent and every 
third female respondent reports experien-
cing reduced desire or lack of desire ‘often’ 
or ‘all the time’ within the last year. This is 
a considerably higher percentage than that 
found among the general Danish popula-
tion, where 15 % of people report experien-
cing this issue. And among HIV-infected 
men, it was found that their risk of erec-
tile dysfunction is three times greater than 
among the general Danish population. 
Among HIV-infected women, there is an 
increased risk of vaginal dryness, but the 
issue is not as pronounced in comparison 
with the general Danish population as that 
of male erectile dysfunction. 

But not all respondents report experien-
cing sexual diffi culties. Just under a third 
of all respondents indicated that they have 
not experienced any sexual diffi culties sin-
ce learning of their HIV positive status.

It is worth noting that homosexual and 
bisexual men represent the sub-groups 
most often in contact with HIV treatment 
centre personnel with regard to sexual 
diffi culties. This may be due to the fact 



19LIVING CONDITIONS • QUALITY OF LIFE • CHAPTER 5

that people in these sub-groups are better 
equipped to broach the topic with the per-
sonnel. The preliminary interviews at the 
HIV treatment centres revealed that many 
personnel found these conversations so-
mewhat diffi cult. One HIV treatment cen-
tre nurse reports that: 

… patients really want to talk about 
it [sex] when they get the chance. It’s 
our responsibility to discuss it with 
them. But we have to be prepared for 
it ... we have to learn how to do it.

Unprotected sex

Safer sex is diffi cult for everyone – for those 
living with HIV and for those who are not. 
Safer sex (defi ned here as sex with a con-
dom) sounds so easy and so simple, but re-
ality has shown that this is not the case. 

The extent of unprotected sex among 
people living with HIV (with non-infected 
persons) is central to the issue of continued 
HIV transmission. Thus the questionnaire 
asked respondents about the extent of un-
protected vaginal or anal sex within the last 
year, these being the sexual practices carry-
ing the greatest risk of HIV transmission. 

As shown in table 5.1, 23 % of all re-
spondents report that within the last year 
they have had unprotected vaginal or anal 
sex with a non-infected person or a part-
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ner whose HIV status was unknown. Most 
of these were homosexual men, of whom 
almost every third respondent reported 
having had unprotected sex.

Respondents were also asked about the 
type of situations in which they have had 
unprotected sex, and a little more than 
every fi fth respondent chose the response: 
‘Because you don’t feel that you are very 
infectious’. Thus there are indications that 
‘treatment optimism’ can be the reason or 
one of the reasons that some respondents 
engage in unprotected sex on some occa-
sions. ‘Treatment optimism’ describes the 
phenomenon whereby current treatment 
possibilities for people living with HIV lead 
individuals to be less careful about practi-
sing safer sex, and leads them to have more 
unprotected sex. Most signifi cant  how ever 
is the observation that almost two out of 
three respondents chose the response: 
‘Because your partner didn’t want to use a 
condom’. However, the questionnaire does 
not reveal whether the unprotected sex was 
a result of an explicit request on the part of 
the sexual partner or whether the respon-
dent inferred that the partner desired sex 
without a condom.

The desire to become better at 
practising safer sex

The ability to have safer sex is of prime im-
portance for the majority of people living 
with HIV – more than every fi fth respon-
dent indicated feeling ‘extremely worried’ 
about transmitting HIV to a partner 
through sex. This is a concern that should 
be able to be minimised if the individual 
has a strong knowledge of modes of HIV 
transmission and safer sex practices. In re-
cognition of the fact that many people fi nd 
it diffi cult to practice safer sex, the questi-
onnaire asked respondents the following 
question: ‘Would you like help or support to 
become better at practicing safer sex more 
consistently?’  

Table 5.2 shows how respondents 
 answered this question, with 12 % respon-
ding that they would like help to become 
better at practicing safer sex – and that fi -
gure must be compared with the 23 % of 
respondents who indicated in Table 5.1 that 

Table 5.1 Of those who have had sex within the last year, how 
many have had protected and unprotected sex? 

All
Homosexuals
Heterosexuals (DK)
Bisexuals
Migrants
Drug users
The old
The new

23 %
13 %
39 %
10 %
23 %
38 %
25 %
19 %

23 %
31 %
14 %
26 %
18 %
23 %
21 %
26 %

40 %
45 %
32 %
54 %
36 %
18 %
41 %
41 %

14 %
12 %
15 %
10 %
23 %
20 %
12 %
15 %
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Table 5.2 Would you like help or support to become better at 
practicing safer sex more consistently?

All
Homosexuals
Heterosexuals (DK)
Bisexuals
Migrants
Drug users
The old
The new

12 %
10 %
11 %
17 %
21 %
28 %
10 %
14 %

10 %
12 %
9 %

10 %
6 %

10 %
9 %

12 %

Yes Don’t knowNo 
46 %
51 %
41 %
50 %
32 %
26 %
47 %
46 %

Not applicable
22 %
21 %
27 %
16 %
21 %
23 %
24 %
20 %

they have had unprotected sex within the 
last year. Thus it can be seen that appro-
ximately half of those who have had un-
protected sex would like help. However, 
this interest in support is divided unevenly 
across the sub-groups, with the least num-
ber of respondents found among homose-
xual men. Among the other sub-groups can 
be seen a relatively good accordance bet-
ween the number of people who have had 
unprotected sex (table 5.1) and the desire 
for help to become better at practising safer 
sex (table 5.2). Respondents in the migrant 
and drug user sub-groups in particular ap-
pear to be especially interested in obtaining 
help to become better at practicing safer 
sex.

When respondents were asked to indi-
cate who they thought should be responsi-
ble for providing this help or support, they 
indicated either their doctor and HIV treat-
ment centre nurses, or other people living 
with HIV.

Neither people living with HIV nor he-
alth care professonnel are used to talking 
about sex and doing so can feel very per-
sonal and uncomfortable, both for people 
living with HIV and for health care person-
nel. But when it comes to a sexually trans-
mitted disease such as HIV, it is necessary 
for everyone to overcome their personal is-
sues about discussing sex. And the need for 
information can arise long after one’s diag-
nosis. For example, an HIV-positive wo-
man named Ida, who for many years was 
married to an HIV-positive man, recently 
divorced her husband and found herself 
 facing single life with HIV. Ida expressed 
the need to discuss new issues with hospi-
tal staff: “Such as … how exactly is HIV 
transmitted? When is it that I must be very 
careful? ... if I should happen to meet a new 
man”. 

Having a satisfactory sex life is not just 
about improving quality of life for the indi-
vidual. In the case of HIV, which in Den-
mark is transmitted primarily through un-
protected sex, the issue is as much about 
assisting the individual in achieving a 
functioning sex life as it is about reducing 
the risk of exposing others to infection. It 
most likely requires a certain degree of in-
sight into one’s own sexuality and HIV 
status to expect people living with HIV 

to become able to practice safer sex more 
consistently. And it requires a very detailed 
knowledge of modes of transmission and 
the extent of various risks associated with 
different sexual practices. 

It is well known that for many patients 
it can be diffi cult to bring up the subject of 
sex with health care personnel, just as it is 
well known that health care personnel in 
general fi nd it diffi cult to broach sexual is-
sues with patients. 

It was not surprising to fi nd that doctors 
and nurses are the most likely candidates 
from whom help or support is desired by 
people living with HIV. The interviews re-
vealed a high level of satisfaction with these 
personnel groups, and the questionnaire 
confi rmed this fi nding. On the question 
dealing with the quality of contact with 
the doctor and nurse at the HIV treatment 
centre, nine out of ten respondents chose 
‘good’ or ‘very good’.

This satisfaction and trust towards HIV 
treatment center personnel ought to be 
used constructively to aid diffi cult discus-
sions about sex. The questionnaire asked if 
respondents wished that doctors or nurses 
at the treatment clinic would take the ini-
tiative in discussing sexual issues at regular 
intervals – and almost every third respon-
dent indicated ‘yes’. This expressed desire 
on the part of people living with HIV to 
discuss sexual issues, including safer sex, 
ought to be acted upon. Often it takes very 
little to begin a constructive discussion on 
sexuality, and the fact that personnel de-
monstrate that they dare to take the initia-
tive in discussing sexual issues will make it 
easier for people living with HIV to broach 
the topic when it arises. 



21LIVING CONDITIONS • QUALITY OF LIFE • CHAPTER 5

It is recommended that:

• signifi cant steps are taken in relation to the diffi cult conversations about sexuality and sexual problems,

• at the HIV-treatment centres, consideration is given towards performing an actual sexual anamnesis 
with all HIV-patients in connection with the diagnosing of HIV and to hold regular conversations (every 
one or two years) with everyone regarding sexuality, sexual problems and safer sex, so that it is ensured 
on a continuous basis that the patients have a possibility of discussing important questions with the 
staff,

• at the HIV-treatment centres it is contemplated to set up goals and indicators for example for the 
behaviour of the patients (unsafe sex) and the need for information,

• at the HIV treatment centres, that HIV counsellors are hired in a system similar to the one at Skejby 
Hospital (see page 12). The HIV counsellor will, in addition to performing the diffi cult and time-consuming 
conversations with newly diagnosed HIV-infected patients, also be able to supervise personnel during 
diffi cult conversations and to support the GPs that want help in connection with giving positive HIV test 
results.

DAILY CHALLENGES6.6.
During the interview process, we often en-
countered a degree of psychological fra-
gility among interviewees who expressed 
views that it is often the small, unexpected 
aspects of daily life that cause confusion 
and, at times, constitute ‘the last straw’. 
Not all of the interviewees exhibited this 
fragility, but we came across the phenome-
non to an extent to which we felt it deserved 
a closer look.  

John, a homosexual man in his late 30s, 
is one of the respondents who demonstrated 
the above-mentioned fragility. When he 
was diagnosed with HIV fi ve years ago his 
life became somewhat chaotic; for example, 
he took his exams before he was ready to 
do so. He wanted it to be over with – and 
this resulted in his failing the exams. John 
explained that at the time he felt a  great 
need to get on with his life after being 
diagnosed with HIV. The pressure he felt 
during this time and his uncertainty about 
the future are largely gone now, he says. 
But he is still surprised that he continues 
to encounter everyday situations where he 
feels thrown off balance and as though he 
is losing control. 
John explains that these episodes are often 
triggered by small things when he is un-

prepared or tired. Most of what can throw 
him off balance is situations that he had not 
foreseen, and it is only later, when he has 
more perspective about the situation, does 
he realise that the issues were small or in-
signifi cant. 

He gives a recent example of having 
sought a small loan at a bank. When the 
loan had been approved, his bank manager 
mentioned that the bank would like John to 
take out a life insurance policy. This threw 
him completely off balance and he was very 
upset. The meeting with the bank manager 
had occurred on a Friday, and he cancel-
led all of his social arrangements for both 
 Saturday and Sunday. During the weekend, 
John discussed the issue with his father and 
his partner, who assured him that he could 
just as easily get a loan at another bank 
or simply say that he was not interested 
in  taking out a life insurance policy at the 
bank. When he called the bank on Monday, 
the bank manager had no problem with 
John declining the life insurance policy. 

The questionnaire contains a number 
of questions intended to shed light on the 
daily challenges that people living with 
HIV are faced with. And the fi gures are ra-
ther surprising – in all aspects of daily life, 
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people living with HIV experience more 
diffi culties than the general Danish popu-
lation. 

For the question of ‘how often within 
the last month have you felt able to cope 
with the irritations of daily life?’, 33 % of 
the general Danish population responded 
‘very often’ while only 17 % of those people 
living with HIV chose the same response. 
Findings were similar for the question of 
how often the respondent felt in control of 
his or her daily life within the last month, 
with 33 % of the general Danish population 
reporting ‘very often’, while only 15 % of 
people living with HIV 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 very 
often’ – while among people living with 
HIV, the number was three times higher.

This psychological fragility or incre-
ased diffi culty coping with everyday life 
is both noteworthy and alarming. And the 
phenomenon is most widespread among 
migrants and drug users. Whether this is 
because they belong to so-called ‘double-
discriminated’ groups – experiencing the 
discrimination of being HIV positive in 
addition to that of being migrants or drug 
users – is not known. 

Whether these diffi culties in dealing 
with everyday life are ‘merely’ an aspect of 
living with a life-threatening illness, or if 
they are specifi c to people living with HIV, 
is also not known. However, HIV differs 
from most other serious illnesses in that it 
is both transmissible and stigmatised.

Selina, a woman in her late 30s who was 
born in Africa, explains that hearing others 
– those who are not infected with HIV – 
talking about HIV can cause apprehension 
about the illness. She refers to a friend who 
is not aware of Selina’s HIV status. This 
woman has told Selina that when she is 
with people who are HIV positive she will 
not drink from the glasses they provide, but 
chooses instead to drink directly from the 
bottle. 

Nearly every tenth respondent has ex-
perienced fear and ostracism from other 
people, but even more have experienced the 
feeling of ’contagiousness’ and have the-
refore chosen to keep their distance from 

others. Perhaps it is this feeling of con-
tagiousness and distance – as well as the 
sense that other people are frightened and 
are keeping their distance – that causes 
many of the respondents to feel isolated. 
And in this aspect, too, the issue is more 
problematic for migrants and drug users. 

The experience of feeling isolated can 
be easily infl uenced by the way in which a 
person experiences how others view him or 
her. How we see ourselves, our self-image, 
is generally fi ltered through the way other 
people see us. And negative thoughts and 
feelings can cause people living with HIV 
to distance themselves from other people. 
This experience of isolation also becomes 
clear in the responses to the question con-
cerned with how often the respondent is 
alone when he or she really would prefer to 
be with other people. 14 % of people living 
with HIV 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 ge-
neral Danish population. 

Whether there is some connection 
 between this experience and the above-
men tioned psychological fragility and 
 greater diffi culty in dealing with everyday 
life is a matter of conjecture. A few respon-
dents have made explicit reference to this 
feeling of loneliness, including Aaron, a 
migrant man, who explained: 

It’s hard to deal with the 
 secre cy surrounding my HIV 
 sta tus, and it makes me feel 
very alone. It’s a lonely life. 

Other respondents report only being able to 
fully relax in the company of others when 
they are together with other people living 
with HIV. This is not because they discuss 
illness and medical treatment, but because 
HIV is not a secret between them. They 
can be themselves and talk about whatever 
they like. One respondent reports that other 
people living with HIV are the only ones 
who truly understand what it is like for her 
to live with HIV. 
The feeling of being isolated and alone 
when one would rather be with other people 
appears not to impact the extent to which 
respondents actually have friends and 

»
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spend time with them. People living with 
HIV have just as many friends as those 
who belong to the general population, and 
they see them just as often. 

The questionnaire survey also revealed 
a high consumption of sleep  medications 
and apparently also of sedatives. This con-
sumption may perhaps be explained by 
the psychological fragility and feelings of 
 loneliness and isolation that affect so many 
 respondents.

Children

Being diagnosed with HIV poses many 
challenges when it comes to starting a 
family and raising children. For many 
people, it becomes a question of whether 
they can even have children, and if they al-
ready do, whether they should inform them 
that mom and/or dad is infected with HIV 
– and if so, then when and how the disclo-
sure should be made. It can be seen from 
the interviews that there are many different 
ways of handling these children-related is-
sues. For people living with HIV, having 
children presents a number of problems, 
particularly for those keeping their HIV 
more or less secret. Many of these people 
fi rst experience a challenge to their secret 
when they have children. 

The dilemma of whether or not to tell 
the children of one’s HIV status has in 
some respects become more diffi cult over 
the years. These days, a person living with 

HIV can keep it a secret for a longer period 
of time, and the decision to disclose can 
be more easily put off. This is not due to a 
conscious decision to postpone disclosure, 
but more a result of ‘one day just blending 
into the next’. There is however no doubt 
that making the decision to disclose is ex-
tremely diffi cult for everyone. Most people 
are incredibly concerned about how the 
child or children will react, but some of the 
interviewees who have children have stated 
that they decided beforehand that they 
would not lie if the children asked outright 
questions about their HIV status. 

During the interviews, many subjects 
explained how their dreams of having 
children became a preoccupation  after 
being diagnosed HIV positive. This 
 applies to both men and women, but it is 
particularly notable in women and not least, 
migrant women. A Danish woman reports 
that HIV impacts her life most in the areas 
of fi nding a husband and starting a family. 
She therefore spends a lot of time thinking 
about her love life: 

… I do think about it … because I 
do really want to have children at some 
point. Time passes, and although I 
know I’m still young ... but if you have 
to have lived with someone for two ye-
ars fi rst, then I’m running out of time. 
[In order to receive conception as-
sistance from the Danish health care 
system, a couple must have lived to-
gether for two years prior to treatment.] 

»

It is recommended that:

• attention is given to the psychological fragility and feelings of loneliness and isolation experienced by 
many people living with HIV, but especially among drug users and migrants,

• attention is given to the high level of consumption of sleep medication and sedatives and the reasons 
for this level of consumption,

• those involved in counselling people living with HIV are aware that they may need to refer the individual 
to a psychologist or psychiatrist – and especially in the case of newly diagnosed patients,

• the authorities ensure that suffi cient information on conception assistance is made available to all 
those who may need it, 

• counselling of people living with HIV who have children include discussion of the issues and diffi culties 
that can arise in connection with disclosing HIV status to one’s children.
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TREATMENT AND SIDE EFFECTS7.7.
The medical treatment of HIV patients is a 
central issue in any discussion of the living 
conditions and life quality of people living 
with HIV. A radicxal change has taken pla-
ce for many of ”the old” HIV patients – in 
both the pathelogical picture and in the 
prognosis for the future – with the advent of 
new treatment options. Many people have 
had to learn to live with HIV instead of 
having to get accustomed to the prospect of 
dying of HIV. 

Side effects

Many people living with HIV  experience 
side effects from their treatment – for 
example, more than every third respondent 
suffers from fatigue. 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 stated 
that they do not feel that health care per-
sonnel suffi ciently acknowledge the extent 
of the side effects that can interfere with 
daily life (see Table 7.1).  

There is a big difference between the 
respondents when it comes to  medication 
side effects and how they are able to cope 
with them. During the interviews, we 
asked each subject about whether they had 
experienced side effects and about the im-
pact that side effects had on their lives. In 
general, interviewees answered ’no’ when 
asked if they experienced medication side 
effects, but when asked about specifi c side 

Table 7.1 To what extent have you experienced the following side effects
or discomfort within the last month while you have been taking the ARV?

Tiredness
Impotence or reduced sexual desire
Reduced fat on the face, arms, buttocks or legs
Sleep diffi culties 
Increased fat on stomach, chest or neck 
Diarrhoea or abdominal pain
Diffi culty in concentrating
Headache

38 %
35 %
35 %
28 %
24 %
21 %
18 %
17 %

29 %
14 %
11 %
43 %
47 %
43 %
48 %
52 %

27 %
44 %
44 %
23 %
22 %
28 %
25 %
21 %

Slightly Not at all Much or 
some

effects such as diarrhoea, nausea or tired-
ness, 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. For some respondents, the side 
effects had become such a part of ‘everyday 
life’ that they no longer thought of them as 
side effects at all.

An African woman named Johanna re-
ported side effects including fatigue, nau-
sea and dizziness, but she felt that these 
side effects were unavoidable during ARV 
treatment and she had learned to live with 
them. Unfortunately for Johanna, the side 
effects have since become so severe that she 
can no longer hold a full-time job.

Other studies have shown a low level of 
awareness about HIV and treatment, espe-
cially among migrants and drug users. 
Characteristic of the migrant sub-group is 
that they typically do not know who to ask 
or what to ask about, or in other words, they 
do not know how to utilise the Danish he-
alth care system as a patient, nor what the 
system can do for them as patients. 

Fear of others discovering 
medical treatment

As shown in table 7.2, a relatively large 
number of respondents report being con-
cerned that other people will fi nd out that 
they take ARV medication. This is a big is-
sue for the migrant sub-group in particular, 
and may be associated with the fi nding that 

Table 7.2 Are you afraid that other 
people may discover you are taking 
medication? 

All
Homosexuals
Heterosexuals (DK)
Bisexuals
Migrants
Drug users
The old
The new

18 %
12 %
23 %
27 %
34 %
13 %
14 %
25 %

40 %
40 %
38 %
39 %
30 %
48 %
45 %
32 %

Yes, always 
or usually

No
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many migrants with HIV disclose their 
HIV status to only a few other people. But 
the issue goes beyond the emigrant sub-
group, and the fear of having others fi nd 
out about their HIV medication extends 
throughout all of the sub-groups.

A homosexual man explains that even 
though he has been infected with HIV for 
nearly 20 years, he can still feel anxious 
about other people fi nding out that he takes 
medication, such as when he is out at a 
 restaurant: 

When I’m sitting in a restaurant 
and have to take the pills out of my 
pocket, I can still catch myself thin-
king that I’d better not drop them on 
the fl oor – and I hope the other pa-
trons don’t notice that I’m taking a 
handful of pills, because I can’t see if 
they’re watching, can I? But I do it. I 
don’t think about it too much. Taking 
the pills is a part of my daily routine. 

Another man reports how he learned to 
take his medication without water. He is 
then able to medicate himself in public 
 without anyone noticing. 

»

It is recommended that:

• people living with HIV receive better information about the side effects and consequences 
of HIV treatment,

• special efforts are made to educate drug users and migrants on side effects and conse-
quences of HIV treatment, as it is these sub-groups that generally have a low level of 
awareness of HIV, its progression and treatment.
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CONTACT WITH HIV ORGANISATIONS 
AND OTHER PEOPLE LIVING WITH HIV
8.8.
Working with this survey has clearly shown 
that HIV continues to be an illness bur-
dened with a great deal of secrecy and si-
lence, and one that many opt to disclose to 
few other people. We therefore found it im-
portant to identify the extent to which in-
dividuals living with HIV are acquainted 
with other people living with HIV, because 
for many people the ability to exchange 
experiences with others in the same situa-
tion can make life easier. Furthermore, we 
also wanted to identify the extent to which 
people living with HIV utilised the various 
options and services offered by HIV orga-
nisations. 

Contact with other people living 
with HIV

Not surprisingly, the smallest number of 
people who did not know others living with 
HIV was found among homosexual men. 
Most of them knew many other people 
living with HIV. What is somewhat unex-
pected is the fi nding that approximately 
one in seven of ‘the old’ respondents did not 
know other people living with HIV. ‘The 
old’ respondents are those who have been 
aware of their HIV status for more than 10 
years. 

One in fi ve of all respondents did not 
know anyone else living with HIV, and 
 nearly 40 % know between one and fi ve 
other people living with HIV (see table 
8.1). Most of the people who did not know 
others with HIV were found among the he-
terosexual and bisexual sub-groups. 

Meeting other people living with HIV 
in an organised group setting is fairly 
 widespread among all respondents and one 
in ten reported regular encounters with 
such groups. There is no appreciable dif-
ference between sub-groups apart from 
some indication that there is a difference 
between ‘the old’ and ‘the new’ – nearly 
twice as many of ‘the old’ as ‘the new’ meet 
other people living with HIV in this way. 
Considering the degree of anxiety among 

migrants when it comes to disclosing their 
HIV status, it is signifi cant that this sub-
group contains a percentage of people who 
meet with others living with HIV in a for-
mal group setting that is similar to that of 
the other sub-groups. 

Nearly every fourth respondent meets 
regularly with friends who are also HIV po-
sitive – most of these respondents are in the 
homosexual sub-group, where every third 
person meets other people living with HIV, 
with the smallest number found among the 
migrant sub-group, where it is only one in 
ten who regularly meets with friends who 
are also HIV positive. 

However, not all respondents are intere-
sted in socialising with other people living 
with HIV. 40 % report that they do not feel 
the need to do so. It is perhaps more inte-
resting to note that approximately every 
 fourth respondent reports that the reason 
they do not meet with other people living 
with HIV is because there are no such 
groups where they live, or that they do not 
wish to participate in any of the established 
groups in their area. 

The interviews clearly show that ‘the 
old’ respondents describe the most power-
ful experiences in meeting others in for-
mal group settings. “You need to meet 
with other people with HIV during the fi rst 
phase of your life with HIV. I’ve certainly 
benefi ted from it,” explains Jonas, who has 
been aware of his HIV status for 17 years.

But even among ‘the new’ respondents, 
good experiences have been reported. 
Lise, a woman in her late 20s who has been 

Tabel 8.1 How many people do you know who are HIV positive?

All
Homosexuals
Heterosexuals (DK)
Bisexuals
Migrants
Drug users
The old
The new

20 %
7 %

33 %
30 %
26 %
15 %
15 %
24 %

14 %
19 %
8 %
7 %

13 %
15 %
14 %
13 %

39 %
38 %
40 %
49 %
41 %
36 %
35 %
44 %

1-5 people >10 people6-10 people None
27 %
35 %
19 %
14 %
20 %
33 %
36 %
17 %
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aware of her HIV status for two years now, 
joined an organised group consisting of 
other women living with HIV after com-
pleting six months of counselling. Lise 
thinks that joining the group was an excel-
lent decision, and explains that the mem-
bers do more than talk about their  illness. 
Occasionally someone will bring up a side 
effect or HIV-related issue, but otherwise 
they discuss everything imaginable. One 
of the reasons she enjoys meeting with her 
group is the feeling of liberation it  gives 
her. The group has no secrets in terms of 
HIV status, and everyone feels – or at least 
Lise does – that this is a setting in which 
they can speak openly. For the most part, 
Lise has not disclosed her HIV status to 
anyone else.

Contact with HIV organisations

There is no appreciable difference between 
the sub-groups with regard to who utilises 
counselling or support offered by HIV or-
ganisations – approximately half of all re-
spondents report that they have used such 
services at some time. But although many 
respondents have made use of these ser-
vices, it can also be seen that a relatively 
large number of respondents – more than 
one in four – have no knowledge of these 
services. This is most prevalent among the 
migrant and drug user sub-groups. Nearly 
two out of three migrant respondents, and 

one in two drug users, reported that they 
were unaware of the services.

Nevertheless there is nothing to indi-
cate that people living with HIV generally 
do not have confi dence in the organisations 
or do not fi nd that the services on offer are 
good enough. It should however be mentio-
ned that more than 80 % of the drug users 
have reported that the services on offer 
are not good enough. Even though we are 
talking about relatively few actual respon-
ses, it must also be noted that the HIV or-
ganisations do not have many specifi c ser-
vices on offer for this particular sub-group. 

Sofi e is one of those respondents who 
have never been in contact with an HIV or-
ganisation. She was married for many years 
to a man who is also HIV positive. They 
did not need the services, she explains, and 
her husband was not the type “who does 
that sort of thing”. Instead, they depended 
on one another for support. But now they 
are divorced, and Sofi e is still young, in her 
mid-30s. She is now beginning to think 
about making use of the services so that 
she can discuss her illness with others, not 
least those who are also living with HIV. 
She thinks that she could benefi t from get-
ting involved with others and exchanging 
experiences, perhaps in an organised group 
for conversation and an occasional coffee 
outing. Sofi e is interested in advice and wel-
comes the idea of hearing about how others 
living with HIV deal with disclosing their 
illness to a new partner.

It is recommended that:

• HIV organisations, HIV treatment centres and substance abuse institutions join together to work 
towards increasing the levels of support and counselling targeted to drug users living with HIV, 

• HIV organisations increase their efforts to involve high-functioning people living with HIV in 
organisation initiatives, as these people have a lot to offer with regards to exchanging experiences on 
living with HIV, 

• it is considered whether the HIV organisations’ offers of support and counselling are communicated 
well enough to newly diagnosed HIV-infected patients, since it is apparently only a fourth of these who 
take advantage of the offers within the fi rst year,

• continued work is carried out with regards to strengthening the cooperation between the HIV organi-
sations and the HIV treatment centres – and the establishment of a knowledge centre and/or the hiring of 
a coordinator to drive the process. Mutual awareness of expertise and cross-disciplinary cooperation will 
increase the possibilities of effective initiatives for patients – furthermore, there is a special need for 
continuing increased efforts aimed towards migrants and drug users.  
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CONTACT WITH THE SOCIAL 
SERVICES AND HEALTH CARE SYSTEM 
9.9.

Like everyone else, people living with HIV 
are in contact with the public authorities. 
And since people living with HIV may 
have an increased risk of becoming ill (due 
to the HIV infection itself or side effects 
from ARV medication), we have chosen 
to examine the nature of their encounters 
with the social services and the health care 
system in general. Support and guidance 
are of crucial importance to the individual. 
When a person is ill, he or she is vulnerable 
and thus needs a system that can provide 
adequate support. 

The social services

People living with HIV can have many 
reasons for contacting the social services. 
They may initiate a single contact to obtain 
specifi c information, they may need tem-
porary help, or they may require ongoing 
support of a more permanent nature. 

Among the respondents to the Living 
Condition Survey, many have experienced 
good treatment, while others report having 
had more unfortunate experiences of lack 
of understanding of the disease or a sensa-
tionalist reaction when personnel discover 
they are dealing with a person living with 
HIV. None of the interviewees have expe-
rienced actual discrimination by the social 
services.

A third of all respondents report some 
form of contact with the social services 
 within the last year. The fewest were found 
among homosexuals, where only a fourth 
of the respondents had been in contact with 
the social services, while the highest per-
centage was found among migrants and 
drug users. 

80 % of all respondents who have been 
in contact with the social services within 

the last year have reported that they are in-
fected with HIV. There are nearly twice 
as many among ‘the new’ as ‘the old’ who 
have not disclosed their HIV status to the 
social services. For some respondents, it is 
crucial that social services personnel are 
not aware of their HIV status, but for others 
it is important for them to be able to disclo-
se their HIV status to social services. For 
still other respondents, it is not important 
– if at all – that social services be aware of 
their HIV status. 

A Danish woman living in a small town 
explains that she has not informed the lo-
cal social services of her HIV status. Her 
reason is that she knows both the social 
worker and the social worker’s family – not 
personally, but in a small town “everyone 
knows everyone else”. For this respondent, 
living in a small town creates a number of 
problems for her in terms of who knows 
of her HIV status and who doesn’t. She 
has considered changing to a new doctor 
because her current doctor – through an er-
ror – found out that she was infected with 
HIV, but there is no way to change one’s 
social services department.

Brenda, an African woman who is 
otherwise very close-mouthed about her 
HIV status, decided to tell the social ser-
vices that she was infected with HIV. She 
explains that it is only other Africans she is 
concerned about, and she doesn’t care that 
“Danish people” know about her HIV sta-
tus. Brenda fears that if other Africans learn 
that she is infected with HIV that her fa-
mily in Africa will eventually fi nd out, too. 
She is not worried that a “Danish person” 
at the social services might tell a co-worker 
or spouse of her HIV status, because they 
don’t know who she is anyway. 

A relatively large percentage of respon-
dents – more than one in four – who have 

IN GENERAL
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we have encountered several times that the 
social system is having diffi culties in hand-
ling the people that have been infected for 
many years, and who have several health is-
sues and/or illnesses. It can be hard for the 
administration to uncover what the primary 
problem is, and where the fi rst effort should 
be made, which can infl uence the contact 
with the citizen.

It has also been mentioned that the 
 migrants that are in touch with the social 
system generally do not have a very good 
experience with the contact. There are of-
ten substantial language diffi culties and 
migrants experience trouble getting the 
help they need and are entitled to. Often 
they receive letters from the social services 
written in Danish, which they cannot read 
or understand. However, migrants are not 
more dissatisfi ed than other sub-groups 
with the help they receive from the social 
services. But that does not mean that the 
problems that actually occur cannot be 
more diffi cult than with non-migrant citi-
zens. Perhaps the same issue is at play here 
as mentioned earlier; namely that migrants 
do not know how to ‘use social services’ – 
what can the social system be used for, and 
what are they actually entitled to.

Among the interviewees, several 
 describe the way in which HIV can affect 
the contact between them and the social 
services personnel – how they experience 
the way in which personnel step out of their 
professional roles when they encounter 
 someone with HIV. It is not described as 
discrimination, but it is a form of negative 
contact that the person living with HIV ex-
periences as disturbing and unnecessary. 
HIV may only represent one aspect of an 
issue they need help with, but it can easily 
come to overshadow the interaction. Many 
interviewees take this to mean that social 
workers don’t encounter people living with 
HIV very often. 

Tina has been living with HIV for many 
years and is living on an early retirement 
pension. She reports that she still has adver-
se experiences in her encounters with the 
social services. Tina explains that when she 
discloses her HIV status to personnel, they 
forget about everything else and become 
preoccupied with the fact that she is HIV 
positive. The personnel typically ask Tina 

informed the social services of their HIV 
status are concerned that personnel will 
breach the rules of confi dentiality and tell 
other people. This concern is seen particu-
larly among migrants and drug users, and 
among ’the new’ there is a large percentage 
of respondents who do not trust social ser-
vices personnel. It is not clear how to inter-
pret this relatively large percentage of re-
spondents who fear disclosure of their HIV 
status by social services personnel. It may 
be an expression of a general lack of trust 
towards the personnel, but it is more like-
ly that it represents the control that many 
people living with HIV wish to have over 
who is aware of their HIV status. 

There are big differences in how people 
living with HIV experience the assistance 
they are getting from social services, and 
the expectations are in all likelihood also 
quite different. The survey shows that al-
most half of the respondents experience 
the assistance they receive as satisfactory, 
 whereas a fourth of respondents experience 
it as poor. The drug user sub-group is the 
one in which the smallest number of re-
spondents, just a third, characterise the as-
sistance they have had at social services as 
good. It is also in this sub-group that the 
most respondents have indicated that they 
perceive the help as being bad.

The questionnaire also asked whether 
the individual experienced a change in the 
way they were treated by social services 
when personnel discovered the respon-
dent’s HIV status. Just under 4 out of 10 re-
ported that they are treated approximately 
the same as before they disclosed their HIV 
status, and 14 % have actually experienced 
an improvement in the way that they were 
treated. The latter is the case especially 
among migrants and bisexuals. 7 % of all 
of the respondents report that they have ex-
perienced reluctance and prejudice as a re-
sult of disclosing their HIV status. 

The survey has shown that there are two 
types of problems that people living with 
HIV in principle risk encountering at social 
services – one is concerned with the insight 
and inclusiveness of the social system and 
thereby the specifi c effort made, and the 
other is about the nature of the contact. 

In connection with both informant in-
terviews and interviews with interviewees 
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questions about how she was infected “and 
that sort of thing”, and Tina feels uncom-
fortable when placed in these situations. 
She has since learned to use humour to deal 
with the problem, but at one time she found 
it dreadful. “I feel like asking if they would 
like to touch me,” she says. 

The health care system in 
general

Just as with the social services, people 
living with HIV can have a wide range of 
reasons for contact with the health care 
system (in addition to the HIV treatment 
centre). These contacts include those with 
GPs, dentists, other hospital clinics or spe-
cialists. 

Many respondents contemplate who 
they should tell about their HIV status, and 
once the decision has been made, when the 
disclosure should take place. A number of 
respondents report careful consideration 
about telling their dentist about their HIV 
status. And still others say that they have 
not yet made the disclosure, but that they 
have decided to do so if they should require 
a major surgical procedure. 

Much indicates that people living with 
HIV experience problems in connection 
with the health care system in general, 
and this deserves closer examination. A 
number of interviewees report unpleasant 
experiences with the health care system 
‘outside’ of the HIV treatment centre – ex-
periences that are surprising in light of the 
fact that health care personnel are trained 

in these matters and might be expected to 
command a greater insight. These experi-
ences have resulted in many people living 
with HIV establishing an agreement with 
the HIV treatment centre as fi rst point of 
contact for all health care issues, in order to 
bypass the general health care system. 

Charlotte, a woman who is HIV posi-
tive, reports a variety of reactions from the 
health care system when she has disclosed 
her HIV status. She explains that many 
personnel become ’totally upset’ by the in-
formation. In recent years, Charlotte has 
had a number of experiences characterised 
by the experience that doctors and nurses 
either do not dare or wish to treat her. They 
refer constantly to the fact that she is HIV 
positive, and that this must be the cause 
of any health-related problem she might 
have. Therefore she is always being referred 
 elsewhere and ultimately to the HIV treat-
ment centre. “It’s like they get scared and 
give up, and they just want me to go away,” 
explains Charlotte. She has now made an 
agreement with the HIV treatment centre 
to use it as her fi rst point of contact with the 
health care system. Charlotte feels uncom-
fortable with the reactions of other health 
care personnel, and feels that she is impro-
perly treated. 

For people living with HIV, it appears 
to require a degree of personal strength to 
deal with the general health care system. 
And with the psychological fragility we 
have seen exhibited by so many respon-
dents, not everyone is capable of coping 
with the inappropriate reactions of some 
health care personnel. 

It is recommended that:

• with respect to the social services, initiatives are taken to address the apparent lack of knowledge of 
what it is like to live with a chronic disease that does not necessarily have a stable course – and that 
patient organisations (for chronically ill people) can perhaps cooperate with each other on such an effort,

• in relation to the health care personnel ‘outside’ the HIV treatment centres, increased focus is put on 
HIV and modes of transmission – both in connection with the education of the health care personnel and 
by increased information for the already trained personnel.
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