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going to have to live with the fact that I have infected 
one person.

Willy got infected in his country of origin, 
Uganda. He does not quite know how or by whom. 
He is not too worried about that. “In Uganda the 
saying goes that if you have a poisonous snake in the 
house you don’t worry about how it got in. How to 
get it out is much more important,” Willy says with 
a smile.

He came to Norway in 1972 as a refugee from 
Idi Amin’s terror. He had to leave because his father 
was of Indian descent. In Norway he married, 
fathered five children, established himself as a social 
worker and divorced. After his divorce he went back 
to Uganda in 1990-1997 on a mission for Save the 
Children, Norway, Denmark and GTZ in Germany. 
He worked with children orphaned by Aids. It was 
during this period that he was infected.

In 2000 he got the message about his status. “It 
was terrible. The world stopped,” Willy says. He 
was asked by his Norwegian doctor to reveal all his 
sexual contacts to him so he would not have to tell 
them himself, but Willy decided that he had to do 
just that, thus providing evidence of the courage and 
responsibility most people living with HIV accept to 
take on. He told these  people that they should take 
the HIV test themselves.

With the help and support of his family and 
friends Willy has grown stronger. His children in par-
ticular have been very supportive, his daughter Maria 
is even considering starting a support group for 
relatives of HIV positive people that could help make 
visible more people affected by HIV and Aids. Willy’s 
African family has also been very supportive. Willy’s 
mother says the virus is not important. Willy is.

“That is a great comfort,” Willy adds.

“That is why I am able to be open about my 
status,” he says, “why I am able to be politically and 
socially active as a person living openly with HIV.”

After his presentation Willy showed the confer-
ence a small film he had made. The first part showed 
his son and daughter discussing how they could best 
help their father. The second part took us to Uganda 
to meet Willy’s mother and hear her giving her sup-
port to her son. Both sequences were touching and 
gave us a good impression of how effective media can 
be in promoting equality for people living with HIV 
and Aids.

The last part of the film made us listen to Willy 
singing Bob Dylan’s song “I shall be released” on 
stage in a small village in Uganda. This made a 
profound impression of many people in the audience. 
Many of us have always considered this a religious 
song, a song about dying. Well, when I heard Miriam 
Makeba’s version of this song I realised it was also a 
political song, a song about being released from the 
oppression of apartheid.

Willy’s version was also a political call to arms. 
He wasn’t singing about being released from the vi-
rus, no, he sang about being released from the politi-
cal apartheid a lot of European countries are creating 
around HIV positive people. Poorer quality health 
services, discrimination at the work place, travel 
restrictions, refusal to get mortgages, insurance, all 
elements that people living with HIV face every day 
of their lives. And these elements in fact constitute a 
sort of apartheid.

To change that is our challenge. That was, to me, 
the main message in Willy Shanti’s testimonial. The 
message of the conference as a whole was to find 
ways to develop tools to do that job.

Presentation
Disclosure
Else Aasegg,
founding member of Pluss,  
the precursor to HivNorway

Else Aasegg was the 42nd person in Norway to be 
diagnosed with HIV. She has lived with the disease 
since the mid 1980’es and she chose disclosure at a 
very early stage. This was a move that she has never 
regretted.

“You could say that being open about my HIV 
status is what has enabled me to live an interesting 
life,” she said, “through being out of the closet I have 
discovered a life and interests that I never would have 
if I had decided to stay in the closet.”

So for Else disclosure has been a way to empower-
ment. “But the foundation for this openness,” she 
said, “has been the support of my family. I came out 
to them first and I remember my big, strong daddy 
cried, he feared he was going to lose me.” 

“Without their support, without their encourage-
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ment it would not have been possible,” she said.
 
One of the first four to come out
Else came out to all of Norway on the front page of 
the country’s biggest newspaper on the 4th of No-
vember 1988. Along with three others she chose to 
come out and stand up as a spokesperson for Pluss, 
the first organisation for people living with HIV in 
Norway. 

“The journalists were really after us,” she said – 
ending up on the front page was the result of a long 
process and we had to make some tough decisions.

Still, Else has never regretted her choice. “To 
help others was a way of empowering myself,” she 
explains. It might have been necessary, Else never has 
concealed the fact that she was heavily addicted to 
heroin at this time. 

“I did all this because I needed to find other 
people in the same situation,” she says. “It was neces-
sary to protect our rights then. It is necessary now,” 
she added in a short interview after she had given 
her presentation. “But things have changed now,” 
she added. “When we came out, we were ignorant, 
we had no knowledge about Aids, and neither did 
we know how to avoid it. It wasn’t our fault, and this 
somehow made it easier to come out.”

No need for shame
“A disease was not, and is not, something to be 
ashamed of,” Else said, but added that things were 
not exactly rosy in the late 80’es either. There was no 
treatment, people with HIV died and death stigma-
tises. Also we were stigmatised because the virus was 
associated with taboo subjects like homosexuality and 
drug addiction. 

“To day, however, we have all the information we 
need. We know how to avoid HIV. So anybody who 
gets infected to day tends to agree with people who 
say that HIV positive people only have themselves to 
blame. They are ashamed,” Else continued, “this is 
part of the self-stigmatisation that many people living 
with HIV tend to inflict on themselves.” 

“We need to remember,” Else emphasised, “that 
there are many levels of openness. You need to be 
open at least to one other person because you need 
someone to talk to just to get on with your life,” she 
says.

And this, she feels, is where self-stigmatisation 
hits the most, because the feeling that we only have 
ourselves to blame shames us and we tend to under-
estimate other people and the friendship and love 
they feel for us. “If we don’t give them the chance to 
support us, how then are we ever going to get sup-
port?” Else asked rhetorically. 

Personal, political
Then, in the interview after the conference, she goes 
on to tell the story of an HIV positive mother who 
had kept her status hidden form her son all his life. 
She feared he would be unable to handle it, that he 
would get depressed for fear of losing her. When the 

mother finally mustered up enough courage to tell 
him, he felt proud to be able to take a supportive role 
in her life, and he has since become a proud son of 
an HIV positive mother. 

“So being out on a personal level is important, 
but it is also important on a political level. Even if 
you do not come forward in the media, you still help 
demystifying the disease for a lot of people and the 
accumulative effect of this will bring change eventu-
ally, just as it did for gays and lesbians,” Else believes. 

Empower yourself
“But I think that to work politically for changes in 
laws and living conditions you need to be out as a 
person living with HIV,” Else stated. “It would not 
reflect well on us if our representatives in meetings 
with politicians and other decision-makers were 
not out,” she claimed. “Therefore people need to be 
encouraged to come out and empower themselves to 
do the political work that needs to be done.” 

“The authorities also have a role to play in this 
process,” Else said, “First of all they must make HIV 
visible as a Norwegian problem that need to be dealt 
with in this country, not just abroad. Secondly they 
must take care to fund our organisations in order for 
us to continue our work to make HIV visible nation-
ally as well as internationally and to improve the 
living conditions of people living with HIV.”

One of the outcomes of the conference, Else 
informs me afterwards, was that it was suggested to 
work for an international conference on disclosure, 
the importance of being out and how to achieve this. 
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Voices: Frank
The born activist

Frank Bentin has had a hard life. He is 46, has been 
HIV positive since 1985, was diagnosed with Aids 
in ’94 and has developed multiresistency to most 
treatments. He has been hospitalised so many times 
his marriage broke up. His ex-husband just could 
not cope with the stress. “ There are no hard feel-
ings,” Frank says, “we are still good friends and meet 
regularly.”

Frank, however, is not one to complain. The good 
news is that he has found medication that works for 
him, without side effects, his T-cell count is rising 
and he feels healthy. He would have liked to go back 
to working as a chef, but so far this has not been pos-
sible. This does not mean that he is inactive, though. 
In fact he probably does not know the meaning of 
that word.

He is the born activist: “I started out as an 11 
year old boy making a study on Danes’ attitudes 
towards nuclear power,” he explains, “we stopped 
people at the local railway station and asked them. 
This we did for a whole week.”

Survey of living conditions for PLHIV
Since this debut, he has gone on to make a survey 
on the living conditions of people living with HIV 
in Denmark. This was published in 2007. He has 
always been open about his status and has been work-
ing incessantly to improve life for people living with 
HIV in Denmark. Now he is about to take a major 
new step: He has been nominated as a candidate to 
represent the Social Democratic Party at local the 
municipal council in Brønshøj just outside Copen-
hagen.

“I am not engaged in party politics just to im-
prove the lives of HIV positive people,” he says, “that 
would not be enough for me. I am also passionate 
about public transport, the welfare of our elderly 
citizens and social housing schemes, just to mention 
a few topics.”

He was asked by his party comrades a few years 
ago if he would run as a candidate for the Social 
Democrats then, but turned down the offer. He did 
not feel healthy enough. Now that his health is on 
the mend, he was asked again and of course he could 
not turn them down this time.

Promote HIV awareness locally
HIV and Aids will not figure too prominently on 
his agenda if he is elected to the municipal council 
as this is a matter for the state administration, but 
he will do what he can to promote HIV awareness 
among social workers and health workers in the local 
community. “We must contribute towards generat-
ing more knowledge of HIV and Aids and how this 
affects people’s lives among these professional groups 
and thus contribute towards improving the life qual-
ity of people living with HIV,” Frank says. “And this 
I will definitely do.” 

He believes in being out both as a gay man and as 
an HIV positive. On a personal level it enables you 
to breaks out of isolation and depressions and this 
in itself is empowering, you take control of you own 
life. But on a different level Frank also realises that he 
can be perceived as a role model. In fact he embodies 
the idea that HIV positive people can be leaders and 
contribute to the improvement not just of their own 
lives, but everybody’s life. 

“And besides, when you are out this helps break-
ing down stereotypes, prejudices and preconceived 
conceptions about what people living with HIV are 
like,” Frank claims, “and this is nothing if not good 
for everybody concerned.” 

Presentation: 
Mental and sexual health and the blessed circle
Walter Heidkampf

Everybody knows that the most common way for 
HIV to be transferred is through certain sexual acts 
like unprotected anal and vaginal intercourse, for 
example. “Everybody” knows, yet it continues to 
happen. 

In his presentation Walter Heidkampf focussed 
on the necessity of stimulating a positive sexual self-
image among people living with HIV. This would be 
an important contribution to preventive work and 
towards improving the quality of life of people living 
with HIV. This would reinforce preventive work and 
so on.

For Walter Heidkampf – who has his daily work 
at Gay and Lesbian Health Norway, but represented 
only himself at the conference – it is very simple: 
People with low self esteem tend to take sexual risks. 
On the other hand; the better your self-esteem the 
more you tend to take care of yourself and you sexual 
partners, who, by the way, also need to be aware of 
taking responsibility for taking care of their own and 
their partners safety.  
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All of which leaves 

us with the question: 
Why then is it so im-
mensely difficult?

No sex
In fact, according to Walter Heidkampf, sex, for 
many gay men living with HIV is so difficult that 
they tend not to have a sex life at all. So the second 
question then, is, how can we encourage a healthy sex 
life for people living with HIV and at the same time 
take care to prevent the spread of the virus?

“To be able to do that,” Walter said, “we need 
to look at the way sexuality is regarded in society, 
because we tend to reinforce and internalise society’s 
norms for good and bad sexuality. If we behave in the 
sanctioned way we are good boys and girls and tend 
to perceive ourselves as that, if not we are bad. Not 
only do we see ourselves as bad, but we also often 
tend to think that we deserve everything we get. We 
need to be punished.”

This is an oversimplified way of putting it, of 
course, but Walter still maintains that it has more 
than a core of truth to it. 

Approved versus condemned sex
Sexual practices, according to Walter and many oth-
ers, are divided into those sanctioned by society and 
those condemned by society, or as Walter prefers to 
say, those blessed and those damned. Those within 
the blessed circle are monogamous sex, sex within 
marriage, vanilla sex, sex in the appropriate places 
e.g. the bedroom, procreative sex, vaginal intercourse, 
heterosexual... The list could go on, but is by its very 
nature not endless. That description fits better on 
the list of unsanctioned sexual practices. Everything 
that is not blessed is by definition damned, which is 
homosexuality, anal intercourse, SM sex, HIV posi-
tive sex, sex between persons belonging to different 
generations, casual and anonymous sex, and so on 
and so forth. 

“So when you have internalised all these negative 
attitudes towards damned sexual practices and that 
is still what you do, what you dream of and engage 
in, then how you perceive yourself,” Walter asked 
rhetorically. “This leads to a sense of guilt, a sense of 
shame, a need to hide and a fear of being discovered 
which might result in people not having sex at all 
or having irresponsible sex. The epidemic itself, at 

least in our parts of the world, took part outside the 
blessed circle. A lot of people have used this fact to 
insist on the blessed circle as the only natural kind 
of sex humanity can and should allow itself, and we 
need to suppress and forbid all other kinds, instead of 
accepting the diversity of human sexual expression as 
something natural, something to be celebrated.” 

Sex is more than condoms
So, on a collective level society needs to redefine its 
views on sexuality, celebrate possibilities and diversi-
ty. This would, according to Walter, mean that public 
health officials, doctors and nurses need to start to 
talk about sexual choices for people living with HIV 
in a positive light instead of perfunctorily asking 
“Well, I do suppose you are using a condom?” and 
then dismiss all sexual emotions, fears and turn-ons 
as irrelevant. 

“Nurses for example need to be better informed 
about HIV as well as sexuality and start asking ques-
tions about emotions, about why things don’t work 
out instead of reducing something as fundamental 
in a person’s life to a question of condoms. Living 
with HIV does not automatically turn us into rubber 
heroes,” Walter says. 

So society on the one hand must sanction di-
versity and provide sensual, arousing info that also 
includes the necessary information that would end in 
HIV prevention. On the other hand the individual 
gay person needs to look critically and analytically on 
his own actions and ideas of sex. He must contribute 
towards breaking the silence and the guilt, because 
those two factors prevent talking and makes reflec-
tion more difficult. Consequently it will be even 
more difficult to change risky behaviour. What is im-
portant in this, Walter feels, is that this information 
reaches everybody, not just HIV positive gay men. To 
make this happen people living with HIV will be a 
very important resource. 

Sex-positivism and HIV
But how do you communicate a sexpositive message 
and combine it with HIV? The mention of HIV will 
often be a turn-off, a red light signalling danger, a 
message that stigmatises, saying sex is wonderful but 
not with this person. This is a very challenging ques-
tion and one that we need to think seriously about.

“Perhaps the authorities could start a campaign 
encouraging sex with an HIV positive person,” Wal-
ter asks in jest, “but with a serious undertone. It is 
nonetheless certain that he feels HIV positive people 
should come forward and show themselves as the 
wonderful, attractive and sexually active people they 
have a right to be.”

Walter has developed a board game for 
workshop discussions on sex, safer sex, HIV 
and transmission as an awareness-raison tool 
about issues concerning gay men’s health. 
“It is a very good tool to get discussions 
started,” Walter says. 
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Voices: Marilou
Communication and healing through art

Marilou de Poorter is from the Netherlands and as a 
woman she felt somewhat left out of the conference. 
“Women’s needs and perceptions are different from 
men’s,” she says, “and this was not made visible at the 
conference here in Oslo.” 

As an example of what she means she uses the 
photos that were shown in a discussion on how to 
build gay HIV positive men’s sexual confidence. “The 
fact that there were little of women’s experiences on 
sex and being HIV positive confirmed the perception 
that HIV is a diagnosis for mostly gay men,” she says. 
She wanted to say this in the conference room itself, 
but it never came out. “I had a feeling that there was 
very little support for this kind of thinking in the 
room,” she observes. 

Women
For Marilou then, one of the conclusions that she 
draws from the conference is that we all need to focus 
on the visibility and empowerment of women. To 
strengthen HIV positive women will be strengthen-
ing the movement and leadership of all people living 
with HIV, she feels. 

Having gotten that off her chest Marilou says she 
has found her own strategy for making HIV positive 
women visible: Through art! 

“Art works on many levels,” she says, “on a 
personal level you can lose yourself in art, it works 
wonders as escapism. When everyday life is hard and 
you need to escape, you can immerse yourself in art 
and forget about the world. At the same time though, 
you can have profound aesthetic and emotional ex-
periences that build you up. It is a very constructive 
experience.”

Exhibition
Along with some friends Marilou therefore decided 

what was good for her might be good for others 
and arranged an exhibition of paintings, objects and 
sculptures made by HIV positive women in Sep-
tember 2008. From World Aids Day this year and 
through 2010 the exhibition will tour the hospitals 
of the country. The idea has met with an enthusiastic 
response from HIV organisations in the Netherlands 
and some of them have contributed money towards 
realizing the project. 

“Also the hospitals were very favourable,” Marilou 
explains, “ but a few felt the exhibition was too con-
troversial, it was felt it focussed too much on illness. 
Can you imagine,” she says exasperatedly, “too much 
illness in a hospital?”

Despite this she feels that the exhibition was a 
great success. “Art is a great communicator,” she says, 
“because it communicates on an intellectual and 
emotional level simultaneously. Art makes you think, 
but it also makes you feel, and it teaches you empa-
thy. It was a great way of making the public aware of 
our needs, feelings, fears and desires as HIV positive 
women.”

Art makes us visible
She feels that the exhibition contributed towards 
making this group visible. “Not only gays and Afri-
cans are HIV positive,” she says, “there are also a lot 
of women and though we might fear to be rejected 
by our families, lovers, friends and society we also 
have our distinct voice and our contribution to make 
to the struggle for the empowerment of people living 
with HIV.” 

Taking part in that struggle is empowerment in 
it self, making us seen and heard is also empowering, 
and we managed to do both those things with our art 
exhibition. And last but not least, I am sure some of 
our viewers could identify with us and feel some of 
our pain and joy. That in itself is invaluable!

MARILOU DE POORTER
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Empowerment for me and my child 

It is Milla’s experience that personal stories from HIV 
positive people often confirm negative experiences 
and discrimination. The end result is therefore often 
a sense of hopelessness.  

“It is important that we make the discrimina-
tion we are exposed to visible and that we fight it, of 
course,” she says, “but we need to move beyond nega-
tive stories and start telling the stories that confirm us 
as leaders, as resources, in short, stories that affirm us, 
stories that show us as positive role models.” 

That is one of the reasons why Milla from 
Helsinki came forward with her story. She felt it was 
her duty to do so even though she tends to minimize 
the importance and impact of the group that she 
started. The other reason is that participating at the 
7th Nordic HIV conference that took place in Oslo 
and others like it is empowering in itself: “When I 
participate at conferences like this, I feel a complete 
person. There is no part of me, no problematic part 
of me that I need to leave at home or keep hidden in 
the dark. Here I am with everything that I am. That 
is a liberating and affirmative action.” 

Milla is a single mother. Except for a few months 
during pregnancy she has never been on medication 
even though she has been living with HIV for more 
than 20 years. Very soon after she became infected 
she started working with the Finnish organisation for 
people living with HIV, HIV-Finland, where she felt 
happy until her son was born.

Never a group for my needs
“After my son’s birth, there really wasn’t a group that 
I felt covered my needs,” she explains. “So I quite 
simply decided to start my own group under the 
umbrella of HIV-Finland. This was a social group, 
perhaps, but it also functions as a consciousness-
raising group for people living with HIV and their 
children.” 

Milla took care of all the practical arrangements 
to get the group started. She found the premises, 
arranged for leasing contract and takes care to buy 
the food that is needed for all gatherings. She is very 
quick to stress that she could not, however, have 
managed all of this without the help and support of 
the other members of the group.  

The group provides the grown ups with a place 
where they can come and discuss the realities of liv-
ing a life with HIV and raising children. For Milla 
fear of exposure and fear of other people’s reactions 
becomes a part of her personality sometime. It is 
hard to cope with and suppress fear all the time. The 
group provides her with yet another arena where she 
can be herself fully besides creating a network of peo-
ple with similar needs. That is affirmative and stress 
relieving. Also her son loves to go there and meet the 
other children and play with them.  

“My son is five years old and he does not know 
that his mother is the carrier of a virus that makes 

a lot of other people fears her as someone contami-
nated and contaminating. Bringing him to this group 
is a way of empowering him before he meets this 
reality,” Milla says and explains: “He enjoys being 
with the other children. He has many friends there 
and this will give him a positive experience of people 
living with HIV. He has a happy childhood that will 
teach him that having a mother with HIV is ok and 
a part of  normal life. And he has a network that will 
support him when he needs it when all the world’s 
prejudices about HIV hits him hard on the head. So 
he is being empowered, but he does not know it yet. 
No,” she says,  “Milla has never thought about being 
a role model for other people living with HIV. But I 
suppose you could say that this might make me one, 
she says. 

Presentation: 
Leadership and living with HIV, not dying from it
Danny West, RYL Consultancy

When Danny West was diagnosed with HIV in 
1985 he was given 18 months to live, a prognosis 
that could not have been further from the reality: He 
is still here today 23 years on, talking passionately 
about empowerment of people living with HIV and 
developing their leadership skills and qualities. 
This is important because people living with HIV 
can be empowered to take control of their own lives 
and to play a leading role in preventive work as well 
as securing their equal and human rights. 

Danny’s starting point is simple: “It is about 
living with HIV, not dying from it,” he says pas-
sionately,  “I believe HIV positive people have a 
contribution to make, not just towards their own 
emancipation, but for the benefit of society as a 
whole, I believe passionately in our birthright to lead 
equal lives!”

Get back to normal
After 14 years on social grants Danny West was again 
forced to take care of himself. British authorities, like 
authorities in many other countries had realized peo-
ple with HIV were not going to die and that it would 
be expensive to keep people living with HIV on 
social grants. In other words, the trend is to encour-
age HIV positive people to get back into normal life 
and empower themselves. 

But how do you integrate back into a society 
that meets you with suspicion, stigmatises you and 
discriminates against you? How do you find a job 
when you are discriminated against in the workplace, 
how do you get a mortgage when you can’t get any 
insurance? How do you get a place to live, when you 
can not get a mortgage? 

For many people living with HIV this, getting 
back into everyday working life, is a monumental 
and challenging task because society demands that 
you get back into the run of things and simultane-
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ously seems to be trying to keep you out. How do 
you live when you are caught in the middle of such a 
paradox?

Empower others, empower yourself
For Danny West the answer was to set up his own 
training, coaching and leadership business. RYL 
Training & Coaching Consultancy was started in 
2006. The company allows him to combine his 
passionate beliefs in equality for people living with 
HIV and at the same time empowering them – and 
himself – with the tools to do this in their personal 
and/or professional lives. 

“ We focus on leadership development, empower-
ment and coaching,” Danny explains, “but we do not 
focus exclusively on people living with HIV but also 
other vulnerable groups fighting stigma and discrimi-
nation for instance disabled people and people with 
other long term health conditions. People living with 
HIV cannot and should not continue to live in the 
face of stigma and discrimination. If we are going to 
change this, we need to become visible, we need to 
develop our self confidence and our leadership quali-
ties, like other stigmatised groups have done before 
us such as black and ethnic minorities, women, gay 
men and lesbians to name but a few.”

People living with HIV have a choice to become 
sustained positive role models, they are fully able to 
establish leadership, they can be empowered to lead 
fulfilled lives and can choose to raise their profiles 
and become visible as leaders as people living with 
HIV. 

Leadership qualities
Many people living with HIV have a range of leader-
ship skills and qualities which have been developed 
because they are living in the face of this life threat-
ening virus. These leadership skills and qualities 
include the ability to be determined, resilient, and 
courageous as well as having integrity and a pas-
sion for living. These qualities, he advocates, are 
essential in addressing the many social and political 
issues when assuming a leadership role which has the 
potential to influence change locally, nationally and 
internationally. 

Danny West says that as we can now expect 
to live long productive lives, our commitment to 
empowerment and leadership will benefits others and  
inspire future generations. 

Coaching, enabling and supporting people to 
achieve their goals, is a very empowering process. 
RYL Training & Coaching Consultancy builds on a 
number of coaching models and tools including the 
GROW model. This is about breaking down your 
major goal into smaller, more manageable goals in a 
forward moving direction towards achieving success. 
Goals should be realistic, you should consider options 
or alternative routes to get there and you should plan 
out the way forward by giving yourself time limits as 
to when a partial goal should be achieved. This will 
enable you to keep moving on towards your main ob-

jective. It works on both a personal and professional 
level as well as for groups and organisations. 

Achievement, not failure
“Coaching  is all about achievements, it is not about 
failure,” West says, “it is empowering in the sense 
that you gain strength as you move on through small 
victories and successes towards the great achievement 
and the realisation of your long term goals.” 

“But you need to find out what you want and 
you need to think about your vision for yourself,” 
Danny West goes on. “And you need to remember 
empowerment and leadership are many things, it is 
about building people’s self confidence and abilities, 
but everybody can be empowered and take on leader-
ship.”

According to West, the GROW-model works 
and can be helpful if you want to write a book, start 
a support group for HIV positive mothers, say, or 
start a campaign to raise awareness on the injustice of 
criminalisation or building a network of people and 
organisations or...

The participants at the conference seemed to be 
of the same opinion, not only is empowerment and 
leadership necessary, it also works: West summed up 
the result of the workshop in this way: “ One of the 
key issues that arose from the people living with HIV 
who were in attendance, was that we felt that coach-
ing was very useful tool to enable people with HIV 
to be empowered and take on leadership. We felt that 
people with HIV had many of the necessary skills to 
meet our own care, support and developmental needs 
with the support of enabling professionals who must 
be committed to our empowerment and leadership.
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Voices: Per 
Art as communication

Art, perhaps especially visual art, communicates, the 
Norwegian artist and photographer Per Eidspjeld, 
says. He is convinced that art creates empathy, it cre-
ates experiences and art inspires people to think for 
themselves after being confronted with the manifesta-
tion of another person’s pain, happiness, anger or any 
other emotion. 

So art, for Per and other artists who work with 
him in the artists’ group “Skeive Kunstnere” (Queer 
Artists) is a good tool for creating awareness and 
combating the stigma attached to HIV. Having 
recognized this, Per is not a person to sit still and wait 
for something to happen. Quite the contrary, he, and 
he says I should not forget his colleagues in Skeive 
Kunstnere, try to make things happen. 

“We want to make World Aids’ Day 2009 our 
day, he says. “That is why we have applied to the City 
Hall in Oslo for permission to use the City Hall Gal-
lery for a month long art exhibition on the theme of 
HIV and Aids.”

Diversity important
One of the ideas, Per explains, is to show the diversity 
of how people living with HIV and Aids and how 
people affected by HIV, live, love and take part in the 
daily business of making society function on different 
levels, or perhaps do not take part, as the case may be. 

“Some people live in isolation,” Per goes on, 
“and we need to assist them in breaking out of this 
isolation, but we also need to show the volume, the 
diversity, the width and breadth and height of lives 
being led with HIV or affected by HIV.”

For that reason it is not just queer artists or other 

professional artists that will be invited to present 
something at the exhibition, but everybody who has 
a desire to express something about HIV/Aids in an 
artistic manner. 
“ It would create awareness and it would make HIV 
difficult to ignore in the public debate, he says, and 
reminds us that HIV has been mostly conspicuous 
by its absence from the Norwegian public debate for 
years. 

“We have sent an application to the City Council, 
Per explains, “ but we have had no answer, at least not 
yet. But in many ways this just confirms our impres-
sion of the general politicians’ lack of interest for this 
topic. That is very sad, as well as infuriating, but we 
will not give in easily. We will keep reminding them 
of our existence until we get permission to stage the 
exhibition. 

“Other countries are doing it,” he continues, “I 
have personally worked with similar projects both in 
San Francisco and New York. Why shouldn’t we do it 
here?”

Art, after all, transcends borders, gender, colour 
of skin, nationality, so why should it not transcend 
HIV positive versus HIV negative? And it is a very 
democratic way of influencing people as it gives the 
viewer food for thought and inspiration to reflect 
rather then telling people what to think and what to 
do. But that is also why art is such a powerful tool in 
creating awareness. 

“So you can see, this project feels too important 
for me to abandon! Per says. 

Nelly Nylon HIV’er seg i det og befrukter Operaen, 1, 2 and 3. Per uses a lot of humor in his work and plays with the interaction between 
language and image. These photos taken on the roof of Norway’s new Opera House use untranslatable puns involving HIV, being gay, fruit 
and impregnation. It is also inspired by Carmen Miranda. © Per Eidspjeld



18 Presentation 
A lawyer’s perspective on human rights and crimi-
nalisation of HIV transmission
Marius Emberland, Associate professor at the Uni-
versity of Oslo

An increasing number of countries are introducing 
laws criminalising intentional HIV transmission or 
even exposure to it. Norway is one of these countries, 
where the Penal Code criminalises HIV transmission 
and sentences people to prison even, necessarily, in 
cases where no transmission has taken place. 
Such criminalisation is seen by people living with 
HIV as an infringement of their human rights and 
an effective prohibition of their sexual lives. Many 
people living with HIV therefore have discussed the 
possibility of a human rights approach to counter 
the issue of criminalisation of HIV transmission. 
Are these paragraphs in effect a breach of our human 
rights? Will this be a viable strategy to combat such 
laws and to abolish them?

The purpose of Professor Emberland’s talk was 
to look at this strategy from a lawyer’s legalistic point 
of view. In the course of Emberland’s presentation 
it became increasingly clear that the issue is a very 
complex one and that a human rights approach to 
the question of criminalisation will not necessarily 
have the desired effect, namely to have such laws 
abolished.

Starting point: Clause X
The professor used as his starting point an imagi-
nary, non-existing clause “X” of the United Nations’ 
Declaration of Human Rights: “The right not to 
be imprisoned for being the bearer of a contagious 
disease,” meaning that no-one shall be sentenced to 
imprisonment for having infected or exposed another 
person to the risk of being exposed to a contagious 
disease, including unknowingly transmitting HIV to 
another person. 

“The provision is not a real provision,” Ember-
land said, “nor is it ever likely to become one, but in 
principle it could be there.” 

And then he adds: “But the fact that it does not 
exist underscores the fact that human rights provi-
sions are made by governments rather than the 
people whose rights are at stake.”

And that it seems, according to Emberland at 
least, is the crux of the matter. For it is legislators 
who pass laws and governments that act upon them, 
and as long as legislators and governments are legally 
and democratically elected and they rule according to 
democratic law, they also act in accordance with the 
UN principles of human rights. 

Free and equal
For what, after all, are human rights? The easy answer 
is to quote Article 1 of the United Nations’ Universal 
Declaration of Human Rights: “All human beings are 
born free and equal in dignity and rights. They are 
endowed with reason and conscience and should act 

towards one another in a spirit of brotherhood.”
“What this means,” Emberland said, “is a funda-

mental acknowledgement of respect for the inherent 
dignity of the human being, regardless of social sta-
tus. And the principle is one of universality, equality 
and non-discrimination.”

The concepts of universality, equality and non-
discrimination in particular should give hope to peo-
ple living with HIV in terms of questioning the legal-
ity of laws criminalising the transmission of the virus. 
This is not necessarily true, Emberland says. The 
reason being that turning the issue of human rights 
into law, involves by necessity a sensitivity to public 
interests and the sovereignty of states. Democracy 
and the rule of law are essential values on which basic 
human rights are built. In other words, democracy 
is intrinsic to the concept of human rights law, and 
as long as the lawmakers are democratically elected 
a very important basis for human rights is fulfilled. 
As long as lawmakers pass laws that take community 
interests into consideration another pillar on which 
human rights are built is in order. This happens for 
the very simple reason that community interests, too, 
are inherent to human rights law. 

The right to imprison
What this means in simple terms is, typically, that 
anyone can be deprived of his liberty if the interests 
of the community is at stake and provided the person 
is sentenced to prison in accordance with procedures 
prescribed by law. In other words, it is not necessar-
ily a human rights violation to imprison a person 
for HIV transmission provided he is convicted by a 
competent court and in accordance with a law passed 
by democratically elected lawmakers, as is the case in 
Norway. 

This does not, however, mean that all human 
rights strategies are without prospect. Both the 
European Convention on Human Rights and the 
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UN Declaration of Human Rights provide for and 
also require a balanced approach between individual 
interest and the general or public interest. Human 
rights should also promote and protect the rights and 
well-being of all individuals. 

“The important thing to remember,” Emberland 
said, “is that even if individual rights are protected, 
considerable leeway is given to democratically elected 
governments. It is a question of being able to appreci-
ate where human rights law draws the line between 
the acceptable and the unacceptable.”

Conclusion
In conclusion then, this seems to mean that a law 
criminalising HIV transmission is not in itself in 
breach with human rights laws. Certain provisions 
within such laws, and the application of them, 
however, might go too far in infringing on personal 
freedoms. This could for example be the decision 
to imprison a person for exposing another to HIV 
transmission even though no actual transmission has 
taken place. 

For such cases, Emberland seems to say, the use 
of human rights law might be effective in getting 
such practices abandoned, but in our efforts to have 
these laws abolished we need to find tools beyond the 
reach of the existing corpus of human rights law.

Presentation:
Living with HIV, a medical update
Dr. Paddy Mallon, Mater Misericordiae University 
Hospital and University College Dublin, Ireland.

Antiretroviral therapy (ARV) helps HIV infected 
people live longer. However, research over the last 18 
months reveals that HIV infected people might be 
more vulnerable to cardiovascular diseases, malignan-
cies (cancers) and bone diseases. According to Dr. 
Mallon we do not yet know all the mechanisms caus-
ing these increases but HIV itself, ARV and life style 
factors might all be important. 

“This is a research field that is evolving,” Dr. 
Mallon stressed and added that there is an awful lot 
happening. “The question is how much these diseases 
are influenced by ARV, by the HIV virus itself and 
how much by lifestyle factors such as smoking and 
drinking alcohol, cholesterol, blood pressure, family 
history and so on.”

Dr. Mallon pointed out the importance of gain-
ing more knowledge about the relationships between 
ARV and cardiovascular diseases as this would enable 
us to prescribe more efficient and safer medicine on 
an individual basis.

“On the one hand ARVs are making sure people 
living with HIV live longer,” Dr. Mallon said, 
“however, at the same time some medication might 
increase the risk of inducing cardiovascular disease 
in some patients. There are some indicators which 
medicines are doing this, but we do not have enough 

data yet,” Dr. Mallon continued. 
The DAD study (Data Collection on Adverse 

Effects of ARV Drugs), carried out over three conti-
nents and 33 countries, and suggests that there is a 
connection between certain drugs and cardiovascular 
diseases. For example the study shows that for every 
year on protease inhibitors some patients increase 
their risk of having a heart attack by 15 percent.

Despite this, it is clear that ARV therapy provides 
an overall benefit in terms of preventing serious HIV 
related illnesses and despite these data showing some 
long term side effects, the risks of cardiovascular dis-
ease with ARV are still much lower overall than the 
risk of developing serious illness from HIV without 
therapy.

“Knowing what medications that do not cause 
increases in cardiovascular disease becomes impor-
tant. It is also important to establish a person’s risk of 
cardiovascular disease, estimated from factors such as 
the family history of cardiovascular disease, details of 
the patients’ lifestyles and so on. Also the individual 
patient can help reduce risk through cutting out 
smoking, reducing blood pressure and reduce his or 
her cholesterol levels,” Mallon continued. 

This means that we need to rewrite manuals for 
using medication and also assess treatment guide-
lines. This work, however, has only just begun. 

The second part of Dr. Mallon’s presentation dealt 
with HIV treatment and malignancies or cancers. It 
seems that HIV causes your immune system to be 
overactive in the sense that more cells divide more 
frequently. If this process gets out of control, the 
result is cancer. According to Dr. Mallon we see an 
increased variety of cancers among people living with 
HIV. 

“Most of these cancers seem to result from effects 
of having the virus,” Dr. Mallon said, “and we only 
get to realize this now because patients live much 
longer. The prevalence depends on the cancer, but 
data suggest that there is a much higher prevalence of 
most types of cancers in HIV positive patients than 



20
what we find in the general population,” Mallon con-
tinued and stressed again that lifestyle factors such 
as smoking and alcohol might increase the risks of 
developing these cancers among HIV positive people. 
Drinking less and stopping smoking might have the 
opposite effect.

“So there is a role for patients in improving their 
lifestyles in order to reduce the risk of contracting 
these diseases,” Dr, Mallon stresses. Healthier life-
styles might reduce the risk. 

When it comes to bone diseases such as oste-
oporosis and osteopenia (bone fragility of which the 
first mentioned is the more serious condition) Dr. 
Mallon stressed the fact that we find a higher rate of 
these diseases among patients living with HIV than 
would be expected in the general population. 

Bone fragility is normally associated with older 
age. A person’s bone structure or bone mineral 
density hardens with age, getting harder and stronger. 
As a person grows older, the bone mineral density de-
creases and the bone structure become more fragile. 
This is what makes elderly patients more prone to 
fractures. 

For people living with HIV the development 
seems to be different. What scientists believe to be 
happening is that the bone structure of a young 
patient with HIV may never reach the full mineral 
density of other grown-ups. If this were the case, 
it could remain in a fragile state and with old age 
develop even greater fragility. In other words an HIV 
positive patient’s bone structure is more fragile to 
start with and may increase in fragility more rapidly 
that in someone without HIV. Medical data suggest 
that the longer you have HIV, the lower your bone 
mineral density will be and the risk of fractures will 
increase.  

“We have established no guidelines yet,” Dr. Mal-
lon stressed, “we need more research and this takes a 
long time since bone structures change very slowly.”

“In consequence there is little advice I can give 
you,” Dr. Mallon said, “except to stress again life style 
factors. Smoking and the use of alcohol are impor-
tant and might influence bone mineral density in a 
HIV positive patient in a negative way. The same ap-
plies to lack of exercise. So again the individual HIV 
positive person can do something to help preserve his 
or her health.” 

However, Dr. Mallon stressed the fact that there 
is no alternative to ARV treatment. The benefits of 
remaining on ARVs are the benefits of being allowed 
to live. The challenge is to find better medication for 
all patients.  

Voices: Robert
Unknown is unloved
Robert Witlox tells me of a Dutch proverb he finds 
particularly appropriate for people living with HIV: 
Unknown is unloved! What he means by that is that 
there is a need for seropositive people to become vis-
ible in society. 

“The more visible people living with HIV are in 
society, the more difficult it is for our surroundings 
to ignore our rights as citizens and human beings,” 
Robert says. 

Robert represents the Dutch HIV Association, 
a patients’ organisations in the Netherlands and has 
come to Oslo to meet colleagues, network and get 
ideas on the how to continue his work for the rights 
and the equalization of HIV positive persons. 

“Stigmatization and criminalisation of HIV 
positive people are relevant topics in a Dutch setting 
as well,” Robert says, “and to be here will help me 
gather information that might be useful in our work 
to improve the positions of people living with HIV 
in the Netherlands,” he goes on.

“For example, when  Noel Walsh and Ciaran 
McKinney from Ireland mentioned that after a mas-
sive “Stamp out Stigma” campaign in Ireland, there 
was a moment when the stigmatisations seemed to be 
increasing rather than the opposite. Then it is impor-
tant not to lose heart, because in the long run cam-
paigns like this work, but because of increased public 
attention and focus, stigmatisation also became more 
visible. At moments like this it is important just to 
soldier on.” 

“And in any case it is good to see and experience 
what your neighbour is doing. Making problems 
visible is important. Visibility educates. Visibility is a 
way of creating awareness.” 

Robert feels that it is especially important in 



The 7th Nordic Conference on HIV

21

today’s political climate in the Netherlands to create 
the most efficient tools for upholding visibility and 
advocating the human rights of people living with 
HIV. He fears that the Dutch political debate might 
harden after the Groningen case where four men 
stood accused of drugging their sex partners and 
infecting them with HIV through the use of syringes. 

“Depending on what the judges say this might 
lead to a new debate on laws criminalising the 
transmission of HIV, responsibility, sexual rights 

and human rights. We might see a debate that will 
force people back into the closet and we might see 
increased stigmatisation through a lot of bad press. 
For this we need to be prepared and that is one of the 
reasons we have come here, to get inspiration and to 
experience first hand what other people are doing. 
We also need to develop strategies on how to deal 
with the new situation in the Netherlands and enter 
into alliances. Coming here might help or inspire us 
in both matters.”

Voices: Patrick and Koen

Breaking the vicious circle
“ I have lived longer with HIV than 
without, Belgian Patrick Reyntiens says, “ 
we now need to move beyond personal 
tragedies and start focussing on normal 
life.  Like a lot of people neither Patrick 
nor his colleague Koen Block likes the 
word normal, but they emphasise that 
focus should be on living, living everyday 
lives with jobs, lovers, relationships and 
friends.  “ We need to get out of the 
vicious circle. If we don’t, it is like black 
people painting themselves white, Koen 
continues. 

However if black people start trying 
to pass themselves off as whites instead 
of finding support and confidence in 
themselves, that means that they also 
accept white standards as better than 
black standards. Thus they are caught in 
a vicious circle of internalising the stigma 
of being black and that they are trying 
to escape by passing as white. This again 
reinforces the stigma associated with 
being black. The only way out of this is 
celebrating who you are and prove that 
you have valuable and significant contri-
butions to make towards the common 
good. 

“In a similar way people living with 
HIV should try to stand up as HIV posi-
tives as hiding themselves is a tendency 
that reinforces stereotypes and prejudic-
es against people living with HIV,” Patrick 
and Koen say.  “We need to show how 
we can all live together.  We understand 
this is not an easy task, but we cannot 
continue saying that society stigmatizes 
and discriminates, if people with HIV 
stigmatize and hide themselves.  Accept-
ance and active steps need to come 
from both sides.”

The problem, as the two of them 
see it, is that we need to develop strate-
gies and the lack of tools for us to put 

those strategies into action. 
“I think it would be a good start if all 

the positive stories about people living 
with HIV could come out,” Patrick says. 
“We must focus not so much on how 
we suffer, but on how we cope and 
what challenges we pose to society and 
how dealing with these challenges would 
be beneficial to all.” 

Education is important. They both 
agree on that. People need to be better 
informed on all levels of society.  With 
better education, the two Belgians feel 
that much is gained, as they hope better 
decisions concerning the lives of serop-
ositive people will be made. 

“But for this we need tools,” Koen 
continues,  “ we need tools to combat 
stigma, tools to counter prejudice and 
tools to plan and go through with cam-
paigns of various kinds. “

They feel the press needs to be 
educated. If the press has the necessary 
knowledge, it is a formidable tool in the 
fight for securing the human rights of 
people living with HIV.  But if the press 
is misinformed or only has the knowl-
edge that perhaps was adequate in the 
1980es, then it can only work against us. 
They point to Willy Shanti’s testimonial 
on how efficient media can be in trans-
mitting positive images of people living 
with HIV and they point to the Dutch 
book PlusMinus that was published by 
Abbot Netherlands in collaboration 
with among others the HIV Vereniging 
Nederland. 

“ This book is honest on the chal-
lenges people living with HIV meet 
every day,” Patrick says,  “but it is also 
constructive because it shows how we 
and seronegative people can work our-
selves out of these problems together. “ 
More of this, please, they both agree. 



22 Mentometer results
The participants were given the chance to 
vote on a number of questions related to 
living with HIV. These are the results: 

Where do you come from?
51 percent from Norway
14 percent from Sweden
  6 percent form Denmark
  6 percent from Ireland
  7 percent from Finland
  5 percent from Belgium
  3 percent from the Netherlands 
  8 percent from other countries

Why are you here?
22  percent because I have HIV
37  percent because I work with HIV
33  percent both the above
  8  percent for other reasons

Do you Know GIPA?
Yes..................................... 	 36 percent
No..................................... 	 64 percent

If you were today’s weather it would be: 
Sunny................................ 	54 percent
Cloudy.............................. 	20 percent
Rainy................................ 	   4 percent
Thunderstorm ................. 	  6 percent
Tropical Storm................... 	17 percent

Do you feel uncomfortable when some-
one asks about your HIV status?
Yes.................................... 	49 percent
No.................................... 	51 percent

If you are living with HIV, are you open 
about your status?
Yes.................................... 	24 percent
No.................................... 	  3 percent
Sometimes ........................ 	44 percent
Does not apply.................. 	29 percent

Do you inform your sex partner about 
your HIV status before having sex?
Yes.................................... 	31 percent
No.................................... 	26 percent
Depends/sometimes.......... 	43 percent

Do you ask your sex partner about his/
her HIV status before having sex?
Yes.................................... 	11 percent
No.................................... 	59 percent
Depends/Sometimes.........  30 percent

Do you think you can have safe sex if 
you are living with HIV?
Yes.................................... 	99 percent
No.................................... 	   1 percent

Has your HIV status influence on your 
social and/or your sexual life?
Yes, social life..................... 	   2 percent
Yes, sexual.......................... 	 18 percent
Yes, both	........................... 	 57 percent
No..................................... 	 23 percent

Do you thing the laws can protect you 
against infectious diseases?
Yes..................................... 	   8 percent
No..................................... 	 92 percent

Do you think about the law before or 
after having sex?
Yes..................................... 	 26 percent
No..................................... 	 74 percent

Who do you think has the responsibility 
to prevent transmission?
Me..................................... 	 15 percent
You....................................     1 percent
Both...................................  83 percent

Evaluation of the conference:

Was the conference useful in helping to 
improve PWA’s lives?
Yes..................................... 	 45 percent
Yes, somewhat................... 	 45 percent
No..................................... 	   9 percent

What was you main reason for attend-
ing?
To network........................ 	 41 percent
The agenda........................ 	 24 percent
News/info.......................... 	 19 percent
Other................................. 	 16 percent

Balance
Too many workshops/presentations 
– on a scale from 1 to 5.
Balance.............................. 	 2,34

First choice for a theme at next meeting?
Destigmatization............... 	 18 percent
Employment...................... 	 13 percent
Long term implications  
of HIV medication.............	 20 percent
Disclosure..........................	 10 percent
Healthy sex life................... 	10 percent
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Conference  
Recommendations

On a personal level
t	A wish to “change” starts with yourself
t	Empower yourself
t	Be pro-active, be innovative and be an activist
t	Inform and educate
t	Make active use of the knowledge available
t	Make use of best practices, share these experiences  

with others
t	Make role models visible
t	Be a leader, be a role model yourself
t	Make use of empowering documents like the  

UNAIDS Policy statement on criminalisation of 
HIV transmission or the document of the  
UNAIDS Task group on the HIV/Aids  
related Travel Restrictions

On a public level
t	Updated information is necessary. National and 

international authorities should work with people 
living with HIV (PWA) to update information 
for professionals  working in the health sector, the 
judicial system, the educational system etc
t	Encourage PWA to have a safe, healthy and  

affirmative sexual life

t	Oppressive laws should be abolished. New laws, 
protecting the rights of PWA  and empowering 
them to take control over their own lives, should 
be introduced in accordance with the recommen-
dations of the United Nations and UNAIDS
t	Empower PWA in such a way that more PWA are 

able to disclose their status and fight for  equality 
and the respect of human rights
t	Raise awareness about stigmatisation and discrimi-

nation and fight these phenomena on all levels by 
publicly sponsored campaigns
t	Develop leadership among PWA
t	Strengthen civil society organisations of PWA
t	Abolish all travel restrictions limiting the rights of 

mobility of PWA
t	Continue research on long term effects of medi-

cation and how other diseases affect PWA
t	Find solutions for how PWA can get (life)  

insurances so they can get mortgages to enable 
them to get their own homes so they can con-
tribute to society as a whole
t	Listen to the experiences and opinions of PWA  

and involve them on all levels in making policy 
(enforce the GIPA Principle!)
t	Empower PWA to LIVE with HIV

Closing remarks 

Nordic Conference 2009

In his closing remarks Chair of the Conference, Mr. Ronald Brands thanked everyone for 
contributing towards a successful conference. He recommended that the conference recom-
mendations on how to improve the life quality of people living with HIV be acted upon 
and he wished everyone welcome to the next conference in Dublin in November 2009. 

He also remarked that the evaluation of the Oslo Conference would be considered when 
working to present a programme for the coming conference in Dublin. 
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