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Dare to start again – 

standing and striving for self-determination, solidarity, and emancipation 

 
In 2009, the German AIDS service organization Deutsche AIDS-Hilfe (DAH) began a debate on 
its upcoming strategy to the year 2020. Initiated by the delegate council and the board of 
directors, the debate started with a paper from the organization's headquarters. It finally named 
seven issues that were addressed at the organization's general assembly in Kassel in 2010:  

1. The potential stigma of HIV and Aids 
2. Normalization 
3. Self-help/Representation of interests  
4. Sexual health? 
5. Prevention at any price? 
6. Where now for the test? 
7. The future of healthcare. 

 
This discussion was widened across the organization, and results and feedback were gathered 
from events in regional associations and local Aidshilfe organizations (Aidshilfen), and from 
individuals.  
 
The delegate council passed responsibility for the process to the directors, with instructions to 
present a quorate paper to the 2012 general meeting. The aim is to define and fix the 
organization's goals and strategic areas of activity.  
 
Strategies underlie processes of change, which is why in the coming years it will be important to 
secure what has been achieved already and determine future tasks in a close internal dialogue. 
That’s why the discussion process must not end. We intend only to fix the current state of the 
debate and begin a new stage. 
 
It is important to us that the discussions within the organization are not only concerned with its 
own transition, but also recognize social changes. We should let us be guided by today's 
realities of life with HIV, and therefore by the realities of those social groups particularly 
threatened and affected by HIV. In Germany, that primarily means gay men, drug users, 
immigrants from countries with a high prevalence of HIV, and sex workers, who because of their 
health and their social and economic conditions do not have the same opportunities as those in 
so-called mainstream society. 
 
We learned from this discussion that this process of communication is a new appropriation of our 
working concept of structural prevention. That is why it is important. Aidshilfe as a social 
organism – that means all of us who make up this organization must continually inject new life 
into the concept developed by Hans Peter Hauschild in the 90s, and adapt it to changing 
conditions and develop it further. It’s unity of primary, secondary, and tertiary prevention, and of 
behavioural and conditional (= structural) prevention is still valid. That was another conclusion of 
our discussion.  
 
In this paper, we: 

 sketch life with HIV today (I), 

 name some of the successes of structural prevention and determine what is still to be 
done (II), 

 define medium-term goals (III), 

 and say how we want to achieve these aims (IV). 
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I. Living with HIV today 
 
Living with HIV in Germany has changed significantly several times in the past few decades. 
When DAH was founded in 1983, there was not even a test for the virus that causes Aids, which 
was yet to be named HIV. Like society as a whole, the scenes and communities affected reacted 
with panic and fear. Aids deaths became a part of life for gays, bisexuals, and drug users.  
 
Thanks to several factors – the foundation of local Aidshilfen, the notion of curtailing the 
transmission of the virus through “safer sex”(i. e. mainly through the use of condoms) and “safer 
use”, a new commitment to the acceptance and equality of different lifestyles (”alliance of street 
urchins”), and resistance to the marginalization and isolation of the infected – the view took hold 
that Aids could be conquered without sacrificing the freedoms of an open society. That laid the 
foundations of a success story – fear and panic have not disappeared, but have been pushed to 
society’s margins.  
 
In the mid-1990s, the introduction of combination treatments dramatically changed the lives of 
those with HIV. These treatments saved, and still save, the lives of the infected and sick – a 
terminal illness became a chronic disease. The medication also reduced the risk of HIV 
transmission so decisively that people with HIV undergoing a functioning therapy not only have 
an almost normal life expectancy, but are also no longer infectious – an enormous relief for them 
and their partners. Today, even the prospect of a cure – long considered unrealistic or even 
impossible – is being seriously discussed. 
 
For this reason, we speak of the ”normalization” of HIV infection. What we did not see was that 
the discrimination and stigma associated with the virus would stay. The project ”positive voices” 
as part of the international Stigma Index has recently made this clear once again: people with 
HIV are shut out by their families and friends, are subject to abuse and even to physical attacks 
(also within their scenes and communities), are turned away by doctor's and dentist's practises, 
and their right to informational self-determination is violated. Feelings of shame and guilt after an 
infection are just as prevalent today as they were at the start of the Aids crisis. Internalized 
stigmatization often means that people with HIV do not begin sexual relationships, and those 
who test positive must think carefully about who they confide in. Also partners, family members, 
and friends are often subject to marginalization and discrimination. Another example: even if an 
estimated two-thirds of HIV positives in Germany work for a living, bullying and even sackings 
because of the HIV infection still occur. Anti-discrimination laws offer no protection to those with 
HIV and other chronic diseases. 
 
The fact of non-infectiousness under functioning therapy has not yet been recognized by most 
people in our society – even by many people with HIV and their partners. It is only gradually 
being considered in courts charged with determining liability in cases of HIV infection or 
exposure. Courts generally still put the sole responsibility for protection from HIV onto the HIV-
positive partner. This message is as onerous as it was at the beginning of the epidemic – and 
one of the circumstances that we must overthrow to beat Aids. This includes that we convey our 
position once and again and even more forcefully to the public: that both partners in a 
consensual sexual encounter carry the same responsibility, and that ascribing liability is 
counterproductive to HIV prevention. 
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II. Successes of structural prevention, and what is still to be done – some examples 
 
Thanks to the division of responsibility between the government’s Federal Center for Health 
Education (BZgA) and the NGO Deutsche AIDS-Hilfe, Germany has one of the lowest HIV 
infection rates worldwide, and is seen as a model internationally. But even we still have much to 
do, and there are many areas that need work. 
 
Gay, bisexual, and other men who have sex with men/LGBTI 
One part of our success, apart from defending the sexual rights of gay men (for example, by 
preventing a blanket ban on gay saunas or darkrooms), is seeking progress in the legal equality 
of gays and lesbians (for example the abolition of § 175 or the civil partnership law). 
 
But we are a long way from complete equality (for example, in income tax law and adoption 
rights). The discrimination of lesbians, gays, bisexuals, trans- and intersexuals is still pervasive – 
not just in countries like Russia and Uganda, but here too. Psychological disorders, experience 
of sexual violence, and drug consumption are disproportionately prevalent among gay men, and 
workers on the ground have observed a tendency towards more dangerous drug-consumption 
methods, such as intramuscular and intravenous injection. Moreover, gay men and other men 
who have sex with men are still at greater risk of HIV and STIs.  
 
Drug users 
Needle exchange, distribution of sterile needles, and drug substitution treatment have become 
well established, and there are now drug consumption rooms in most German states. The 
German Parliament’s decision to allow diamorphine-supported treatment was a milestone in 
drug policy. The proportion of new HIV infections among drug users sank from 15 percent in the 
mid-80s to three percent in the past few years. 
 
But on closer examination one discovers large gaps in the distribution and flaws in the quality of 
services offered, for instance in substitution programs, and drug consumption rooms are often 
prevented from being established by the protests of local residents. For most drug users, 
hepatitis is a bigger problem than HIV – an estimated 50 to 60 percent of them have suffered 
from hepatitis B, while three to five percent have chronic HBV, and so form a reservoir of virus 
transmission. The situation is similar with hepatitis C: while there is a national prevalence of 0.4 
percent among adults, between 60 and 80 percent of drug users are infected. 
 
People in prison 
In many German prisons, inmates have access to drug substitution treatment. The state of 
Baden-Wurttemberg even allows diamorphine treatment. Inoculations against hepatitis B are 
often also available, while in North-Rhine Westphalia condoms must be made available freely 
and anonymously. 
 
Many prisons work on the assumption that there are simply no drugs within their walls, and so 
ignore the principle of equivalency – that inmates should have access to the same medical care 
that they would have outside. Needle exchange programs, the cheapest and most effective 
prophylactic against infection, have been stopped, with one exception. Substitution treatment is 
often denied, data protection rights are ignored, and HIV tests are carried out without consent or 
counselling. In short, German prisons systematically and openly violate human rights. 
 
Sex workers 
Self-confident sex workers deal with the health risks of their work in a well-informed and self-
determined way. Germany's prostitution laws have set the course for the recognition of sex work 
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as a profession, even though the opportunities that the law provides (e.g. health insurance) 
remain out of reach for many.  
 
On the other hand, there is poverty prostitution, drug-related prostitution, and forced prostitution, 
as well as an increasing tendency towards repression (also internationally). Here too, protests 
from local residents often lead to the closure of street prostitution areas or the establishment of 
restricted zones. Under these circumstances, sex workers – particularly women, many of them 
migrant workers – are barely reachable for offers of HIV and STI prevention, and the risk of 
being exposed to violence increases.  
 
Immigrants 
Immigrants have organized themselves, they engage in DAH community HIV prevention projects 
like PaKoMi and MuMM, and represent their own interests in the DAH. In 2011, an HIV-positive 
woman with Turkish roots was courageous enough to show her face on the posters of the 
national World Aids Day campaign.  
 
At the same time, immigrants are disproportionately affected by HIV: while just 19 percent of the 
German population are of immigrant background, the proportion of immigrants among new HIV 
diagnoses in 2010 was significantly higher, at 27.8 percent. Meanwhile, the 
Asylbewerberleistungsgesetz (law on benefits for asylum seekers) does not allow a humane 
standard of living, even after benefits were recently raised. Refugees experience humiliating 
asylum procedures, sometimes resulting in re-traumatization, they are not allowed to work, while 
residency restrictions deter them from self-help and social participation. The situation is even 
more difficult for those without papers who are constantly under threat of deportation: when they 
need medical care, they are dependent on doctors motivated by humanity rather than legal 
requirements or financial compensation. 
 
Older people in our communities 
Particularly in urban areas, there are a range of counselling and care projects – whose priority is 
the acceptance of different ways of life – for older people with HIV, older gay people, drug users, 
immigrants or older people who fall through other social safety nets. There is outpatient care at 
home, through shared flats for gay men with dementia, to communal living projects for older drug 
users.  
 
But outside metropolitan areas, these people are often left with the only option of care homes or 
old people’s homes, which are generally ill-equipped to deal either with their ways of life or with 
HIV or hepatitis infections.  
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III. Our medium-term goals (horizon: 2020) 
 
Our aim is for society as a whole and for every individual to be able to deal with HIV/Aids, 
hepatitis and other sexually or drug-use related infections in an informed, self-determined, and 
responsible way (DAH mission statement).  
 
In accordance with this aim, we want: 
 
1. HIV transmission and exposure through consensual sexual acts to be decriminalized. 
2. drug use to be decriminalized. 
3. harm reduction offers for drug users, including drug checking, to be made easily available 
across the country – including in prisons and psychiatric homes. 
4. all people with HIV to have free access to HIV treatment as well as counselling and health 
care.  
5. no one to be forced to undergo HIV treatment. 
6. everyone to decide freely to have an HIV test – with counselling and, if so desired, 
anonymously. 
7. people without papers to have equal and anonymous access to health care and medical 
treatment. 
8. all people carrying the aids movement and being carried by it to have access to health care 
that accepts different ways of life, that is adequate to their needs and is quality assured. 
9. a community-based and integrated HIV, STI and hepatitis prevention and health care to be 
introduced – especially for gay men and drug users – that accepts different ways of life.  
10. people to be able to assess their risk of contracting HIV through sexual encounters or drug 
use.  
11. HIV positives to be able to deal with their test result in a well-informed, confident manner, 
and with no fear of discrimination and marginalization. 
12. the complete legal equality of lesbians, gays, and bisexuals, and the legal and social 
recognition of trans persons and intersexuals. 
13. the EU's anti-discrimination directive to be completely adopted in German law, including the 
protection from HIV-related discrimination. 
14. prostitution to be completely legally accepted as a profession and all repressive measures 
against sex workers to be lifted. 
15. the Asylbewerberleistungsgesetz, the residency restrictions, and the work ban for refugees 
to be abolished, and the needs and aims of immigrants to be taken into consideration more 
seriously.   
16. the end of discrimination against HIV positive people in the gay scene. 
17. a national hepatitis strategy to be adopted that accepts different ways of life. 
18. Germany to measure up to its responsibility in the international fight against HIV/Aids. 
19. a prevention law to be implemented at federal level. 
20. to develop as an organization so that we are in a position to achieve the above aims 
structurally, financially, and at a personnel level. 
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IV. Important steps towards achieving our goals 
 
Aidshilfe – as a center of expertise for structural prevention, for the representation of interests, 
as a provider of social services, and as a learning, society-changing organization – is 
sustainable if it strengthens, develops, and confidently markets its unique quality. We can be 
aware of our successes, but we must continually be seen to be re-engaging with our aims: with 
determination, solidarity and emancipatory ambition. 
 
But all change begins at home. For that reason, we will continually test our work against our 
aims and our mission statement and will ask ourselves critical questions, for example: why have 
so many Aidshilfe organizations withdrawn form prison work? Why do some gay prevention 
projects fail to engage with the gay scene? With what approach, with what aim, and how do we 
go about our work in schools? Are our member organizations, regional associations, and the 
national organization truly open to participation for people with HIV and people from our 
communities? Indeed, do they even foster these communities – and how does that become 
apparent? 
 
Provoke and foster self-help at all levels of the organization and structurally guarantee 
their participation 
At the DAH, we accept people as they are (”The norm-breaker's association”), and we accept 
their decisions. The special quality and strength that distinguishes us from other organizations is 
this: those with the most at stake in Aids prevention – people with HIV and members of the 
social groups most affected by HIV – form part of the organization at all levels. Aidshilfe needs 
their contribution in the development and implementation of ideas, in discussions and decisions. 
To that end, we will maintain or create the necessary space, and get the message across loud 
and clear at all levels of the organization: get stuck in, get involved! Aidshilfe needs HIV-positive 
people, needs gay people, drug users, and immigrants, both as voluntary and full-time workers, 
as part of self-help which takes responsibility, makes decisions, and shapes our organizations. 
 
Form cooperations and coalitions 
Many associations, organisations, and people share our aims. It is part of our work to reach 
these partners and develop strategies with them to realize our goals. This way, we also 
communicate our positions and approaches into society. Therefore we will reinforce our 
cooperation with other organizations for the chronically sick and disabled, within our umbrella 
organizations “BAG-Selbsthilfe” (German Working Partnership Self-Help) and “Paritätischer”, 
and with other partners, in order to anchor HIV and other chronic diseases in Paragraph 1 of the 
General Equal Treatment Act (AGG). Similarly, we will campaign for a national hepatitis strategy 
alongside representatives from science, politics, specialist organizations, and the “Leberhilfe” 
(liver association). And it is only together with refugee, immigrant, and human rights 
organizations, as well as politicians, that we will be able to abolish the 
Asylbewerberleistungsgesetz, the residency restrictions, and the work ban for asylum seekers. 
 
Extend community-based HIV testing services, secure informed consent for both test and 
treatment 
There will be growing pressure on people with increased HIV risk to take an HIV test and to 
undergo treatment immediately if the result is positive. We will vehemently resist this pressure at 
both a national and international level, and campaign for our goal, that every individual can 
make an informed and self-determined decision free from pressure, whether and when they will 
take a test or begin their treatment – first and foremost for their own benefit. The aim of stopping 
infection should not lead to missing this goal. We will critically assess new test possibilities, such 
as self-diagnosis, and include them in our work only if they serve this goal. On top of that, we will 
reinforce and develop counselling as a ”structured learning situation” to facilitate the reflection 
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on risk management in different ways and in different spheres of communication, and at the 
same time communicate a realistic image of life today with HIV. And, not least, we will campaign 
for the extension of test opportunities in Aidshilfe organizations and help to establish and 
guarantee community-based counselling and testing. 
 
Working together on integrated HIV, STI, and hepatitis prevention and health care which 
accepts different ways of life 
Sexually active people are hardly able to avoid the risk of sexually transmitted infections, but 
can, at best, reduce it. That’s why early diagnosis and treatment is decisive. Important 
instruments are community-based and low-threshold counselling, testing, inoculation, and 
treatment opportunities, which we will campaign to extend and win financing for. We will also 
extend our cooperation with doctors and public health officials in order to establish integrated 
prevention and health care that accepts different ways of life and respect self-determination. 
 
Anti-discrimination and anti-stigmatization work 
The organization’s national headquarters will establish a complaints center to document cases 
of discrimination in the medical system or in the workplace, and to support people resisting 
discrimination. As a further part of our anti-discrimination work, we will do more to recruit people 
with HIV and support them to live publicly with HIV (as an ambassador or a role model in the 
World Aids Day campaign ”Living together positively” or the campaign “I know what I'm doing” 
and so not only to work towards emancipation, but to show society, our communities, and other 
people with HIV the many different aspects of life with HIV today. And, not least, we will help 
doctors and medical personnel to treat patients without discrimination, and extend our project 
“Communication in the doctor's practise” with the appropriate modules. 
 
Take over and claim international responsibility  
As a large NGO in one of the richest countries in the world, we have a duty to share our 
knowledge and experiences if partners from projects, organizations or even state institutions 
have an interest in them and want to cooperate to develop approaches for their situation. 
Whenever possible, we will provide support where people need help to organize themselves. 
We will remind our government of its international duties and of human rights as a principle. And 
we will increase our efforts at all levels of our organization to campaign and participate wherever 
we are needed and invited. 
 
Learn from each other and further the development of standards and quality to make all 
levels of the organization sustainable for the future 
We will foster the exchange of experience between the local Aidshilfen as well as the various 
organization levels, in order to strengthen our case to public grant providers as well as to find 
new financing paths, and so secure the financial foundations of the umbrella organization, the 
regional associations, and the member organizations. Moreover, we will set up our work in 
preparation for the prevention law that we have been calling for. That is why we will discuss the 
certification of fields of activity within Aidshilfe in order to strengthen our brand and be able to 
profit from common standard and quality development when dealing with future grant providers.  
 
Develop, implement and secure health care that accepts different ways of life 
We want to reinforce and expand the Aidshilfe as provider of alternative health care structures 
wherever they can be financed. But we cannot make specific services available everywhere, and 
where it proves impossible, we will seek out cooperation with already established institutions, 
contribute our expertise, and make sure that people are accepted without prejudice and receive 
optimal care. The Aidshilfe will participate in the development of standards and accompany 
transitional phases, so that a self-determined life becomes possible in old age, so that sexuality 
and drug use does not become taboo, and spaces are created for other ways of life in old age. 
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Fighting for an alternative asylum policy and for access to health care for people without 
papers 
In order to make sure that people without papers get access to medical care, we will campaign 
together with other organizations for the introduction of an anonymous health insurance card 
and similar solutions. We will continue to support immigrant, refugee, and human rights 
organizations as well as politicians who lobby for a change in asylum policy, and we will 
participate in campaigns for the abolition of the Asylbewerberleistungsgesetz, the residency 
restrictions, and the work ban. 
 
 

 


