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Online Compendium of Good Practices for the long-term health of 
people living with HIV launched 

Brussels, 27 November 2018: HIV Outcomes will today (27 November) launch an Online Compendium of Good 
Practices for securing the long-term health and well-being of people living with HIV.  

Although people with HIV can now anticipate near-normal life expectancy, there are unique needs that must be met if 
their quality of life is to match that of the general population. As life expectancy for people with HIV has increased, 
additional unmet requirements for good long-term health and well-being have emerged. 

The launch event in the European Parliament today highlights the key findings underpinning the Compendium and 
emphasises what makes these good practices important to people with HIV. The Compendium represents the latest 
output from work of the HIV Outcomes collaboration, building on the group’s road-testing of its 2017 
recommendations on the long-term health, well-being and chronic care of PLHIV (below) in Italy and Sweden this year. 
Looking at ways to apply the recommendations in real-world settings has provided vital insights into how to ensure 
they are taken up more widely. The Compendium is a resource that will inspire and support key stakeholders across 
Europe to meet the specific care needs of people living with HIV for the long-term. 

“We cannot afford to be complacent; improvements in life expectancy for people with HIV need to be matched with 
improved life quality,” said Nikos Dedes, Chair of the European AIDS Treatment Group and Co-Chair of the HIV 
Outcomes Steering Group. “We know, from the preliminary work in Sweden and Italy, that these recommendations 
have the capacity to make a real difference. We need to do whatever is necessary to implement these 
recommendations and make sure that people with HIV in every country can benefit from this knowledge.”  

During the event, co-hosted by Members of the Parliament (MEPs) Christofer Fjellner (EPP, Sweden), Karin Kadenbach 
(S&D, Austria) and Frédérique Ries (ALDE, Belgium), speakers will stress that the needs of people living with HIV go far 
beyond suppression of HIV. In a joint statement, the three MEPs from across the political spectrum said: “This is a 
timely reminder that there is more to life with HIV than viral suppression; proper quality of life is equally important. 
Now that we know what is needed, it is our duty as policymakers to press for changes to secure the long-term health 
of people living with HIV.” Given the upcoming European elections, the support of such a wide range of MEPs will be 
essential to keep the needs of people with HIV on the political radar. 

During 2018, HIV Outcomes ensured that the recommendations launched last year have been fully tested and are 
implementable. Having identified the barriers to be overcome, in 2019 the initiative will focus on implementing the 
relevant recommendations in Italy and Sweden and will work to broaden the roll out of the recommendations across 
Europe. 

For those diagnosed and treated early, HIV is now a long-term, rather than a fatal, condition. HIV Outcomes’ 
recommendations have been designed to address the needs generated by today’s increased life expectancy, looking 
to improve health outcomes and quality of life of people with HIV. The launch of the Compendium comes during 
European Testing Week and just ahead of World AIDS Day on 1 December. 
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T H E  H I V  O U T C O M E S  P O L I C Y  R E C O M M E N D A T I O N S  

1. Adopt an integrated, outcomes-focused, and patient-centred approach to long-term care 

2. Expand national monitoring of long-term care and outcomes 

3. Fund studies to provide information on the long-term health of people living with HIV 

4. Combat stigma and discrimination within health systems. 

5. Upscale involvement of the HIV community in priority setting at country level 

 

ENDS 

 

For further information on the HIV Outcomes: Beyond Viral Suppression initiative, please contact: 

secretariat@hivoutcomes.eu / +32 (0) 474 338 904 

www.hivoutcomes.eu / @hivoutcomes 

 

N O T E S  F O R  E D I T O R S  

About the HIV Outcomes initiative 

The HIV Outcomes initiative reflects a widespread recognition among experts that important aspects of the health and 
social well-being of people living with HIV (PLHIV) receive insufficient attention from policy makers and healthcare 
providers. The initiative aims to make these aspects central to the overall HIV response. Governments and health 
systems must now respond to the fact that PLHIV are living longer and provide treatment and care that will enable 
PLHIV to remain in good health as they grow older and lead successful, productive and rewarding lives. The initiative is 
sponsored by Gilead Sciences and ViiV Healthcare. 

• Recommendations on the long-term health, well-being and chronic care of PLHIV: 
http://hivoutcomes.eu/recommendations/ 

• Event on 27 November 2018: http://hivoutcomes.eu/events/  

• Online Compendium of Good Practices (live on 27 November 2018): http://hivoutcomes.eu/compendium-of-
good-practices 

• Report “HIV Outcomes: Learning from country experiences”: http://hivoutcomes.eu/update/good-practices-in-
the-long-term-care-of-people-living-with-hiv-learning-from-country-experiences 
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About World AIDS Day 

World AIDS Day takes place on 1 December each year. It is an opportunity for people worldwide to unite in the fight 
against HIV, to show support for people living with HIV, and to commemorate those who have died from an AIDS-
related illness. Founded in 1988, World AIDS Day was the first ever global health day. 

About European Testing Week 

European Testing Week was launched in 2013 to increase testing efforts and create awareness of the benefits of early 
HIV testing. This year, it will take place from 23-30 November. 

HIV Outcomes Presidents  

• John Bowis, OBE, former UK Health Minister and MEP 

• Marc Danzon, former Director of the WHO Regional Office for Europe 

HIV Outcomes Steering group  

AIDS Action Europe: represented by Sini Pasanen 

AFEW International: represented by Anke van Dam 

East Europe & Central Asia Union of PLWH (ECUO): represented by Vladimir Zhovtyak 

European AIDS Treatment Group (EATG): represented by Mario Cascio 

Jane Anderson: Homerton University Hospital NHS Foundation Trust, London 

Nikos Dedes: European AIDS Treatment Group and Positive Voice 

Jeffrey Lazarus: ISGlobal, HospitalClinic, University of Barcelona 

Richard Stranz: AIDES 

Georg Behrens: Hannover Medical School  

Antonella d’Arminio Monforte: University of Milan 

Industry represented by: Annick Manuel (Gilead Sciences) and Rhon Reynolds (ViiV Healthcare) 

European Centre for Disease Prevention and Control (observer status) 

European AIDS Clinical Society (observer status): represented by Georg Behrens and Antonella d’Arminio Monforte 
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