
 

 

 

DEADLINE FOR SUBMISSION OF RESPONSES TO THESE QUESTIONS IS 02 SEPTEMBER 2011. 
Responses and enquiries should be sent to Teymur Noori at ECDC: Teymur.Noori@ecdc.europa.eu  
 
Please enter the name of the primary respondent, their organizational/institutional affiliation and 
their email address: 
 
Name: Civil Society Forum coordination team 
Affiliation:  
Email:  
 
Introduction 
 
Answers to these questions are intended to document activities implemented in response to the 
European Commission Communication and Action Plan on HIV - and the effects of those activities. 
More information is available in the monitoring framework developed by ECDC for this purpose. 
 
In answering these questions, please provide information, which gives evidence of the added value 
of European-wide and Commission actions in the responses to HIV in the region. It is not intended 
that you capture all actions by all actors on HIV in Europe. Rather, the questions aim to capture the 
activities of a range of actors, including countries, Commission agencies and services, international 
agencies and civil society organisations, which result from Commission policies, influence, funding 
and other actions taken. Such activities might occur in particular countries or across the region as a 
whole. 
 

 

M&E FRAMEWORK

QUESTIONS FOR MEMBERS OF THE CIVIL SOCIETY FORUM ON THE 

IMPLEMENTATION OF THE EU COMMISSION 

COMMUNICATION & ACTION PLAN TO COMBAT HIV/AIDS
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Note: The number attached to each series of questions correlates with the number assigned to indicators or questions in 
Figure 2 (Diagram showing proposed indicators for tracking progress in implementing the Communication and Action Plan) 
in the M&E Framework for the EU Commission Communication and Action Plan. 
 
QUESTION 1Ci 
 
In what ways has the Civil Society Forum used the Communication and Action Plan in the years 
2009-2011? 
 
The CSF had a substantial input into the drafting of the Communication and Action Plan with 
discussion with the Commission both at and between meetings, which influenced both priorities and 
wording.  This has meant a ready fit between the Communication and Action Plan and the concerns 
of CSF members from 2009 to 2011. 
 
The CSF is established as a key action of the Communication, so all actions of the CSF can be seen as 
a product of the Communication and Action Plan.  
 
The CSF has used the Communication and Action Plan as a framework to set the agenda for CSF 
meetings. For example:  
 
- The Communication and Action Plan prioritises Eastern Europe and the CSF agenda has frequently 
provided updates on the situation in Ukraine  and /or Russia as well as attention to IDU policy issues 
and to the economic crisis and its effects for NGOs in Eastern Europe  
- The Communication and Action Plan prioritises particular sub-populations and the CSF has had a 
strong focus on people who inject drugs, prisoners and men who have sex with men.  
- The Communication and Action Plan has a strong focus on funding and the CSF discussed that topic 
repeatedly.  
- The Communication and Action Plan has a strong focus on antidiscrimination. Between meetings, 
Civil Society Forum members have been working to act on recommendations produced by ILO, on 
the equality directive, and provided input to the Fundamental Rights Agency, for example.  
 
The CSF uses the Communication and Action Plan as a reference document. It is used in various 
documents and communications produced by the CSF. These include letters to politicians and input 
into speeches.  
 
To an extent the CSF and its members have used the Communication and Action Plan for advocacy in 
countries.  
 
Results from the evaluation forms  from the  October 2010 CSF meeting show that the use of the 
Commission Communication as a framework for the work of the CSF members is very diverse, 
nevertheless 27% does use the communication as framework in all their work. Out of total 26 
respondents, 7 use the Communication as a framework for their work always, 9 often, 2 sometimes, 
8 never.  
 
Results from the evaluation forms  from the  June 2011 CSF meeting show that out of total 20 
respondents, 10 use the Communication as a framework for their work often, 9 sometimes, 1 never.  
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What actions has the Civil Society Forum taken to be involved in planning, implementing and 
evaluating the response to HIV in the European Union and neighbouring countries in the years 
2009-2011? 
 
CSF involvement is centred around the 2 meetings that are organised yearly. The agenda for these 
meetings is primarily based on current priorities and newly emerging issues for the region. By 
sharing information, stimulating discussion, developing recommendations and advice, the CSF 
meetings provide a platform for involvement at different levels. Some examples of key 
developments and concern that were put on the agenda:  
- ILO recommendation on HIV and the world of work 
- Testing guidelines 
- Prevention among MSM 
- The economic crisis and its impact on financing for Eastern Europe 
- Treatment interruptions and stock-outs 
- HIV in prisons 
- HIV in Russia 
- Drugs policies 
- Dublin monitoring process 
 
The aim of discussions is to share information, best practice and ideas amongst European civil 
society to improve the quality and impact of our work, prompt action at both national and European 
level, and provide effective civil society input into the thinking and actions of the Commission and 
other relevant international bodies. 
 
In between meetings, the CSF has produced and endorsed position papers (on drugs policies and 
female condom); given input on draft policies (WHO & UNAIDS); captured experiences from the 
country level (ILO recommendation, changes in medication prescriptions, airline regulations for HIV 
positive personnel), participated in several advisory bodies and attended in representation of the 
CSF regional and international conferences (IAC Vienna, Tallinn AIDS Conference).   
 
At all CSF meetings in 2009, 2010 and 2011, the Commission Communication and Action Plan on 
HIV/AIDS was a key item on the agenda.  After its adoption at the end of 2009, the Commission 
presented the Communication and a more detailed action plan at the first 2010 CSF meeting, 
followed by a discussion by the CSF members. At the second 2010 meeting, the Commission 
provided an update on the action plan, which was discussed in much more detail.  CSF members 
provided input into the framework that was developed by ECDC to monitor and evaluate the 
implementation of the action plan. Following the meeting, the CSF coordination team provided feed-
back to ECDC on the proposed indicators and questions in the ECDC monitoring framework, 
especially those related to measuring the role of civil society. At the first 2011 meeting, CSF 
members participated in a brainstorm discussion as a starter for response to the ECDC questionnaire. 
The main results from these discussions are included in this document.  
 
CSF members have taken various actions in their own countries. For example, in Greece, Positive 
Voice formed an informal group of parliamentarians following an Inter Parliamentary Union-
organised meeting. Similar action was taken following discussion of ILO guidelines on HIV in the 
workplace. 

 
 

What actions has the Civil Society Forum taken to advise the Commission and Think Tank in the 
years 2009-2011? 
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There are a number of mechanisms the CSF uses to advise the Think Tank and the Commission. 
These include the production of papers, e.g. the Drugs Policy Paper which was sent to the Think Tank, 
but also the fact that six representatives of the CSF attend Think Tank meetings. These 
representatives are able to feed views of civil society into the discussions of the Think Tank. For 
example, at the October 2010 meeting inputs from Russian civil society made at the CSF were fed 
into the Think Tank attended by a representative of the Russian government.  
 
Also, Commission officials attend CSF meetings. The Commission always reports on its HIV-related 
activities to the CSF and CSF members provide feedback, which will include requests for HIV matters 
to be brought to the attention of other DGs such as Justice, Development and External Affairs, as 
well as suggestions for the work of DG Sanco.   

 
At every CSF meeting recommendations for involvement, implementation and monitoring of the 
Commission Communication were made, towards the Commission, ECDC, CSF and TT members. 

 
How useful have those actions been? 
 
Some examples of CSF actions:  
 
Fundamental Rights Agency questionnaire 
In 2010 the CSF supported the Fundamental Rights Agency in distributing, stimulating participation, 
individual follow-up and collecting a human rights and HIV questionnaire among CSF members. The 
outcomes were used by the FRA to prepare a paper on the “Rights based approach to HIV/AIDS in 
the European Union” for the AIDS 2010 Conference. Whilst there are no HIV -specific projects in the 
FRA's current workplan we believe HIV is higher up the FRA agenda as a result of this work - for 
example there will be discussion of HIV in a forthcoming report on access to healthcare for 
undocumented migrants. 
 
ILO recommendation 
The CSF decided to support ILO’s actions when transmitting the recommendation to the parliaments 
and the governments who have to determine what measures to take to bring national legislation in 
conformity with the recommendation. In coordination with ILO, we sent several messages to the CSF 
members giving further detail of the new ILO Recommendation and what CSF members can do, 
using the Recommendation, to improve the situation for people with HIV in employment in their 
countries. CSF members were asked to report back to the group about their action and outcomes. 
This will be compiled and shared with ILO in 2011. In some countries (for example Greece and the 
UK impactful policy work around employment has been undertaken on the back of the CSF initiative). 
 
Drug policy statement  
A CSF working group developed the “CSF Drugs Policy Statement: Putting Health and Human Rights 
first “ in the context of the upcoming EU drugs action plan and the evaluation of the EU drugs 
strategy. The statement was adopted in 2011. The HIV community across Europe calls on the 
European Commission, European Parliament and EU member states to show political leadership in 
combating HIV/AIDS in the EU and neighbouring countries. The Statement has been disseminated in 
advance of the UNGASS High Level Meeting and was also shared with the Think Tank.  
 
Female condoms statement 
In 2010 the CSF adopted a statement to call upon the Commission and member states to provide 
greater access to female condoms and then communicated this to members of the Thinktank.  
 
Equality Directive 
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Already for several years, the CSF has been involved in advocacy around the adoption by European 
Parliament of a directive on implementing the principle of equal treatment between persons 
irrespective of religion or belief, disability, age or sexual orientation. We advocated for inclusion of 
protection for people living with HIV right from the start of diagnosis. Unfortunately, in the latest 
text, parts of the earlier included additions that we suggested were removed again. We’ll continue 
to advocate for inclusion in 2011 as opportunities arise.  
 
Council conclusion or Parliament resolution on the Commission Communication on HIV/AIDS 
The CSF reiterated in several communications its call to the Belgian EU Presidency and the Council to 
adopt Council Conclusions during the EPSCO meeting in December endorsing the EU Communication 
on HIV/AIDS 2009-2013. This would have demonstrated a high-level political commitment of the 
European Member States to tackle HIV/AIDS in Europe but also the neighbouring countries. 
Unfortunately we were not successful. But a more promising development is that there are moves 
from the European Parliament to agree on a resolution related to HIV. Most recently as a result of 
CSF advocacy the ENVI Committee has agreed to a debate in the plenary on HIV in Europe - a key 
achievement in raising the political profile of HIV in the region. 

Collaboration with ECDC  
This was intensified through several activities. CSF co-chair Y. Azad provided input during the 
development of the first and second monitoring process and reports, as member of the ECDC 
Advisory Group for the special report. CSF co-chair L. Mendao is member of the advisory board on 
testing and the Technical Advisory Group for guidance on infection control among injecting drug 
users The CSF worked together with ECDC on the civil society questionnaire for the monitoring and 
evaluation framework for the Commission Communication.  
 
Vienna conference 
The CSF coordination team provided input into the speech of Minister Onkelinx, as Belgian EU 
Presidency representative at the Vienna conference.  
CSF co-chair Y. Azad was one of the speakers at the European Commission satellite “Effective policies and 
measures in Europe to address key populations”, focusing on legal barriers and opportunities for most at 
risk populations. He focussed on MSM, migrants and IDUs - the three groups identified in the EU 
Communication as priorities for action - and drew on the ECDC Dublin Report, the EU Charter of 
Fundamental Rights, the EU Communication as well as reports of human rights bodies, to set out the 
way the law across the whole European region currently sometimes undermines and sometimes 
supports an effective rights-based response to the epidemic.  
 
Advocacy letters 
In advance of the High Level meeting a letter was sent to Baroness Ashton to get the EU involved on 
the HLM.  

A letter was sent to Denmark (EU president in the first half of 2012) asking to pay attention to HIV 
(and in particular HIV testing) during its presidency. The Danish Presidency plans to endorse the HIV 
in Europe conference to take place in Denmark in 2012 and include it within the auspices of its 
Presidency activities. 

A letter was sent to DG trade in relation to the ongoing trade negotiations between the EU and India. 
The data exclusivity demand from the EU has been dropped, however, the investment clause is still 
standing. This means that India could still face law suits because of this clause. DG Trade still defends 
this clause, while it hinders access to treatment. Negotiations are still going on.  

The Ukrainian Prosecutors office was contacted expressing our concerns regarding the audit of the 
All-Ukrainian Network of People Living with HIV and AIDS.  The situation has since stabilised. 

http://www.europarl.europa.eu/oeil/file.jsp?id=5661642
http://www.europarl.europa.eu/oeil/file.jsp?id=5661642
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The CSF mobilised support to Romanian NGOs and sent several letters of concern about lack of 
provision of treatment in Romania. 
 
CSF member examples 

At the country level some examples include the establishment of a civil society forum in Portugal. 
The local CSF member underlines that it has great added value because you can exchange and learn 
and take back to your country what works in other countries. An Italian CSF was also established 
recently. The sharing of learning and experience is also mentioned– one person from the UK 
commented that although the epidemic among IDU in the UK is small, they had learned a great deal 
about this from others which had proved relevant in policy debates in the UK, e.g. in engagement 
with the current government’s reluctance towards methadone treatment. One person from Greece 
commented that they had benefited from CSF discussions relating to different groups including sex 
workers and IDU.  This had been particularly relevant given a rapid rise in the number of new HIV 
infections diagnosed in the first five months of the year. 

 
What effects have these actions had on HIV-related: 
 

(a) Political leadership? 
 
 
 
 
 
(b) Policies? 
 
 
 
 
 
(c) Anti-discrimination laws? 
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What effects have these actions had on civil society participation in: 
 

(a) Policy development? 
 

 
 
 
 
 
(b) Decision making and coordinating bodies? 
 
 
 
 
 
(c) Implementation? 
 
 
 
 
 

What have been the main benefits of the Civil Society Forum? 
 
The CSF/TT shortens the 'distance' between the European and national levels in the response to HIV. 
It serves as reference point for the national level response.  Being part of CSF is good as an advocacy 
tool. A good example of the success of the CSF is the support given by the CSF to the Ukrainian 
member when the experienced severe problems with the Prosecutors office. The letter by the co-
chairs was a valuable resource for the CSF member.  

 
Evaluations CSF meetings 
At the last two CSF meetings, detailed information about the CSF was captured through evaluation 
forms which give an insight into the added value of the CSF for CSF members.   
 
Evaluation outcomes CSF meeting October 2010  
The general impression of the CSF meeting was very positive. Especially the organisation of the 
meeting by the CSF coordination team and the networking opportunity are rated 'very good' by the 
majority of the respondents (both 57%). The exchange of information about the actions in between 
the meetings has been rated 'good' or 'very good' by a large majority of respondents (86%).  
All CSF members share the information from the CSF with their colleagues often (32%) or always 
(68%). Also most CSF members share the information with others on the national or regional level 
regularly (often: 52%, always: 33%). Only one respondent indicates to never share issues of national 
concern with the CSF. Half of the CSF members do only sometimes propose topics for the CSF 
agenda, 19% even never pro-actively adds items to the agenda.  
To improve the presentations and discussion CSF members suggest to disseminate updates and 
reports through internet; have more focussed updates during the meeting; spend more time and 
focus on selected topics.  
 
To utilise the information of this meeting for one's own organisation the CSF members had the 
following actions in mind: send out the minutes to all partners and members of the network and 
one's own organisation; use specific information for own purposes as projects and advocacy; 
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proactively use the Communication (done by half already); publish articles in newsletter about the 
debate in the CSF.  
 
Evaluation outcomes CSF meeting June 2011  
The general impression of the CSF meeting again was very positive. The overall rating of the meeting 
is ‘good to very good' by 20 out of 22 respondents. The exchange of information about the actions in 
between the meetings has been rated 'good' or 'very good' by 15 out of 22.  21 out of 22 indicate 
that the information is useful for their organisation.  
13 out of 21 CSF members share the information from the CSF with their colleagues always, 7 often.  
Also most CSF members share the information with others on the national or regional level regularly 
(often: 6 always: 10). Half of the CSF members dos hare with the  CSF issues of national concern, but 
only 7 out of 18 propose topics for the CSF agenda.  
 
To utilise the information of this meeting for one's own organisation the CSF members had the 
following actions in mind: put information on their website and distribute it in monthly newsletter to 
stakeholders; discuss agenda and presentations at local and national meetings; give information on 
the CSF at the next meeting of the national AIDS Committee; share information on criminalisatiion 
and MSM internally in the organisation.  
 
The CSF members communicate in between meetings through an email group.  Through this channel 
members requested and received support and information from other members, for example on:  
• Exchange of practices and approaches on contact tracing and partner notification. 
• Examples of involvement of local parliament in initiatives on HIV/AIDS.  
• Guidelines on HIV related occupational exclusions. 

 
How could the Civil Society Forum be improved? 
The meeting report and annexes are only available in English with only the one-pager with highlights 
translated into Russian. To engage local civil society, CSF members face the language barrier and 
translation costs.  
Another challenge is that the follow-up CSF work is voluntary. CSF members are expected to inform 
and engage national civil society and policymakers but without any reimbursement. Another 
problem is that it is unclear what the CSF members are supposed to do in their own countries. Are 
the ToR sufficiently clear or is the problem that CSF members seem to be not aware that there are 
ToR?  
It is recommended to re-establish the lunch meet- and -great meetings between the CSF and TT. It is 
good for networking overall as well as provides opportunities for CSF members to get in contact with 
their MoH representative. 
The CSF should have an equal voice with the TT. 

 
 

How has the EC Communication and Action Plan promoted greater civil society participation in 
responses to HIV in Europe? 

 
The inclusion of the CSF as one of the mechanisms to put into practice the Action Plan has opened 
doors for CSF co-chairs and broader civil society to become involved in different advisory bodies 
(ECDC, WHO), conferences (International AIDS Conference, Tallinn AIDS Conference).  
The CSF mechanism provides CSF members with a platform to get and provide advice and feed-back 
on the work carried out at the national level.  

 
 

QUESTION 1Cii 
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What action has the Think Tank taken to promote political leadership on HIV in the years 2009-2011? 
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What support has the Think Tank provided to the EU Presidencies in the years 2009-2011? 
 
 
 
 
 

What support and advice has the Think Tank provided the Commission and vice versa? 
 
 
 
 
 

What effects have these actions had on HIV-related: 
 

(a) Political leadership? 
 
 
 
 
 
(b) Policies? 
 
 
 
 
 
(c) Anti-discrimination laws? 
 
 
 
 
 

What have been the main benefits of the Think Tank? 
 
 
 
 
 

How could the Think Tank be improved? 
 

There is concern about the Think Tank mechanisms since significant numbers of relevant countries 
are not present at any given Think Tank meeting. TT representatives should also be in decision-
making positions in their national ministries. It is difficult to evaluate the TT because CSF members 
rely on CSF notes. Are there clear ToR for the Think Tank?  In Latvia the CSF member is also a 
member of National AIDS Committee, but never received any feedback from the TT representative. 
In Poland there is no direct impact from the Communication on Polish policy.  
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QUESTION 2 
 
What action has the European Commission taken to promote involvement of the private sector – 
business and media - in responses to HIV in the years 2009-2011? 

 
 
 
 
 

What work has been conducted with the pharmaceutical industry to improve access to and 
availability of ART across Europe? 

 
 
 
 
 

What effect has cooperation with the private sector had on: 
 

(a) Coverage of workplace programmes? 
 
 
 
 
 
(b) Coverage of HIV issues in the media? 
 
 
 
 
 
(c) Political leadership on HIV? 
 
 
 
 
 
(d) The level and quality of key HIV services? 
 
 
 
 
 

What results have been achieved in reducing the price of ART in countries across Europe? 
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QUESTION 10 
 
What action has the European Commission taken to improve dissemination of good practice on 
HIV prevention and treatment in the years 2009-2011?  
 
Through the Public Health Programme, the Commission has funded, among others, the core work of 
AIDS Action Europe. This work includes different mechanisms to enhance and speed up 
dissemination of good practices and key materials and developments to a wide audience in Europe 
and Central Asia, as shown by the following examples.  
 
The online database www.hivaidsclearinghouse.eu 
End 2010 the clearinghouse contained 1254 available resources. Not only the number of uploaded 
materials to the clearinghouse grew, but also the number of downloads increased substantially in 
2010. Whereas in 2009 we counted 33.101 downloads – in 2010 this number increased to 52.070 
(57% increase). The number of people that has a user account for the clearinghouse grew from 574 
to 838 (46% growth). Through bimonthly clearinghouse e-news updates, recently uploaded materials 
are shared with about 850 subscribers. To guarantee that the lessons learned within the EU-funded 
AIDS & Mobility project are not lost, in 2010 a selection from its database was transferred to the 
AIDS Action Europe Clearinghouse.  
 
At www.aidsactioneurope.org a special section is dedicated to the CSF. All meeting agendas, reports 
and presentations are available at this page.  
 
Since 2009 AIDS Action Europe offers a platform on www.aidsactioneurope.org where HIV, AIDS and 
drugs related projects that are funded by the European Commission can exchange information about 
their projects. Currently there are 15 projects profiled on this platform.  
 
The quarterly AIDS Action Europe e-news includes updates about the CSF meetings and has included 
a feature article about the launch of the new Communication (650 suscribers) 
 
EAHC has convened several meetings for EU funded project coordinators providing a good 
opportunity to intensify linking and learning with the (implementing) partners of these projects and 
to highlight the importance of sharing project information with each other. Sessions were organised 
at the International AIDS Conference and the Tallinn AIDS Conference.  
 

 
What action has been taken to monitor the Dublin, Vilnius and Bremen commitments in the years 
2009-2011? 
 
ECDC has been commissioned to undertake monitoring of the Dublin Declaration. A report was 
published in 2010 and has been an important resource.   

 
 
 

What progress has been made in strengthening: 
 

(a) Epidemiological and behavioural surveillance? 
 
 
 
 
 

http://www.hivaidsclearinghouse.eu/
http://www.aidsactioneurope.org/
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(b) Scientific advice? 
 
 
 
 
 
(c) Application of evidence-based policies and guidelines? 
 
 
 
 
 
(d) Monitoring and evaluation this year? 
 
 
 
 
 

END 
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