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Preface

It is a quarter of a century 25 years- after HIV was first officially identified. Yet many aspectshef virus and the disease that
200dzLle SOSNE [aLISO0 2F 2dzNJ 2NBFYAT FGA2yQa dGSyidAazy adAatft NEF

We all know that better tools to treat and prevent HIV are still desperately needed or have to be made more widely aVadable.
knowi KIF G 9! ¢DQad YAdaAirzy (G2 |RG20FGS FT2NJ dzyAGSNERIE | O0Saa Ay
teenager still. Over these nearly two decades since we began our journey we have accomplished a lot together. But dar task is
froY 20SNJ FYyR f£SiQa y20G 06S aYdzZa Fo62dzi 2dzNJ I OO02YLX AaKYSyidao

There are millions of people still in need of antiretroviral therapy, too many people are still dying from the diseaseargndfm

them live in our countries and in the regions that we have chdsdiocus upon. Our biggest challenge is to stay flexible enough to
adapt to the everchanging world around us. New challenges will arise as our partners and stakeholders change around us. We may
consider ourselves unique and the number one patient orgaiozaon HIV treatment in Europe, but are we delivering enough on

the promise of our mission statement?

We are working hard to remain and even increase ldsingcommunity advocate and treatment educators group in Europe. This
activity report shows the iy activities that have contributed to this role.

(Wim Vandevelde at the GA 2008)



As the EATG has its General Assembly in May (with elections for BOD and other elected positions), this 2008 activayeesport ¢
the activities that took place from JanuagyMay 2008, but also the period after the new elections with a new Board oftdir®c
(from May 2008; December 2008).

The activities of this year were reported at the General Assembly of 2008 (Vienna) and 2009 (Brussels).



Access to - and quality of - treatment and the standard of care are the predominant and core

concerns , including new prevention technologies, access to harm reduction for injecting drug
users, and access to reproductive technologies.

EATG Informing the S cience O

TheEuropean Community Advisory Board (ECAB) approached. Linked to the meetings, different trainings and
lectures were organised on e.g.:

ECAB meetings are regular meetings between civil society and
pharmaceutical companies. Six times a year a group of around
25 patients meets together with pharmaceutical companies in

Global Campaign on Microbicides and International
Partnership on Microbicides
order to  discuss new - NEATthe European AIDS Treatment Network)
. - The German Competence Network
products (in development), - Status ofresearch and product development regarding

trials design and followap, genotypic/phenotypic algorithms to predict tropism
access to treatment, etc.

ECAB has over 80 members The group also reviewed ten clinical trial protocols and

from approximately 27 informed consent forms from different pharmaceutical
countries. companies and attended three advisory / investigator

meetings organized by the industry on specific protocols and
ECAB in 2008 trials.

There was one special ECAB on preventive-vidté¢ines
(January 2008), addressing scientific and advocacy issues after
the BTEP tridailure.

In 2008, six ECAB meetings
took place. Twelve
companies were invited. Four new companies were



The ECAB portfolio on hepatitis was alsemnstituted and a Projects & Networks
detailed workplan has been made available to members.

The EATG is part of different networks that allow us to have an

ECAB members were involved in various organisations and j,f,ence on the agenda setting of these networks.

activities related to ECAB work:

T I?uropean Medicines AgendyNIEA activities Collaborative Forum for AIDS Research G
E ECAB members provided comments on EMEA

Guideline on clinical evaluation of direct acting (EATG representative: David Haerry)

antiviral agents intended for treatment of chronic 1 EATG is member of the Executive Committee
hepatitis QHC\ T 9! ¢D LJ NI A OA LI G StRinkingithel Y SS G Ay
E ECAB ialsopresent within: Design of Clinical Trials for the Development of New
ot GASydaQ FyR [/ 2yadzySN ARVs for Treatment Experienced and Treatment Naive
(PCWE, t FGASYd t2Ldz FGA2YyQ
o Paediatric CommitteeRDC) 1 EATG submitted the following proposal for specific
1 ECAB collaborates also within : activities:

0o CCRS5 workshop
o Fdlow up workshop on biomedical prevention
o Biomarker update
0o HCV and other emmfections workshop / training
1 ECAB members were represented in the organising (TB, HPV)

Committees of major conferences (eg. EACS2009).

o0 Forum for Collaborative HIV Reasearch;
o0 International AIDS Socief)AS;
o Stop TB Partnership;

EMEA¢ Patient & Consumer Working Party
(Nikos Dedes, cohair of the PCWP; David Haerry,
representative of the PCWP)
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to provide recommendations to the EMEA and its human
scientific committees on all matters of interest to patients in
relation to medicinal products.

In addition to the formal PCWP meetings, the EMEA is inviting
working party members or member organisations to send
their delegates to other meetings where patient organisation
presence is desired.

In this respectEATG organised the following events:

European CommissidiiCunder FP6

o/ 22NRAYIFGA2Y OSYGNBY

{ (o iS 2 |
o EC contribution to Europrise in total over 5 years:

London

MpdPnnnd®nnne

involved in workpackage 7 (Translational clin
activities) and WP9 (Dissemination and advocacy)

o Network of Excellence (NoE) projeftinded by the

A

o0 EATG igepresented in the Steering Committee and

ical

T
T

T

Revew of document training (January 2008)
Drug Information Agency, European @ence
Presentations and panists

Scientific Advisory Group on HIV/Viral Diseases
(SAGHIV/Viral diseases)

=>1 meeting attended (HIV guideline)
=>Comments on preventiveaccine development
submitted

(EATG is not a formal member of the SAG, but is
consulted on aehoc basis)

Ad hoc consultations on DHCP communication

o Planned budget for EATG over 2601 MM O Y Mnanndnn .

Europrise background
information

The principal aim of this projec
is to bring together EU scientist
from the microbicide and

vaccine fields to embrace a -cc
ordinated approach to HKY

infection prevention research.
Partners in the EUROPRI
consortium represent 13
projects funded by the
European Commission from th
sixth Framework Programme a




well as four projects fundedybthe Gates Foundation. These
projects involve 132 institutions from 22 countries.

In 2008, EATG has been active in 2 workpackages:

WP7¢ Translational clinical activities
The objectives of this workpackage are:

1) To develop and publish a wddased toolkit to support
HIV microbicide and vaccine trials by researchers in the
European Research Arena.

2) To identify translational activigssfrom WPs36 that can
be developed and taken through the regulatory process
as a praootype.

In 2008 we did:

{ Participate at the International Partnership
Microbicides [PM) phaselll design consultations

1 Participate inpre-exposure prophylaxiP{ER and new
preventive technologiegNPT) advisory panels GROI
2008)

1 Ethics & trial protocol guidance, informed consent

7 Organise an EAB meeting discussing scientific and
advocacy issues after the STEP trial failure.

for

WP3 ¢ Training

In 2008 we didprovide patient community input to PhD

training programme (4 speakers/presenters)
WP9¢ Dissemination and advocacy

The objectives of thigiorkpackage are:

1) To create a knowledge base covering HIV preventi(f'
activities at the European and international level.

2) To create a credible vog for European HIV prevention
research and development R&D).  Selected
representatives of this network wilparticipate in
national, European and international advocacy efforts
in order to increase the critical mass and visibility of HIV
prevention R&D.

The EATG was involved via:

1 The continuation of EATG internal Europrise task force
1 The organisation of the A G/ECAB preventive vaccine
science meeting, Brussels damny 18-20, 2008

ECRIN

(Nikos Dedes, member of ECRIN advisory group)



ECRIN ighe panEuropean Infrastructure for clinical trials NEAT is the European AIDS Treatment Network. One of the
providing high-quality services to multinational clinical  major objectives of NEAT, besides working on integration of

research It is funded by DG Research under the 7th pygpean Clinical Research and on Education and Training
Framework andits current application started on February

Hany® LG adlryRa T2NJ qJ9dzN\BLJ§I-|§/JN‘%':t“X‘]y\)(\%%f ws%%wg'\'ﬁfl\ﬁwmﬁ' f“u

bSEs2NLQd 9! ¢D A& LI NG 2F 3 KHyobcRifificdrdel We%m.ﬁg&&gabrmmy{wsobean%vcw
2008, Nikos Dedes attended the RN advisory board the focus of NEAT clinical studies:

meeting.

1) Treatment of antiretroviral naive persons

2) Treatment of HIV/HCYV 4nfection
NEAT

x  Partners/Funder Overall objectives of EATG involvement in NEAT:

o Network of Excellence (NoE) project from the European

Commission (EC) To develop strategic methods and tools to bettevolve the

European community of PLWHA in all processes related to the

0 Lead partner = Instituto Superiore di Sanita . : .
HIV/AIDS clinical research carried out in Europe

Dipartimento del Farmaco, Italy

o EC contribution to NEAT in total over 5 years:
12500n n n e In 2008the EATG was involvedin

0 EATG is Partner Number 36 and is in charge of Work - The development of the research concepts of the two

thOlF3sS p a/2YYdyrie tyR 9dKA QR (Neat 001 & Neat 002) that atke main
o Planned budget for WP5 over the 5 years period: foreseen deliverables of NEAT.

COM PpTCE _ _ : o
For both trialsCommunity representatives were invited to be

NEAT background information: part of the drafting of the protocols and a permanent
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Boards).

The protocols were presented ateetings of the ECAB in April
and June 2008 in Brussels, and at specific meetings between

Community representative
of EATG was nominated in
each Trial Development
Team(TDT}% to represent
the interests of the
patients. Both of them
acted as a liaison between
the clinical researchers,
the ECAB Huropean
Community Advisory
Board, EATG and
numerous national CABs
(Community Advisory

National CABs, ECAB amBTsin April and August. Specific

request and recommendations on the Clinical Endpoints, the EATG has beeinvited to send a representative on the
inclusion and exclusion criteria and sstudies were put

forward on behalf of the Community dPeople living with

HIV/AIDS(PLWHA, and included in the final version of the

protocol.

- The fundraising for NEAT Clinical Trials from the
pharmaceutical industry

1 Several meetings with pharmaceutical companies (Merck,
Tibotec & Gilead) and the NEAT Steering Committee (where
an EATG Community representative is present) were
organized in order t@performfundraisngfunds for the
implementation of the two clinical tals NEAT 001 & NEAT
002. Commitments from the pharmaceutical industry have
been received.

Participation at conferences

The EATG organized a satellite symposium that was organized
at the World AIDS Conference in Mexico (2008) onSingss
guidelines

Steering Committee of the 12th EuropealD&Clinical Society
conference(EACXkthat will take place in Cologne in November
2009. Our representative started the preparation of that
meeting in 2008. The invitation allowedEATG to propose
events to the program. EATG will also organize a small
symposium athe EACS$onference



Influencing HIV/AIDS policies at a European level by tackling: Access to Treatment and Care Pricing

(Pharmacoeconomics); Trade and

Intellectual Property ; Surveillance and epidemiology ; Sexual and

Reproductive Rights and Health ; Research and Community ; Drug / Patient safety ; Positive Prevention ;
Human rights, Stigma, Trave | Restrictions and Criminalisation ; Information to Patients; New Preventive
Technologies ; Vulnerable populations within Central, South -Eastern and Eastern Europe and Central Asia

EATG Shaping the Policy

The Policy Working Group (PWG)

ChairsNikos Dedeand FrangoisVasserfallen(1)

The work of thePWGcoversthe following portfolios:

T
T

=A =4 =4 4 -4 =4

Access to Treatment and Care

Pricing / Pharmacoeconomicsikealth Technology
Assessmerst(HTA3, Free Trade Agreements,
Intellectual Property

Qurveillance and Epidemiology

Sexual reproductive rights and health of PLWH
Research and community

Drug safety patient safety / risk communication
Testing policies / prevention / positive prevention
Information to patients and health literacy

New preventive technologies

Human rights, stigma, travel restrictions, criminalisation
Most at risk groups

Drug polites

Migrants and ethnic minorities

Central, SoutiEastern and Eastern Europe and Central
Asia

=A =4 =4 =4 -8 A

The PWG currently counts 25 members. The group et

times in 2008. In January 2008, a Policy Advisor joined the

9! ¢D 2FFAOS (i BlicyawdzkJIIBPNGA ® ! € DQREQ &
main advocacy body

Main achievements

In 2008, EATG was instrumental in the constitution an
important European initiative orllV earlydiagnosis and early


http://www.eatg.org/eatg/About-us/bWFpbHRvOm5pa29zLmRlZGVzQGVhdGcub3Jn
http://www.eatg.org/eatg/About-us/bWFpbHRvOnRhbWFzLmJlcmVjemt5QGVhdGcub3Jn

care building on the momentum that had ensued during the In particular during thé-rench Presidency, the PWG continued

HIV in Europe 200¢onference in Brussels, the Hlwitiative its advocacy work to liftravel restrictions for people living
O2yatAddziSR AGasStF G2 GF 1S ¥ with HIV face around the world. Under the auspices of/tte NXB &
from the conference. In the end of 2008, EATG took on the French Presidency, a higgvel roundtable on travel

political secretariat of the initiative. NBEaGNROGA2Yya G221 ILirla@SpeanNS & dzt
For more information on  the initiative see: €SPONSe to remove HIV specific travel restrictions in Euro
" 0@ HAamMnQ FFR2LISR o0& GKS 9!

http://www.hiveurope.eu/ : :

Furthermore, EATG members were instrumental in
hyS 2F GKS t2DQa YIAY | OUA¢republishing the Global survey on Hi¥¢pecific travel U K S
initiative consisted in working with members of the European restrictions, jointly with the International AIDS Society (IAS)
Parliament on HIV early diagnosis and early care. and Deutsche AIBSilfe (DAH).

s

During a Roundtable at the European Parliament hosted by For more information, seaww.hivtravel.org.
Members ofthe European ParliamentM[ER) in Sepember
2008, key messages for a resolution were discussed together
with Commissioner for Health Androulla Vassiliou and an
interdisciplinary group of experts including representatives of
the HIV communitythe European Centre
for Disease Prevention and Caoit(ECDE |
andthe HIV in Europenitiative.

¢tKS t2D @g2NJAYy3I 3ANRdzZLI faz2 ail
position onHIV preventionand HIV testirg position papers

The EATG joined forces with the National UK Trust (NAT) and

Aids Action Europe (AAE) in a NAT led
campaigncalling on the European Union

to prohibit discrimination against people

living with HIV.

The EP Joint Resolution was adopiedy
the European Parliamei Nov 2008
with the strongestlevel of European
Parliamentary support for action in the
history of HIV/AIDS.

European Fora

EATG seeks toontribute to better policy
making at national levels and



http://www.hivtravel.org/

international level, in particular the European level. EATG  General Meeting 2008 Patient Centred Health Care
membersNBLINS &Sy i yR RSFSyR 9! ¢ DDBulapes24P® GeRreayy2008 (§ T2t 246 Ay 3
high-level EUfora and networks:  EuroHealthNet/IUHPE Implementing the new EU Health

oL Strategé Brussels 13 March 2008
f The9a9! tI dASyGaQ | yRarty2yadzySNE &/

o _ 1 EMRC- Strateglc Workshop Categories and Design of
{ The EU HIV/AIDS Civil Society Forum (CSF) Clinical Trials Strasbourg31 March2008

EATG cehairs theEU HIV/AID8Vil Society Forum 1 EU HIV/AIDS Civil Society ForpBrussels 089 April 2008
(CSk; an informal advisory body to the European _ _

Commisiorand holds its secretariattogetherwith AIDS T EU HIV/AIDS Think TanBrussels, 020 April 2008

Action BEurope (AAE)The CSF meets two times a year. TO9dzNRLISIY tIFiASYyGQa C2NHzY { LINR

1 The EU Pharmaceutical Forum Working Group on Literacy Brussls, 89 April 2008
Information to Patients 1 EECCAA®Ioscow, 35 May 2008

1 European Health Policy Forum f EU Health Policy ForupBrussels, 30 May 3008

_ T International Harm Reduction Conferencd3arcelona, 1-1
Conferences and meetings 15 May 2008

9! ¢D YSYOSNE |R@Z20FGS FT2NJ 9! @[?ﬁEULEgz% nied?\bgsya%\trlfffhr %Z){{ me”t%.g%s

selection of key conferences, workshops and meetings
9 dzNP |BRissélss 13 May 2008
organised olattended, mostly with invited EATG speakers < Y
1 WHO consultation on HIV and other STIs among men

having sex with men (MSM®Bled, 2627 May 2008

1 EATG workshop at the World AID8ngerence,Community
Action for Increased Access in Eastern Europe and Central
Asia Mexrco City, August 2008

TLYGSNYyEGA2y Lt LEtALYOS 27 ﬁtuqo}be%r)(*’-"a%%me MELhaYadid bilolsBioftbw BL' tHO

1 ECDC Expert meetingiV testing in Europe: from policies
to effectiveness Stockholm, 222 January 2008

1 The EFGCP Annual Conference 2@8ety In clinical Trials
¢ Are We in Jeopardy,Brussels, 230 Januay 2008



combat the rise of HIV infections in the EWBrussels, 16
Sept 2008

Health and Consumer
Parliament Hearingz K & & K2 dzf R
crossborder healthcare? Brussels, 16 Oct 2008

1 EU HIV/AIDS Civil Society ForuBrussels,-3 Nov 2008

9 International conference of the Bundeszentrale fir

gesundheitliche Aufklarung and WHO/Regional Office for
Europe:How do we know what works? Strengthening
Quality Assurance in HIV/AIDS prevention in Eurgpe
Berlin, 2224 Oct 2008

Ninth International Congress on Drug Therapy in HIV
Infection, Glasgow,-23 Nov 2008

EATG Community Session at the Ninth International
Congress on Drug Therapy in HIV Infecti@lasgow, 1
Nov 2008

DG Researclinternational conference on povertyelated
diseasesBrussels, Nov 184 2008

HAI Europe Open SeminaClinical Trials on TriaBerlin, 21
Nov 2008

1 HIV European Diagnosis Summit 206&ris, 21 Nov 2008
1 Party of European SociabstPES) Council, Fringe Meeting

WeKS CAIKID
Madrid, 1 Dec 2008

I 3 Ayal

1 Conference on thémpact on Clinical Research of European

Legislation (ICRELBrussels, 2 Dec 2008

Intergroup of the Eurqpeap 1T EU Health Policy ForunBru§seIs, 10 Dec 2008
Lk A S yf[‘ Igza?tblpal\tll‘g\n E|]nKseveraI l9N%IDS}\ 'I%sk Team meetings

HI\frelated Travel Restrictian

Advocacy work

Together with its partners, the PWG advocated on numerous

occasion pursuing its mission in sigm campaigns and letters.

Below find a selection i.e.:

l

EATC&; Review of compulsory licenses letter to the Thai
minister of public health, 19 Felary 2008

EU HIV/AIDS Civil Society Forultigration and HIV/AIDS:
Community Recommendationsg Letters addressed to
WHO 53 health ministers, 25 February 2008

EATG¢ Travel Restrictions/UNGASS meeting letter to

Ban Kimoon, UN Secretary General and Mr. Srgjan Kerim,
President of the 62nd session of the UN General Assembly,

6 March 2008

1 Joint open letter from 11 organisations to members of the

ERAZNE it 2 Yw i/ YRR IYEY20 Q Lk G4 Sy d

| Lk !,L5{Y

pharmaceutical companies: has

the debate been



hijacked? 31 March 2080

EU HIV/AID Civil Society ForunCall for evidence based
approach to drug use and HIV in Thailang Letter
addressed to representatives of EU member states at
UNAIDS PCB, Xgpril 2008

Joint open letter from 18 organisations to the Health

ministers of the Member States and to the Permanent

Representatives of the Member States and to Directors of

Member States Drug Regulatory Agencies, Members of the

EP, EuropeanCommissioners Gunther Verheugen and

Androulla  Vassiliou - Wt I GA Sy AYVTF2NXYEGAZ2YQ
pharmaceutical companies comes up against almost

unanimous opposition from civil societyd June 2008

EATQ letter to the President, the Prime Minister, Minister
of Health@are and Social Development and other authorities
of the Russian Federatiog Treatment interruptions in
Russia 30 June 2008

EATG¢ Open letter to the Macedonian government
regarding the detention involuntary testing and charges
brought against sex workexin Macedonia5 Dec 2009



The EATG strives to empower HIV/AIDS advocates by setting up trainings, seminars, by

supporting campaigns internationally and locally, by funding projects and by providing
technical expertise.

EATG Building Capacity

SELISNIAAS 27 GNF AYSNBEQ OF YRAR
_ developmentneedswithy G KS GNI AYSNRQ LR 2f¢
The trainers group

We have applied to a European Grant (call 2008) to provide

The EATG has a pool of dedicated trainers and a history over(i N> AyAy3aod LG Aa 2yS 2F GKS 9! ¢
providing traiings2 y Yl y& RAFTFSNBY U 0 24g0bre dfthe [Bdd Eo@uhity Brikhidatohsyprviding training
activitiesis needs based ah address the gaps in knowledge and capacity development on treatment preparehs

identifies via internal and external assessments. In 2008 we (treatment literacy and treatment advocacg)with a focus on

focused on identifying EATG position in the training field reaching out to peer community organisations in Eastern
through: Europe, as well as to provide training in other areas as

. - appropriate.
o External assessment: focusing on the training needs pprop

of PLWH and their supporters in Eastern Europe and |, 2008 the EAT@rovided support tathe following trainings:

Central Asia.
o Internal assessment: members and staff needs o Vaccines Meeting* (EATG, Brussels, January 2008)
regarding training on HIV related issues o0 Seminar on pharmaceutical procurement, pricing and
supply* (Open Society Institute, Kiev, March 2008)
We need to further think about defining the monitag and o Aids&Youth* (ARAS, Buckarest, June 2008)
evaluation guidelines and processes for the trainings. We also o HIVin South East Europe, Working for Progress* (HIV
need to find better ways to support the trainers in a more training and Resource initiative (Hil, Istanbul,

structured way: benchmark the skills, knowledge and September 2008)



The EATG strives to empower HIV/AIDS advocates by setting up trainings, seminars, by

supporting campaigns internationally and locally, by funding projects and by providing
technical expertise.

The preparation of the trainings (logistics, participant programmes (whther international scientific conferences,
selection) has been carried out effectively; the visibility of the or seminars and trainings related to HIV/AIDS).
activities was broad. 1 By providing funding for translation of Patient Educatio

materials (see COPE publications in Eastern & Cenb
European languages).

EATG  supporting community  based

advocates Support to the community was\gen via:

EATG supports community based advocates: 71 Directorate General for Health and Consumer
Protection of the European Commission

T By funding projects and joining forces with peer 1 WeberShandwick/Gilead Educational Grant

organisations on issues such as HI\infection, substance
use and harm reduction, discriminations of vulnerable
groups (i.e. migrants, prisoners, sex workers, gays &
lesbians, drug users, women and girlgung people,
Human Rights). Aids&Mobility Europe 20072010

1 By maintaining a constructive dialogue with the
pharmaceutical industry, government agencies, scientific The objective of theAids&Mobility A&M) project is to reduce
research bodies, and any influential body in the field of HIV vulnerability of migrant and mobile populations in Europe
HIV/AIDS. and influence European and national policy making by:

1 By developing training programmes on HIV treatment a
advocacy destined primarily to support the Community 9 Developing an innovative health education modéeior
advocates and partners organisations. See the training  migrants and ethnic minorities.
section (link).

i1 By organizing conferences, seminars and training and
providing speakers and contributing to other organisations'

=

Aids & Mobility Europe

1 Srengthening the existing network structures of HIV
prevention among migrants



1 Reactivaing and expancthgthe network through: data on available written patient
o Coordination of Master Toolkit Advisory education materials in Easterr
Board Europe.
o0 Representation of A&M at conferences,
meetings, EC bodies, etc.

Therefore,the COPE assessme

rt. launched, in th nd of
For this purposén the end of 2008 G al aGSNJ ¢ 2 2 fZ%O%t ro&dﬁélée?a‘%eﬁloierwev
.2 NR¢ ¢ Thé adiissny bodrtld®composed by experts P
: of the current needs regarding
in the field of health and migration that will feed into the _ _ .
. . . patient  education  material,
Master Toolkit and comment on training materials for the next

) ) ) ) streamlinin the rocess an
three yearsThe first meeting will take placn February 20009. e g : P
indicating what is most necessar

In addition to the needs assessme@OPE priorities eve the
completion of a thorough review of the COPE project and

EATG lead projects

Continuous Patient Education (COPE) :I)evelocl)pnet::t ?f z;n acttlon plan for the future of the project
ased on the findings to

x  Partner/funding

1 Improve the current procedure for applicants
o 91 ¢D O2yiNROGdziA2Y T €oT TN

1 Increase efficiency of the COPE project
o Group of collaborative partners f Increase the impact and effectivenest the COPE
The COPE project is a mechanism for providing funding to local project
and national NGOs for the translatioand publication of
treatment brochures.

In 2008 COPE went through assessment as mechanismKey achievements

(process wise) and due to the need of a document assembling COPE funded thieanslation and printingf 3 publications




GxANIf [ 2R | 'VRitioh ;o éAbaniann(360 I level. The sustainability and growth of the project would be

copies) guaranteed if EATG finds a donor for a period of several years.
a! ydia 1L+ 5 RIiEdtdE Bto Romaniark (5080  Monitoring of Pharmacedical Supply in countries of
copies) Eastern Europe, Central Asia and Caucasus

7

ii

GLYGNRRAzOGAZ2Y (2 ! YGANBOINR OAN faripbriY@dsyy SR ¢ KSNIF LR £ 3 Hﬂnye
Latvian (500 copies) o0 9! ¢D O2yiNROGdziAZ2Y T €o0on nnn

COPHRlsofunded thetranslation2 ¥ a! @2 A RAY 3 | Y R o aGoyaboBhvg @rtners alEHRN (Lithuania), ECUO
{ ARS dntoRGs6ldna ¢ (Ukraine), FrontAIDS (Russia), Russian Union of PLHIV
(Russian), ITPCru (Russia)

Fromv 2099, half’of the COPI§ Civil sqciety and_ PIVHA l9roups are not adequately
0dzRISU oGAf Tt 6S dza SR TQ[NJ WYoz2lJ , _
-, . . . . empowered totakeé a meaningful role in the pharmaceutical
R28YyQ LJN@E&@ bya Op)r\ogﬂ%l%ent process. Civil society and\FHAactivists often
the COI_DE_ Coordinator, based lack adequate information on transparency standards and the
on .the findings of the co.u.ntry degree to which national procedes live up to them on
reviews)as well asundraising pharmaceutical pricingissues; on pharmaceutical quality

for this goal. At th.e end _Of standards and the degree to which they are upheld by
2009 a comprehensive review procurers..

of the COPE project will be

carried out and all changes Through a training and workshop (March752008, Kiev)
made in 2008 will be regional groups were exposed to international and ioegl
evaluated. expertise in relevant issues and planned research on national
pharmaceutical procurement and supply and reporting.
Researchwas carried out in 7 countries (of the regiqrRussia,

EATG ans to guarantee the continuously update of
publications and their wide dissemination at local and national



Kazakhstan, Azerbaijan, Moldova, Estonia, Ukraine, o0 OSI funds civil societmonitoring report on Universal
Kyrgyzstan). Access Targets

The fnal reports will serve to call attention to specific areas
for improvement and making constructive suggestions. They AIDS Action Integration
are or will be presented at the national level and in major
regional and international events in 20@8EECAAC, UNGASS,
WAC etc.

Besides the ARV4IDU activities, the EATG is part of D& A@
Action Integration AAl) steering committee We contributed

to the programme of other AAI activities, such as tAals&
YouthQConference in Romania, Bharest, June 2008At this
meeting,33 trained PLHA/IDU communitgpresentativesand
professionalswere trained, comingfrom 13 countries A
discussion papervas created onissues regarding access to
lwe F2NIt[I ! kL5 Qa

Key aclevements

1 30 HIVactivists received informatioon various aspects of
pharmaceutical procurement and develegp related
monitoring and advocacy skills

1 A research instrument for gathering information on national
pharmaceutical procurement and supplydisveloped.

{1 Information on the state of pharmaceutical procurement Living 2008- Positive Leadership Summit Reclaiming
including planning, purchase mechanisms, pricing, quality, the Advocacy
as well as national funding levels in the 7 countries is
compiled and preliminary results are presented at EECAAC. x  Partner/Funder

1 Increased netwiking among HIV organisations, resulting in
more effective and efficient utilization of resources.

o OSI funds report on successful Estonia Advocacy
Campaign for National Funding for AIDS program once
the GFATM project there completed

o0 2008 Aids Conference Coordinating Committee

0 Lead partner = Global Network of People living with
HIV/AIDS, The Netherlands



International PWWHAConferences have been regularly held in
various locations around the world since 1986. In 2008 the
conference took place in Mexico orR21August.

The Riving with HIV PartnersHipeceived commitment from

the AIDS 2008 Conference Coordinating Committesufmport e
atwoRI& adzyYYAd dzyRSNJ 6KS KSIFIRAYy3 da[L+xLbD HAnnyéd [LxLbD
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logistically and programmatically linked to AIDS 2008.

There was a me-consultation in Europe, focusing on
Treatment Access, Pitise Prevention, Criminalization, Sexual
and Reproductive Rights and Women and mostigk groups.
There were also facw-face focus groups to get additional
feedback. Afterwards a final report on the topic was produced.



The EATG builds and sustains partnerships to support coordinated and comprehensive respons
to HIV/AIDS.

EATG & its networks & partners

To perform its activities and to reach its goals, the EATG works United Nations programs and organisations

closely together with many different actors on the field. This
collaboration creates a broader support to our activities, but
also a higher quality of the actions taken.

This(non exhaustive) list shows some of our core networks &
partners in the field

EU Institutions and Executive Agencies

DG Sanca Health and Consumer ProtectipPG Enterprise
and Industry DG Resear¢iDG TradeEuropean Parliament
European Medicines Evaluation Agency (EMBAjropean
Monitoring Centre for Drugs and Drug AddictiddMCDDA)
ECDC

Other EU Platforms

EU Health Policy ForynHIV/AIDS Civil Society Forum (CSF)
Pharmaceutical Forum

UNAIDS, the Joint United Nations Programme on HIV/ABDS
joint venture of the United Nations World Health
Organisation (WHO)the directing and coordinating authority
for health within the United Nations

International Organisations

International Organisation for Migration (IOMnternational
Harm Reduction Association (IHRW}ernational AIDSSociety
(IAS) International Planned Parenthood Federation (IPPF)

HIV/AIDS Organisations and Networks

AIDS Action Europ@&IDESAIDS Treatment Activists Coalition
(ATAC) International Treatment Preparedness Coalition
(ITPC)Global Network of People Ling with HIV/AIDS (GNR+)
International Community of Women Living with HIV/AIDS
(ICW) Eastern European & Central Asian Union of PLWH



Organisations (ECUQO)Global Campaign for Microbicides
(GCM) International AIDS Vaccine Initiative (IAVAIDS
Vaccine Adocacy Coalition (AVACHIV in Europe NAM
Terrence Higgins Trust (THT)

Public Health Networks

European Public Health Alliance (EPHB8dncord EU Civil
Society Contact Grouyp International Harm Reduction
Development Program (IHRDEurasian Harm Reduct

Network (EHRNHealth Action international (HAIMédecins
Sans Frontieres (MSF)

EATG involvement via projects

AIDS and Mobility Europ@IDS Action IntegratigrEuropean
HIV Resistance NetwarkHIV/STI Prevention & Health
Promotion among Migrant Sexkers (TAMPEPHealth GAP
(Global Access Projectituropean AIDS Treatment Network
(NEAT,)Europrise

Other European organisations

9 dzNR2 LIS | y
Patient Organisations (IAPOJEuropean Forum for Good

Clinical Practice (EFGCP) European Federation of
Pharmaceutical Industries and Associations (EFEL&bpean
Coalition of Positive People (ECPBYropean AIDS Clinical
Society (EACSuropean Platform for patients Organisations,

Science and Industry (EPPOSI) a

Platform for international Cooperation on Undocumented
Migrants (PICUM)Open Society Institute (OSHuman Rights

Watch (HRW)Correlation European Network Social Inclusion

and Health The Global Fund to fight AIDS, Tubéwsis and

Malaria (GFTAM) Global Health Coungil Association
Internationale de la Mutualité (AIM)9 dzNB LISy [/ 2 y & d2)
Organisation (BEUC) Comité Permanent des Médecins
Européens (CPMEENDIPP

Other Organisations and Networks

t I G A S:ylitein@tional 2AN&meé ofd 9t C U



The EATG engages itself to be democratic and accountable, transparent and accessible to its
members, people living with HIV, their supporters and advocates; to reflect in its membership the

diversity of people livin g with HIV regarding religion, gender, sexual preference and lifestyle; to
work to complement and collaborate with other relevant groups; to prioritise and regularly
evaluate its activities according to its objectives, cost effectiveness, and fairness.

EATG working in transparency

It also includes key resources such as tool kits and manuals
) that can assist in putting the principles into practiemdalso
Working on HIV/AIDS AYF2NNIGA2Y lo2ddi GKS LINBn®Saa 2

about implementation of the Code.
The EATG is a signatory and active contributor of the

constantly evolving "Renewing Our Voice Code of Good
Practice for NGOs Responding to HIV/AIDS". Transparency

This Code sets out a number of Guiding Principles which apply _ _ _ _
a human rights approactto the range of HIV/AIDSpecific The EATG is actively working on its transparehty008 we

health, development and humanitarian work undertaken by increased our transparency e.g. by havingtstes, financial
NGOs responding to HIV/AIDS. information (budgets, financial reports), activitgports, work

These principles provide a common framework applicable to plan description published on the website.

all NGOs engaged in responding to HIV/AIDS, and are\we are closely following and, in some instances, leading the

embodied within good prate principles, which guide both  geyelopment of transparency criteria for NGOs working on
how we work as NGOs and what we do. responding to the HIV epidemics.



As a European patient -led advocacy organisation, the EATG has been at the forefront of the

development of the civil society response to the HIV/AIDS epidemic in Europe for many years. It
represents and defends the treatment -related interests of people living with HIV and AIDS.

EATG increasing its visibility

Website natural next step in the website developmenthe new
website ha been announced to a broad number of partners

LY WHnany GKS &GFNI gl & 3IAAGSY 02 AYONBIasS GKS graroAtAGe 2F 9
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to serve for internal exchange of information beten

T A omprehensive overview of relevant information related  members, as well as promote active participation, is in place.

to the EATG is on theebsite This tool is also going to promote the information exchange

q ?Srﬁc-tur? of the n;/qve:).sne that rgﬂe(t:tst:]he EA'(Ij'G work plan between different projects and working groups of the EATG,

Tl Technical suppotthat isresponsive to the needs and facilitate a more effective work of these bodies.

We also worked on moreugport to our own EATG members o

and their work by havingn extranet. Our objectivesdr 2009 areo:

After a long period of planning, EATG haslfy developed a T Ma_ln_tf_;un up-to-date m_formatlon aboutthe EATG and its

_ i _ activities on the website

very detailed website, which presents the work of the 0 Maintain and update the content

2NBEFYyAL FUuAZYy Ay | aNBFt 0AYSE Estanlish thednbdhdhismboKrevisida &rd Yudigy@ontrblY R

achievements outlined and announced regularly. The § Ly ONBI 4SS (GKS GNIyaLl NByoe 27F

homogeneity of the website and the quality control is o Produce and implement therotocol on transparency

something that needs tdoe addressed in the future, as a
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Align the website lay out with the newly produced EATG
layout

Produce a set of core messagestttlascribe EATG
mission, vision and values

Ensure that EATG core messages are integrated in all
communication .

) — N =
material . "~ v z!‘
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As a European patient -led advocacy organisation, the EATG has been at the forefront of the

development of the civil society response to the HIV/AIDS epidemic in Europe for many years. It
represents and defends the treatment -related interests of people livi ng with HIV and AIDS.

EATG In the media

Press released statements / open letters

In 2008 we did send out some press releases regarding
scientific and policy issue$Ve also wrote open letters that
were sent out as a press release and did make important
statements.

* FEBRUAR2008:EATE RESPONSE TO THEGMMISSIOR
OSTRATEGY TO BETTRRTECT PUBLIC HEARYISTRENGTHENING
AND RATIONALISING FHARMACOVIGILAN@EBLIC CONSULTATION
ON LEGISLATIVE PR&RGR NI/ /www.eatg.org/EL-
ConsultationPharmacovigilanc€&ebruary2008

* FEBRUARG: LETTER TON SECRETARSENERAL CONCERNWS
TRAVEL RESTRICTIANS THE VIOLATION MFEMAN RGHTS AND
FUNDAMENTAL PUBLEAHTH PRINCIPL-ESATGJRGESINTO TAKE
ACTION AGAINST DIBORATORYJSTRAVEL RESTRICTIDNSLACE
FORPLWHA

* FEBRUARY9: OPEN LETTER TBAIMINISTER ARUBLICHEALTH
MR.CHAIYAAASOMSAP IN SUPPORTGDMPULSORY LIGEROLICY

* MARCH31:OPEN LETTER @NFORMATION TO PANTES BY
PHARMACEUTICAL COMRSX, HAS THE DEBATE BEEMEKED

* AUGUST1:OPEN LETTER &N&EDICAL CARE FOR DREN LIVING
WITHHIVINFECTION; BMSMUST START PRODUCBSTIV®
AGAIN

* NOVEMBER9: JOINT OPEN LETTERCOIMMISSIONEWASSILIOU
ON PHARMACEUTICAICRAGE PROTECTION OF PUBLIEBLTH

INTERESTS WHEN DESSING THIPHARMACEUTICAL PAGEA



http://www.eatg.org/EU-Consultation-Pharmacovigilance-February-2008
http://www.eatg.org/EU-Consultation-Pharmacovigilance-February-2008

EATG explained in numbers

EATG Budget 2008
.

Governance and Administration 2008

Salaries and consultants F3IZ2 000,00 =
Office cost 46 000,00 €
BOD &6 000,00 £
MWW G 5 Q00,00 £
Internal Auditors %4 000,00 =
External Auditors 1> 000,00 £
Ombudspersons 1 000,00 £
GA 50 000,00 €
Gowvernance Meetings 15 000,00 £
Fundraising 15 OoQ0.00 £
Total 538 000,00 &£

Communication
Owerall budget communications 27 T20.00
Total 25 FE000

i b

Special Fund & Capacity Building

MNEAT 20 000,00 £
Technical Publications, COPE 20 000,00 €
AIDS Action Integration 0,00 £
Project: Monitoring pharma supply in EE 30 000,00 €
Project: Universal Access 500,00 €
Project: Clinical Design 15 000,00 €
Internal and external Trainings 40 000,00 £
Total 725 500,00 £

Paolicy and Adwvice

ECAE (including wvaccinaes meeting) 1320 Oo00,00 £
Policy and External Representation G0 000,00 £
Policy Strategy Meetings 30 000,00 £
Total 220 000,00 £

Total budget 2008 S27 220,00 €_




EATG Income 2008
T

PERCENTAGE OF
CORE FUNDING ECAE OTHER TOTAL TOTAL INCOME
Donations 2008
Boehringer-Ingelheim GmbH 40,000 € 14000 € -£ 54000 € 6,999
GILEAD 50,000 € 21.000 € 1.000 € T2.000€ 9,33%
GEK 63.865 € 14000 € 6.082 € 83.947 € 10,87%
MSD 61.081 € 14.000€ 6.257 € 81336 € 10,54%
PANACOS -£ 12000 € -£ 12.000 € 1,55%
PFIZER 28.255 € 14.000€ 8.000 < 50,255 € 6,51%
ROCHE 43.097 € -£ 8.000 € 51.097 € 6,629
SHERING-PLOUGH &0.000 € 12.000€ 8.000 < 80.000 € 10,36%
Theratechnologies -£ 14.000 € -£ 14.000 € 1,81%
TIBOTEC S0.000 € 26.000€ 9.722 € 85.722 € 11,109
VIRCO -£ 12000 € -£ 12.000 € 1,55%
Hrueger & Associates -£ -£ 311 € 311 € 0,04%
AVAC -£ -£ 6.240 € 6.240 %€ 0,81%
Other -£ -£ 27.858 € 27.858 € 3.61%
Projects 2008
HIV in Europe (funded by Gilead) -£ -£ 40.000 £ 40.000 € 5,18%
AIDS ACTION & INTEGRATION -£ -£ 19534 € 19534 € 2,53%
NEAT -£ -£ 24745 € 24745 € 3,21%
AIDS & Mobility - £ - £ 5818 € 5.816 € 0,75%
Total 396.297 € 153.000€ 171.568 € F20.865 € 93,38%
Membership fees 2008 2.225 € 2225 € 0, 29094
Interest 2008 4.779 € 4.779 € 0,62%
Recoverable costs 2008
European Commission 1.355 € 1355 € 0,18%
Tibotec Protocol Reviews 5.839€ 5.839€ 0.76%
Other reimbursements 31588€ 31588 € 4,09%
Total 38.783 € 38.783 € 5.02%
Other income 2008 5.331 € 5.331€ 0,69%

Total income 2008 F71.982 € 100,009
e ——— — ———




The EATG members are involved in counseling, Patient Education publications and national and

international policy work and have affiliations with 58 national HIV/AIDS organisations (and
National CABs ) and are involved in 36 HIV/AIDS networks.

Latvia, Lithuania, Macedonia, Netherlands, Poland, Portugal,

RomaniaRussiaSerbia, Slovakia, Spain, Sweden, Switzerland,

EATG and its members Ukraine, United Kingdom, United States of America, Vietnam.

60% ofour membersare people living with HIV and 40% are
their supporters. @e third of the members are women.

The EATG Membership

The EATG membership consists of individuals that are mainly
active in their country of residence, in local Commutised
organisations, Research Centres in Universities, Governmental GI’OUp (DMWG)
Agencies and Public Services, Scientifically trained
professionals fromvarious health fields (MD, Pharmaceutics,

Nurses, etc) and individuals involved in advocacy in

international networks, institutions and organisations. 14 membersfrom 10 countriesjoined our organizatiomuring
the 2008 and 2009 GAWe started a process where we

EATG has more than 90 members in over 30 European actively reach out to the East and underrepresented countries
countries. Our members are active in the following owies: and communities by inviting people from Central and Eastern
Albania, Belgium, Belorussia, Bulgaria, Canada, Croatia, Czec Europe to get involved in our activities. We have an active
Republic, Denmark, Estonia, Finland, France, Georgia, aPplication process for new mebers coming from the East.

Germany, Greece, Hungary, Israel, Italy, Kazakhstan, Kosovo,

The Development and Membership Working

DMWG is the internal working group dealing with membership
issues and internal working mechanisms.


http://www.eatg.org/eatg/links/Partners

EATG as a European NGO

The EATG, founded
in 1992, is a NGO
that defends the
interests of people
living with HIV/AIDS
by focusing on
treatment activism
and treatment
advocacy. It tries to influence changes in legislatioat will
contribute to the increased access to HIV treatment and care,
and it monitors the proces®f development, testing and
approving of HIV treatmenisin respect to the needs and
rights of the people living with HI\fn responding to HIV, the
EATG also considers diseases frequently seen-sdeztion in
people with HIVsuch as hepatitis and tuberculosas well as
other health issues that increase the risk of HIV.

As a European patiedéd advocacy organisation, the EATG
has been at the forefront of the development of the civil
society response to the HIV/AIDS epidenm Europe for many

years. It represents and defends the treatmentated
interests of people living with HIV and AIDS.

In responding to HIV, the EATG also considers diseaa
frequently seen as ctmfection in people with HIVsuch as
hepatitis and tubeculosis,as well as other health issues that
increase the risk of HIV. As a European patiedtadvocacy
organisation the EATG has been at the forefront of the
development of the civil society response to the HIV/AIDS
epidemic in Europe for many yearsrépresents and defends

the treatmentrelated interests of people living with HIV and
AIDS.

Mission

¢ KS 9! ¢ DQ# acYiidva the\faskést posdsible access to
state of the art medical products, devices and diagnostic
tests that prevent or treat HIVinfection or improve the
guality of life of people living with HIV, or who are at risk of
HIV infection




