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Letter from the EuroSIDA chair:

Dear EuroSIDA Investigators, Dear Friends and Colleagues,

As previously communicated, the biannual follow-up usually released in June, has
been postponed until the autumn of 2016. The release date will be 1st October
2016. This is to make a number of exciting and innovative changes to EuroSIDA,
which we are keen to involve you all in.

As the first stage, below we describe the practical changes happening over the next
few months, reducing data collection to once a year and simplifying data
collection. We have also sent an email to all principle investigators describing these
changes.

We are also very excited to be working on redefining the scientific and operational
scope of EuroSIDA for the next 5 years. The success of EuroSIDA is down to the
outstanding work at your clinics, and we want to continue our excellent collaboration
to continue answering key clinically relevant questions for persons living with HIV. We
are receiving positive feedback and will get back with more information when this
becomes more concrete during the second half of 2016.

We would also like to propose to create a working group to discuss how to shape the
collaboration in the next 5 years. We are calling out to all our collaborators, clinics
and colleagues to consider joining this working group. We are particularly
interested in the active involvement and enthusiasm of the younger generation of HIV
researchers with the time to invest in shaping our future research agenda. Please
let the secretariat know if you are interested in participating, please circulate the
request to all your junior colleagues or recommend younger investigators direct to
ourselves.

Finally, the coordinating secretariat will be contacting all of you by phone after the
summer, to follow-up on this new structure, as well as meeting as many of you as
possible in Glasgow.

We look very much forward to further discussion, ready for all comments and
questions and wishing everyone a nice summer.

On behalf of the EuroSIDA Secretariat,
Chair of the EuroSIDA Steering Committee
Jurgen Rockstroh


https://copenhagen-hiv-programme-cphiv.clients.ubivox.com/not_available_in_archive/

Changes to the EuroSIDA data collection:

In order to ensure accurate and appropriate data collection, we are currently
performing a thorough restructuring of data collection seeking to reduce the
collected data to a minimum. This ensures that EuroSIDA is in the best position to
continue our research agenda over the coming years. In addition it should
significantly reduce the time it takes to fill in each form as well as ensuring the
integrity of data reporting and scientific validity of scientific results.

Consequently, the EuroSIDA study will undergo two key changes:

Reducing data collection to once a year
* The date of release for the next EuroSIDA follow-up (dataset 44) will be 1st
October 2016
* Subsequent datasets will be released annually in June, starting with dataset 45
which will be released in June 2017, dataset 46 will be released in June 2018 and
thenceforward

Reducing data collection from twice a year to once a year makes sense from a clinical
perspective as the majority of patients are on stable antiretroviral therapy, and
importantly will significantly reduce the workload for collaborating sites.

Reducing collected data to a minimum:
The EuroSIDA follow-up form will undergo comprehensive revision, in order to improve
data quality and minimize workload. Some of the revisions include:

» Streamlining data collection in different sections to reduce workload

* Fewer and simpler laboratory data

e Revision or removal of data that has proven difficult to collect

However, The EuroSIDA study will continue to collect data on the central focus
areas:

e Antiretroviral medication, immunological and virological status

e AIDS and non-AIDS events

e Follow-up of all anti-HCV patients, including collection of treatment and adverse
event forms for all treated for hepatitis C

* Collection of plasma samples for all patients

Focus will be on collecting high quality core data and there will be a slight increase in
reimbursement per data item reported. Details of reimbursement will follow in October
and apply to the next dataset.

EuroSIDA will continue to strive towards research excellence and we hope you will
welcome these strategic changes. The most important element of the EuroSIDA study
is the investigators and we hope you will continue to support this important study in
improving clinical prognosis for HIV-infected patients across the globe.

If you have any questions regarding the changes please feel free to contact us. In
addition, we hope to see as many of you as possible at the EuroSIDA investigator
meeting in Glasgow on 24th October 12.30-14.00 where we will go through the
changes in more detail.

With kind regards



The Coordination Secretariat
Kamilla Gregnborg Laut Jakob Friis Larsen Charlotte Matthews

Dorthe Raben Lars Peters Ane Bojesen

N3meHeHua B npouepype coopa pgaHHbix EuroSIDA

B HacTosuwee BpeMs B Lessx obecnedyeHUs cbopa TOUYHBLIX U Lesiecoobpa3sHbIX
OaHHbIX Mbl MPOBOAMM MOJIHYIO PECT PYKTypusaumnto npoueanypbl cbopa AaHHbIX. 9TO
MO3BOJINT CBECTWU nognexawue cbopy HOaHHble K MUHMMYMY. Takol mnonxon
MO3BO/MT HaM Hawuaydwum o6pa3oM BbIMOJHATbL MOCTaBJ/ieHHbIE B paMKax
NccnefoBaHMA 3afayyM B TeyeHme nocrepywowmx net. Kpome 3TOro, BHECEHHbIE
M3MEHEHUSA 3HAYUTEeNIbHO COKpaTAT BPeMsa  3aMoJIHEHUSA KaXAonm GopMbl,
obecneymBasa HafeXHbIn npouecc cbopa [AaHHLIX U OOCTOBEPHOCTb Hay4YHbIX
pe3ynbTaToB. Takmm obpa3oMm, B uccnenosaHme EuroSIDA 6yayt BHecCeHbl ABa
OCHOBHbIX U3MEHE HUA:

CokpalueHue npoueaypbl cbopa aaHHbIX A0 1 pa3a B rop,

e Crnenyownin Habop gaHHbIX EuroSIDA HayHeTca 1 okTabpa 2016 ropa (Habop
OaHHbIX 44)

e lMocrnepyowne Habopbl AaHHbLIX 6yayT MPOBOAUT bCS €XKEeroaHoO B UIOHe,
HaunHasg c Habopa AaHHbIX 45, KoTopbIt ByneT NPOBOAUT bCS B UIOHe 2017
ropa, Habop faHHbLIX 46 6ygeT NpoBOAUTbLCSA B UIOHe 2018 ropa U T. 4.

CokpalleHue npouenyp cbopa AaHHbIX C ABYX pa3 A0 OAHOro pa3a Broj
060CHOBAHO C KJIMHUYECKOWN T OYKN 3PEeHMs, TakK KaK 60JIbLUIMHCT BO MaLLMEHT OB
NMOCTOSIHHO MOJIYYaloT AaHTUPET POBUPYCHYIO T Eepanuio, U, YTO TaKXe BaKHO, Takune
M3MeHeHUs CHU3AT paboyylo Harpy3Ky HalLMX UCCeN0BaT e/IbCKUX LeHT POoB.

CokpalleHue nopgnexxalux cOopy AaHHbIX 4,0 MUHUMYMa:

dopma nocnepyowero HabnogeHns EuroSIDA 6yneT NOSIHOCT b0 NEpPeCcMOT peHa C
LLenblo ynydlleHMsa Ka4YeCT Ba AaHHbIX U COKpaleHns paboyen Harpy3ku. Oanee
npvBeneH NpMMep HEKOT OPbIX U3MEHEHUN:

e OnTuMM3zauus cbopa AaHHbIX B pa3HbIX pasaesiax PopMbl C Lesblo CHUXKEHUS
TpynosaTpaT;

e MeHblUee KoIMYecTBO flabopaT OpHbIX AaHHbIX;

e lI3MeHeHne nan ynaneHve n3 hopMbl BONPOCOB, HA KOTOPbI€ CJI0XKHO
OTBETMUTb.

Mpun 3ToM B xoae nccnenosaHusa EuroSIDA 6yneT npofosmkeH cbop AaHHbIX MO
OCHOBHbIM HanpaBJIeHUAM:

e AHTUPET POBUPYCHbIE NMpenapaTbl, UMMYHOJIOr N4ECKUIA N BUPYCOJIOT NYECKNN
CTaTycChl;

e CMNA-nHAnKaTOpHble 3ab0s1leBaHNA U ApYrye, KIMHUYECKN BaXKHble COBLIT ns;

e [Mocnepywouwme HabnoageHns 3a BCemMn NaumneHTamm ¢ BIC, B Tom yncne
3anosiHeHMe GOopM MO NIeYEHNIO U HeXXeNaT e/lbHbIM SABJIEHNAM 4115 BCeX
rnayueHT 0B, MPOXOAUBLUNX NledeHne renaTtuTta C;

e C6op 06pa3u0B Naa3mMbl y BCEX MALMEHT OB.



Hawen uenbto ocTaeTca cb6op AaHHbIX BLICOKOro KavyecTBa. OnslaTa 3a KakAaylo
dhopmMy cnerka yBenm4nT csa. bonee petanbHasa nHpopmauma ob onnate byneT
npenocTaBiieHa B OKT sbpe 1 BCTYNUT B AENCT BME Npu crefyouieM Habope AaHHbIX.
EuroSIDA cTpeMuTCA 1 B faJlbHelLWweM NogAepXUBAT b BbICOKME CTaHA4apT bl
rnpoBeneHNa NCCnenoBaHUs, U Mbl HageeMcs, YT o Bbl 61aronpuaT HO BOCNPUMUT €
3TN CTpaTernyeckmne n3MeHeHns. BaxHenwas coCcT aBsoaa nccneaoBaHms
EuroSIDA — Hawwn nccneposaTtenn. Mbl HageeMcs, YT O Bbl MPOAO/DKUT €
nooaepXuBaThb 3T O Ba)KHOE UCCAe0BaHNE, HanpaBieHHOe Ha yay4dlleHune
KJIMHNYEeCKOro nporHosa BUY-mHpnumnpoBaHHbIX MaLeHT OB NO BCceMy Mupy. Ecnn y
BaC BO3HUKHYT Kakue-nnmbo BONpoOChkl MO NU3MEHEHUSM, Bbl BCEr4a MOXET e K HaM
obpaTunTbCca. Kpome 3T0ro, Mbl HaeeMcs BCTPETUTbCA CO MHOTMMWU U3 BacC Ha
cobpaHum uccnepoBaTteneit EuroSIDA B Nnasro 24 oktabpsa B 12:30-14:00, B
X04€e KOTOPOro Mbl NogpobHee pacCka>keM 0 Bbllleya3aHHbIX U3MEeHEeHUSIX.

C yBaxxeHunem, Cekputapuat KoopanHauyunoHHoro LheHT pa EuroSIDA
Kamilla Grenborg Laut Jakob Friis Larsen Charlotte Matthews

Dorthe Raben Lars Peters Ane Bojesen
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