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The EASFHSOGlobal Registrynow contains over 61,000 caseswith
thanks to FHSQAnvestigatorsacrossnearly 60 countries (see shaded
map below) sharing their FH data from their local independent
registrieswith the FHSC

The FHSGre cleaningand performing statisticalanalysesof suchdata
in preparation for a manuscriptto be submitted to a high-impact
medicaljournalthis year
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FH Studies Collaboration
c/o EAS Office

Tel: 46(0)31 760 24 27
Fax: 46(0)31 81 20 22
info@easfhsc.org

Follow us at:
#fhscglobalreqistry

The number of casesrecorded in the FHSGGlobal Registrywill of
courseincreaseover time as more data is sharedand the EASFHSC
InternationalNetwork continuesto expand
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The EASFHSCurrently encompasse87
National Lead Investigators (NLI)
spanning69 countriesasillustratedin the
shadedmap above The current list of
EAS FHSCLead Investigators can be
accessedhere.

The EAS FHSCCoordinating Centre at

ImperialCollegelLondon,UKis supporting
the expansionof this GlobalNetwork of

Lead Investigators to include more

nationsand promote the developmentof

a comprehensive FH Global Registry
More information is availableon the EAS
FHSQvebsite

The EAS FHSCwelcomes Prof Kairat
Davletovof KazakhNationalUniversityas
the FHSONLI for Kazakhstan5 | @t S 7
research interest is broadly CVD
epidemiologyandprevention

Cardiologistsfrom Indonesia have too
expressedheir interestin the FHSC

Interested in Joining the EAS FHSC?

Are you a researchemwith an interest in FHand collect clinicaland/or geneticdata on this
hereditarycondition,andwould be keento contributeto the EAFFHSGlobalRegistry?

If so, more information can be found in the openaccesspublication of the FHSCStudy
Protocol(clickhere) andthe EASFHSCoordinatingCentrewould like to hearfrom you.

For enquires and discussions, contact the FHSC Coordinating Centfe®@iaasfhsc.org
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Feedback from Attendees

The FHSGSteeringCommitteeclosedmeeting, in conjunctionwith the EASCongres2019 was well
attended by FHSCNational Lead Investigatorsand Collaborators,and invited representativesof
industryandthe patient-focusednetwork FHEurope

Theattendeeswere invited to completean online surveyto rate the different aspectsof this meeting
from ExcellenQWery GoodR@ood2Poorito Wery PoorQ Twentyfour attendeescompleted the
Survey Allratingsrangedfrom Goodto Excellent

Theresultsof this surveybelow showthat the FHSGSteeringCommitteemeetingwaswell received
Thisvaluablefeedbackprovidedby the investigatorswho repliedto the surveywill helpto improvethe
nextannualFHS@neeting
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FHSC Steering Committee Meeti

FOR THE ATTENTION OF
The FHSC Steering Committee Members

The EAS FHSC Steering Committee annual closed mee2idgQafill take place in
conjunction with the EA3020Congress31st May ¢ 3¢ June) in Geneva, Switzerland
on

Sunday31st May 2020 from 09:00to 14:00hrs

This closed meeting is facilitated by the EAS FHSC Coordinating Centre and welcomes
by strict invitation only, EAS FHSC Steering Committee members and invited
participants.

The agenda includes updates on the FH registry and associated projects from the FHS
Coordinating Centre of Imperial College London, UK and a series of presentations fro
invited speakers yet to be confirmed.

@DENISABBONATOPHOTOGRAPHY:
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One voice in Europe on F

FH Patient Network which actively works together
to secureearly identification and diagnosisof FH
patientsto preventearlycardiovasculadisease

FH Europe

FH Europe (https://fheurope.org/) is the European
W The European FH Patient Network

EAS-HS@ndFHEuropeannouncedoartnershipin March2019to speakwith one voiceon FH

Throughthis collaboration by linking FHpatient groupswith expertclinicianswvorldwide, globally
establishedbest practiceswill be shared,resultingin earlier diagnosisand a smootherpathway
from patientreferralto potentiallylife-savingreatment.

The EASFHS@Gnd FHEuropehad a joint meetingat the EASCongres2019to shareideasand
formulate strategiesto initiate their commongoalsto tacklethe globalburdenof FH

Thephoto below capturedsomeof the participantsin this meetingwho contributed with much
interest by sharingmaterialand knowledge and creatinga globalnetwork accessiblén multiple
languages The participants had the opportunity to discusscurrent initiatives in their own
countriesandglobally

jNISABBONATOPHOTOéRAPHY

Someof the keydiscussionshat took placeincluded
A Diagnosi®pportunitiesandstrategies
A Determiningwhenandhow to bestscreenfor FH
A Movingfrom treatmentto prevention
A Identifyingthe mainchallengeswhichincluded
A Lackof awareness
A FHseverelyunderdiagnosed
A No perceptionof urgency
A Needfor alot of commitment
A Enlarginghe scopeto opento sharewith other countries
A Need of local modifications of FH materials to adapt to the particularities of
country/society/culturalmatters.

Thework of FHEuropewaswell receivedby the participants
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Thailand FH Registry: A Success S

Thai FH Registrywas started in August 2018 after we officially joined the EASFHSCOur
national lead investigatoris Dr. WeerapanKhovidhunkit,whereasthe main coordinatoris Dr.
PoraneeGanokroj Theinitial administrativesite is at KingChulalongkoriMemorial Hospitalin
Bangkok We openedthe Facebookpagecalled"ThaiFHNetworkto increaseawarenessand
receivedmore than 2,600likessofar.

We are now completingour first phaseof our project by screeningpersonnelat Chulalongkorn
Universityandthe ThaiRedCrossSociety

Our secondphaseof expandingthe registryto other sitesall over the country hasbeenmet
with interest and enthusiasm SpecialThanksto Prof KausikRay, Dr. Brian Tomlinson,Dr.
Antonio VallejoVazand everyoneat EASFHS@nd ThaiFHNetwork to makeit happen!We'll
keepyou posted!

By WeerapanKhovidhunkit

THAI FAMILIAL
HYPERCHOLESTEROLEMIA
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Iraqgi Lipid Clinics Networlk Success Sto

| started the establishmentof the first lipid clinic in Iraq on 15t April 2015 after returning from
Muscatwhere | was enrolled in the first lipid coursein the MENAregion organizedby IASand
OSLAAt that time, one-third of Iraq wasoccupiedby terrorists, so talkingabout deliveringa lipid
clinic project was madness!Most of the governmentbudget had gone to supportingthe army
defendingthe countryandmy colleaguesvere not convinced put this did not deter me!

After 18 monthsof struggling,| establishedhe first lipid clinicin Iragin A-Diwaniya, 180 km South
of the CapitalBaghdadpn 15" February2017 Thissuccessvascelebratedby my colleaguesn ISA
and OSLAwhichinspiredme to expandthe projectto includefurther regionsin Irag and today we

have twelve lipid clinics from North to South, including the Kurdistan territory. AFMamorah
ScientificBureauin Iraq kindly supportedthe cost of my travel to distant areas,which is neither
easynor safe,to convincethe health authoritiesto establishlocallipid clinics | wasthen invited to

speakabout FHand proposestrategiesto tackle FHto the Iragi Ministry of Health

Suchstrategiesanddevelopmentsncluded

Officiallaunchof the NationalPaediatriccFHScreenindg®rogramin MENAregion,whichis now
activein three Iraqi Citiesandstill expanding

Implementation of the Premarital FH ScreeningProgramin Iraq due to the high rate of
consanguinity

Implementation of the FH AmbassadorMission, where | travel to countries where Iraqi
residentsare locatedto talk to them about FH Forexample,l recently deliveredlecturesin
Arabicto Iragisin Cairo,LosAngeles

Implementationof a massawarenessprogramfor teachersin primary schools,civil society
organizationsgeneralpractitionersand specialistsn hospitals,and medicalstudentsandthe
publicviabroadcastingl'V,Radioand SociaMedia

Establishmenbf the DoctorcFHt I (i A GrgupvéaSocialmediato discussFHincludingrisk
factors,needfor checkups, side effectsof medicationsetc! Theaim isto offer free medical
consultationdor FHpatientsfor life!

Launchof the Arabicwebsite for disseminatingknowledgeamongpatients and health care
professionsvww.iragilcncom.

| thank my colleaguesn IASand OSLA,
and AFMamorah ScientificBureauand
the FHNetwork who supportedme to
achievethis vision

| currently supervise the Iragi FH
projectfrom Cairo,Egypt

By Mutaz Al-Khnifsawi, President of
ILCN
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Interviews at EAS Congred319

Professor Kosh Ray (Imperial College London, UK), Lead on FHSC,
discusses the importance of early diagnosis of familial
hypercholesterolemia

https://www .eassocietyorg/news/453207News-andviewsfrom-EAS2019-MaastrichtVideo
interview-from-LatebreakingsessiorTuesdayhtm

Dr Antonio J Vallejo-Vaz (Imperial College London, UK), FHSC
Coordinating Centre Investigator, discussesthe EAS FH Studies
CollaborationRegistry

https://www .eassocietyorg/news/453193News-andviewsfrom-EAS2019-MaastrichtVideo
interview-about-EASFHStudiesCollaboratiorRegistrihtm

Professor Derick Ra&University of the Witwatersrand, Johannesburg
South Africa), FHSC Executive Committee member and National Le
Investigator for South Africa, discusses FIND FH.

https://www .eassocietyorg/news/453639News-andviewsfrom-EAS20193MaastrichtVideo
interview-from-Scienceat-a-GlanceFindFHhtm

Professor Winfried Marz (University of Heidelberg, Germany and
University of Graz, Austria), FHSCNational Lead Investigator for
Germanydiscusseshe CaReHigkHRegistryin Germany

https://www .eassocietyorg/news/45558 7News-and-viewson-FHfrom-EAS2019-Maastricht
Videainterview-on-the-CaReHigrHReqistryhtm

Dr MeralKayikciogluEgel YA GSNBRAG&> TI YANE
Investigator for Turkey, discusses FH initiatives in Turkey.

https://www .eassocietyorg/news/455592ZNews-andviewson-FHfrom-EAS2019-Maastricht
Videainterview-on-FHinitiativesin-Turkeyhtm

Professor Maciej BanacfMedical University of Lodz, Lodz, Poland),
FHSC National Lead Investigator for Poland, discusses the status o
care in Poland.

https://www .eassocietyorg/news/455593News-andviewson-FHfrom-EAS2019-Maastricht
Videaointerview-on-the-statusof-FHcare-in-Polandhtm
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Imperial Festiva2019

The FHSCCoordinating Centre Investigators
hada presenceinthe Wa AafiR 2 Rténtat
the annual Festivalhosted and organisedby
Imperial CollegeLondonat South Kensington
Campus This was a free-to-attend public
engagement event whereby Imperial gave
back to the local community Thousandsof
visitors attended with their families and
participatedin the fun activitiesthat weekend #ExRdFest

The FH booth had fun activities for children

including 3D puzzlesmodellingthe heart and

graphical illustrations of the cardiovascular
system via printouts. Also there was a

computercoded t-shirt print to show an e-

modelof the heartfor education

Many adults visited the booth to improve
their awarenessof the burden of FHand its
risk factors Thisevent waswell attended and
received




