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FH Europe is supported by an educational grant from Amgen Limited. We have also received
support from Aegerion Pharmaceuticals, Inc and Akcea Therapeutics Inc. Further support is
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FH Patient Organizations and
Advocacy Groups together

* |dea bornin London Feb 2015 between HEART UK, FH
Sweden, FH Portugal, FH Norway and FHchol Austria.

* More than 20 FH patient organisations speaking in one voice
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Governance of FH Europe

 Established as a legal entity on Dec. 13, 2016
« Charitable incorporated organization (ClO)

* Five Trustees, currently
Jules Payne (Chair)

Gunnar Karlsson (Treasurer)
Gabriele Hanauer-Mader
Athanasios Pallidis

Isabel Gaspar

* Voluntary role

* Trustees serve different terms of office

* Meet four-six times per year

« Each country is independent of the network
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WV

FH Europe

The European FH Patient Network

What we are about

Share/learn
from each
other

Awareness
raising

Empowering
FH Patient
Advocates

Lobby for
change

Co-operate
medical /
science
world
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2016 Activities

Diana Maxwell

FH Europe

The Ewropean FH Patient Network

HCP conferences (ECIM & EAS)
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Network meeting — London (Nov) |
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Twitter account Website hOIdmg Page

Lobbying material Directory production
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T Planned Activities 2017
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24 Sept awareness day

LOBBYING
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Network meeting Budapest (Nov)

FH Europe
The European FH Patient Network

Advocacy training & toolkit Local lobbying
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Call to Action — 2017 priorities

FH Europe

FH Europe

1 FH Patie

Call to Action on
Familial Hypercholesterolaemia (FH)
& Cardiovascular Diseases

FH Is estrnated to affect at deast coe milion
prapie across the European Ualon, But in
many countries only & brnited number of
cases are actsally dagnosed (less than 1%
In Same countr ks).

The lack af diagnasis |5 a bartier for the
effective prevention of premature coronary
artery disesse and Impacts the qualcy of life
and ecanomic and soclal contriutions of
Indmduals and lamilies with FH

We therefore call for the following
actions to be supported by the European
Parliament, the European Commission,
the European Council and all concerned
stakeholders.
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The European FH Patient Network

CALL ON THE EUROPEAN COMMISSION TO:

1. Wock tawards the development ol an EU strategy ded
iated 10 prevention of cordiovescular desesses in high
risk patients, inciading 4 <haptes on FH and watly chn-
tification of F4 nigh-risk indwiduals;

2. Encourage the EU, thraugh the European Health Pro-
gramme 2014.2020, to reduce chronic diseases and in
particularte make stronger efforts to fully Integrate
nen.rare genetic diseases such as FE discuss with
the LU policy-makers the Indusion of funding dedi-
cated to identifying prevention measures to capture
high-risk populations, a3 well as how these measures
can be integrated in hoalthcare settings,

A Incourage the TU, through the furapean Health Pro
grameme 2084-2020, 10 fund projects arming ot magp-
ping existing earty diagnosis and screening foe FH

CALL ON THE EURQOPEAN PARLIAMENT
AND ITS MEMBERS TO:

1. Support the development of an TU strategy dedcated
10 prevention of cardiovascular diseases for hgh risk
patients, ncluding a chapter on PH and early identf
cotinn of FH legh-nsk mdivcusiy

4. Encourage and faclitate the exchange af best practic
s in managng and caring for A patients wath par
ticular astengion 1o care pakhways,

3. Conscler the possihiity of ssuing a new Lwopean
Padiament Reschution on acbon 1o tackle cardiovss-
cular dsoase

FH Europe is supported by an educational

grant from Amgen Limited

CALL ON THE MEMBER STATES TO:

1. Work together with the European Commission towards
the development and implementation of a teropean
strategy dedicated to prevention of cardievascular dis-
cases for high risk patients including FIC discuss with
policy-makurs how to develop, adopt, and/ar improve
and implement public health strategies that effectively
address prevention of cardiovascular diseases in high-
risk patients, induding FH patients;

1 Ixchange national best practices regarding the estab-
Hsbmant of patient reglistries, which can contribute
to more effective dlagnosis of FH, particularly within
famities: discuss with policy-makers how to imple-
ment eMective moans to exchange best practices

3. Raise myareness ot national and regioralfocel level
On e causes, risk-faciors and conseque of FH
among healthcare practitioners at all levels, with spe
ClE AUenion 1o (rimary Care setlings.

CALL ON ALL THE STAKEHOLDERS TO:

1. Ak policy-makens at all levess. 1o develop, adopt, and/
Or imprcwe and implement public hoath sirategies
that effectively address prevention of diseases card|
cvascular in bigh risk patients, inchuting Fr patients,

Establish an EU-wide netwoek to share data, best
practices, evidence on streening antd managemment of
neart disease

"~

CTA published 2015;
2017 priorties n bold
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FH Heat Map of Europe

FH Europe

The European FH Patient Network
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Our Take-Home-Message

We are working together to provide a stronger
future for individuals and families with FH.

FH Europe

The European FH Patient Network

Never doubl

that a small group of
THOUGHTEFUL;
COMMITIED

citizens can
change the world
INDEED, IT'S THE ONLY
THING THAT EVER HAS.

- Margaret Mead
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HEART UK

THE CHOLESTEROL CHARITY
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What we are about

* No premature deaths or suffering caused by
cholesterol and/or cardiovascular disease.

Vision
* For UK adults to know and understand their
I o cholesterol levels and take appropriate action.
* Providing expert support, education & influence.
How?
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Communications

= -€-news

\

>200,000 impressions per
month

AR

Consistent PR coverage

FH Intelligence Network

FH Europe
The European FH Patient Network
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Services

0345 450 5988

Cholesterol helpline!

Lines open Monday - Friday: 10am-3pm
Ao e N CRTELTE (LN o M Fey

Ambassador programme

FH Europe

The European FH Patient Network
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HCP online/off-line education

UL

Children & young people programme

Patient meetings

Registered Charity no. 1170731



Cholesterol VHEARTUK
— A problem solved?

31st Annual Medical & Scientific Conference

Wednesday 5 - Friday 7 July 2017

Warwick Arts Centre, University of Warwick, Coventry, UK

Key Deadlines:

Abstract submissions: Friday 10 March

Travel grant applications: Friday 7 April

7
4 Early bird registrations: Monday 8 May

heartuk.org.uk/conference rity no. 1170731



Influencing key opinion leaders

Atherosclerusis 255 (2016) 128139

Contents lists available at ScienceDirect

Atherosclerosis

journal homepage: www.elsevier.com/locate/atherosclerosis (A Qe

EAS Updates

HEART UK statement on the management of homozygous familial @wwm
hypercholesterolaemia in the United Kingdom

Michael France ™", Alan Rees ", Dev Datta ¢, Gilbert Thompson “, Nigel Capps ©,

Gordon Ferns !, Uma Ramaswami % Mary Seed ", Dermot Neely ', Robert Cramb /,

Carol Shoulders ¥, Mahmoud Barbir ', Alison Pottle ™, Ruth Eatough ", Steven Martin °,
Graham Bayly ”, Bill Simpson 9, Julian Halcox *, Ray Edwards ", Linda Main *, Jules Payne ”,
Handrean Soran ", for HEART UK Medical Scientific and Research Committee

e Cholesterol into the NHS 5 year forward view

* National Screening Committee, upward cascade testing
* Death certificates

* FH Registry - PASS licences and Governance group
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Thank you for your for listening.
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