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EURORDIS Members Award — ALS Liga Belgium
Volunteer Award — Richard West
Volunteer Award — Russell Wheeler
Young Patient Advocate Award - Laétitia Ouillade

European Rare Disease Leadership Award - Prof. Till
Voigtlander

Policy Maker Award - Dr Edmund Jessop

Visual & Audio Media Award - Anne-Dauphine Julliand:
Et Les Mistrals Gagnants

Written Media Award - Bojana Mirosavljevi¢: Word for
Life

Scientific Award - Prof. Philip Van Damme
Company Award for Innovation - Chiesi

Company Award for Patient Engagement - The

HERCULES Project (Pfizer Inc, PTC Therapeutics, Roche,

Sarepta Therapeutics, Solid Biosciences, Summit
Therapeutics, Wave Life Sciences and Duchenne UK)

Company Award for Health Technology — Air Liquide
Medicql Systems

Lifetime Achievement Award - Michael Griffith
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Patient Organisation Award — PHA Europe
Volunteer Award — Helene and Mikk Cederroth
Volunteer Award — Chris Sotirelis
Young Patient Advocate Award — Sammy Basso

European Rare Disease Leadership Award — Bruno
Sepodes

Policy Maker Award — Elena Gentile

Visual & Audio Media Award — Special Books by
Special Kids

Written Media Award — Serge Braun

Scientific Award — Prof Michele De Luca & Dr
Thomas Hirsch

Company Award for Innovation — Novartis

Company Award for Patient Engagement — EFPIA,
MSD, Bayer, UCB

Lifetime Achievement Award — Alastair Kent
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Patient Organisation Award - Dravet
Volunteer Award — Elizabeth Vroom
Policy Maker Award — Frédérique Ries
Scientific Award — Lucia Monaco
Media Award — Aldo Soligno
Company Award — GlaxoSmithKline

Lifetime Achievement Award — Anders Olauson

Patient Organisation Award — UNIQUE —The Rare
Chromosome Disorder Support Group

Volunteer Award — Tsveta Schyns-Liharska
European Rare Disease

Leadership Award — Antoni Montserrat Moliner,
Jarek Waligdra, Michael Hubel

Policy Maker Award — Christian-Silviu Busoi
Scientific Award — Prof. Dr. Peter N. Robinson

Media Award — France Télévisions — AFM-Télethon,
France

Company Award — Actelion, Switzerland

Lifetime Achievement Award — Renza Barbon
Galuppi, Italy
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Patient Organisation Award — Children with SMA

Volunteer Award — Rosa Sanchez de Vega European

Rare Disease
Leadership Award — Prof Josep Torrent-Farnell

Policy Maker Award — Glenis Willmott

Scientific Award — Prof Kate Bushby
Media Award — Peter O'Donnell
Company Award — Pfizer, Inc.

Lifetime Achievement Award — Abbey Meyers
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Patient Organisation Award — Allianz Chronischer
Seltener Erkrankungen

Volunteer Award — Lise Murphy European Rare
Disease

Leadership Award — Paola Testori Coggi, Prof Guido
Rasi, Prof Luca Pani

Policy Maker Award — Antonyia Parvanova
Scientific Award — Professor Hans-Hilger Ropers
Media Award — Rick Guidotti Company Award — Sobi

Company Award — Orphan Europe

075

Patient Organisation Award — Alstrom Syndrome
UK

Volunteer Award — Lesley Greene

European Rare Disease Leadership Award — Dr
Ruxandra Draghia-Akli

Policy Maker Award — Francoise Grossetéte
Scientific Award — Dr Ségoléne Aymeé
Media Award — Andrew Jack

Company Award — Celgene Corporation
Company Award — Prosensa

Company Award — Genzyme, a Sanofi Company

072

des Myopathies

Volunteer Award - Michele Lipucci Di Paola
Westermark

Policy Maker Award — Andrea Vassiliou

Scientific Award - Professor Alain Fisher and

Patient Organisation Award - Association Francaise

Professor Maria Grazia Roncarolo
Media Award — BBC

European Rare Disease Achievement Award - Kerstin Company Award — CSL Behring
Company Award — Shire

Company Award — Sigma Tau Pharmaceuticals, Inc
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Lucia Monaco is Chief Scie
Fondazione Telethon and has
in the field of rare disease i
particular through her stronc

; IRDIRC initiative. Her persona
Elizabeth Vroom is mot 1 with Duchenne ~ and dedication inspires man
Muscular Dystrophy become involved in state-c
Duchenne Parent Pro diseases such as the deve
which she remains pre Y ?
Elizabeth co-founded
Muscular Dystrophy (L
helped establish Wo
Day."Receiving an awa
more so because this c
treasure and consider as
to receive the Vquntee /
how many people like me wor
lives and future of patients v
Elizabeth Vrc

Scientific Award — Lucia Monaco

e a significant impact
y and abroad, in
rﬁltment to the
m, guidance
clinicians to
ch for rare
e therapies. "I
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 organization
as well as the
scientists. The
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is we support
s to bring the
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‘EAnder‘s Olau

Media Award — Aldo Soligno Andérs Ol‘auson has devoted the past 30 years of his

life to the rare disease cause. In 1989 he founded the

In October 2014, Aldo Soligno led the project ‘Rare TR ' Agrenska Centre, a national competence centre in
Lives’, a powerful photographic storytelling tool that ; s Sweden which provides support for people affected by
gives an insight into the daily lives of people living with ikl A . rare diseases. President of the European Patients’
a rare disease. “Spending days and weeks with families A I° on - Forumfrom 2005 to 2015, Anders remains Honorary

. 'President of the organization. "l think it’s fantastic
that | just want to share it with so many people to have
B ithis award. It's a recognition that all the work you have
- done, allthe travels and all the things and energy you
* have put in, that it has given a result and that result has
~ been so greatly appreciated. | am totally honoured.
Having a rare disease affects all aspects of life;

and patients suffering from a rare disease has meant sQ
much to me to see how opposites can meet and tur
into one another: weakness into strength, sadness
joy, despair into determination. Seeing this al
simultaneously in 7 different European countri
confirmed to me that there are no boundaries
scientific research and solidarity and they must nc

exist for rare disease patients too. | really hope this will 4 AR \  experiences from thousands O_f families worldwidgtell
be the legacy of my project.” Aldo Soligno ; the same story. All areas of life — healthcare, social
By : { services, schools, insurances and labour — must work

together. Life is holistic, as should care and support be.
Working together at the United Nations will make this
possible.”
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Policy Maker Award — Christian-Silviu Busoi Zﬂ/éf

Cristian-Silviu Busoi, Member of the European Parliament
since 2007, has consistently demonstrated a strong vision of
patient centric, quality and accessible medical systems
osition. A physician and former !

lecturer in Public Hez ealth Management at the VolunteerAward y s-Liharska
Victor Babes s ine and Pharmacy. As a Tsveta Schyns-Liharska h: ost doc in genetics
within the European from Wageningen Uni University in
o champion patients Amsterdam, respecti ughter affected
with the rare disea ia, Tsveta has
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;- 2 to 'an representmg over 14,000 families
vide i over 9o countries, UNIQUE asan

ard serves to recognise the efforts and
_sses that have resulted from the hard work
and determination of UNIQUE.
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Media Award — France Télévisions — AFM-
Teélethon, France -
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Renza Barbon Galluppi is bel “wonder woman"” for her
ability and strength to be wh ded at the right moment,
even though it means a ences, meetings and
workshops in three differen . It has been calculated
that in the past few yea erage of 15 hours a day
in activities related cy and to answering
individual patients c d organizing projects
to train Rare Dis es on key topics. It all
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Professor Peter N. Robinson
at the Charité Universitatsm
Research Group leader at the

Human Genetics of the Charité
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implementation of the Council Recomine. dz
been pioneering in setting the policy agenda fc
Rare Disease Joint Actions. Michael Hiibel, Head o
Management and Diseases at DG§ANTE witl !
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diseases, notably in the es blis m
Rare Diseases and th C9m ,_;;,.
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e Disease Leadership Award — _
p Torrent-Farnell Peter O’'Donnell is a prominent writer and editor in the
rare disease field currently working as Associate
Editor of the European Voice. His impressive career
has spanned over twenty years and various countries
and has included g for prestigious newspapers
such as The Fi s, The Sunday Times,
Reuters, the E igence Unit and United

Press Intern. worked as an editor,

editorial at riter for numerous
lients in cal and academic world
and has level policy debates
and lec has made him very
ell plz and report forthrightly
apidlyevolving issues
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2013 he spoke at the
on at the European
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Professor Josep Torre el is a qualified Pharmacist and a specialist in
Intern dic - 1ber of the Scientific Advice Working Party
(SA ) nical Pharmacology and Therapeutics at
the A _ elona and former Director General ¢
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Allianz Chronischer Seltener Erkrankungen










Policy Maker Award — Francgoise Grossetéte

Ms Frangoise Grossetéte has been a Member of the
European ParI| r almost 20 years. With her
leader Rapporteur on several
Iegl at| ‘Regulations have been
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i : ities have focused on
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Lesley Greene is a true pioneer of the Akli has demonstrated her

Europe. In 1980, upon the dlagno ' ) d of rare diseases via the
age 15 months, Lesley and her husbat rogramme FF er unique leadership when

established the charity Research Trust for Vetab ernational Rare Disease Research Consortium

e ambitious goal of this International Consortiumis
e eIop 200 new therapies for rare diseases and the means to
~ diagnose the most rare diseases by the year 2020.

Children (RTMDC), dedicated to this ¢ group of diso
is now known as CLIMB (Children Living with Inhe
Metabolic Diseases). In 1995, Lesley was invited: to"_;
Myers (Founder of NORD) in Brussels, a ap. .,,,
representative, to discuss the fea5|b|I|ty .v.
orphan drug legislation in Europe
collaborated with other patient groups acrc
the adoption of the Regulation in 199 /”
respect to the Orphan regulatlo N jia b
representative on the Commlttgdf
Products, where she has served ;Sh(‘,
position as Vice-Chair of the Con
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Scientifi ard - Professor Alain Fisher and
Prof ssor | arip Grazia Roncarolo
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mple of scientific research and
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Company Award - CSL S LR = sard — Shire

In recognition of the 'Company.' I Ng
standing commitment to rare di
patients, and most recently for it! advances'
to benefit people living with primary
immunodeficiency diseases and secondary
immune-deficiencies.

on to Shire’s pioneering
articularly for patients with
© Hunte drome and Gaucher Disease,
3 and for the company’s on-going
commitment to people living with rare

diseases throughout Europe.

CSL Behring Ry ‘;;
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Rare dedication



