
2 0 0 7
Parma

The Italian Federation
of Haemophilia
( F e d e m o ) ,
representing 30
local associations
d i s t r i b u t e d

throughout the national territory, safeguards and defends the
rights  of haemophilic patients across Italy (around 5000).

Fedemo is a relatively young federation but,quite committed
to share the skills and experiences acquired during its relatively
short life. This is the reason that brought Fedemo to be the
promoter of the Italian Hamophilia Forum, whose principal aim
is exchanging best practice in haemophilia care and building
bridges between Western and Eastern Europe and between
Europe and Mediterranean Countries.

Knowledge and experience exchange is also a key objective of
the European Haemophilia Consortium strategy (WFH partnership
has also been requested).

Best practice data will be collected, provided and discussed by
the participants arriving from all parts of Europe.

NMO delegates (10 to 20 circa), Haemophilia Centre Directors
(10 to 20 circa), Transfusion Medicine Experts (10 to 20 circa),
Public Health professionals or Highly Specialised Service
Commissioners (10 to 20 circa) representing the Institutions
will come together to discuss and exchange ideas and experiences
during the four simultaneous workshops.

The Results and remarks will be discussed publicly during the
XX° EHC Conference and will be available on line shortly after.

A restricted number of grants will be made available to participants
coming from countries with a low GDP.
English is the official language. Simultaneous translation in
Russian and English will be provided.

The XX° Conference of the European
Haemophilia Consortium (EHC) will take
place in Parma, city of art, food and
music in May 2007 (18-20).

The European Haemophilia Conference
is un umbrella (non profit organization
in the near future) of 44 Haemophilia
Associations and Societies within Europe

and is taking important steps to improve the quality of life of
people with haemophilia across Europe.

During the EHC annual conferences that takes place, on a
rotating basis, in Eastern and Western European countries, the
observer can count on a friendly and collaborative atmosphere
that favours information and experience exchange between the
participants: doctors, patients, public health professionals and
people representing the industry.

The XX° Conference will provide an overview of the main topics
in the scientific and social international agenda.

The opening session is focused on the three strategic topics on
the agenda of the future of haemophlia care: role of research,
health care professional motivation and recruitment and capacity
building promotion.

The second session is dedicated to patients’ rights and duties
across nations and to the role and the challenges of the European
Commission. Child Management and family support are the
topics of the third  session, with a particular focus on
psychological needs and ways to meet them.

The simultaneous workshops are the natural extension of this
session providing a particular overview on camps,physical
activities and family support.

The third session is the core of the Conference: “Building
registries and networks across Europe”. Examples from regional,
national and international levels will  be provided.

Is a European international network on haemophilia care far
from becoming a reality?

The last session will launch a debate on pre-meeting results
and remarks between the main stakeholders.

The Organizing Committee as well as the Steering Committee
of the EHC hopes to have the pleasure to meet you in Parma
and make the XX° EHC Meeting a success.
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Building a network
for haemophilia care

Parma, May 18-20, 2007

Gala dinner in beautiful IX Castle, perfectly restored,
on Parma hills.
The Castle of Felino is a majestic fortress situated in the foothills
of the province of Parma, a few kilometres from the town, and it
is provided with ample parking space for cars and coaches.Within
the 2000 covered square metres, subdivided into halls and rooms
holding from 30 to 400 people.

A charming evening in Parma, capital of Music
Private opera concert in elegant ancient theatre in Parma city
centre, performed by historical Verdi Chorus. The concert will be
followed by gala dinner in ancient palace just two steps from the
Theatre in Stateroom dating back to XIXth Century with stuccoes
and frescoes.

Starhotels du Parc
The hotel is located in the heart of Parma just two steps form the Parco
Ducale. The large facade, decorated with Neoclassic touches, the spacious
and light-filled interiors decorated in a Liberty Style, create a warm and
inviting atmosphere, suitable for both business and leisure travellers.

For any information visit the following web site:
www.ehc.parma2007.org or send a mail to EHC
secretariat boehm@bluter.at
or Fedemo secretariat segreteria@fedemo.it
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Salsomaggiore, May 15-17, 2007

The town of Salsomaggiore Terme
is nestled in the rolling green
Apennine foothills around Parma,
160 m. above sea level in a
suggestive and picturesque
geographical position far removed
from industrial centres yet easily
accessible thanks to the area’s
extensive road and rail network.
Its year-round temperate climate,
nature-filled surroundings and
renowned spa treatments mean that
a stay in Salsomaggiore promises
a relaxing, healthy and revitalizing break for body and soul.
Its virtually-unspoiled natural setting offers the perfect opportunity
for interesting walks and day trips, but that’s not all! Salsomaggiore’s
myriad artistic, cultural and social events and sports and entertainment
facilities make a stay here not just an opportunity for a healthful
pause, but a real, well-deserved holiday.

Salone delle feste
(convention centre)

Sala del lampadario (convention centre)

Salsomaggiore Convention Centre
At the heart of a magnificent park, the luxurious Grad Hotel des Thermes,
a splendid building in Art Nouveau-Art Deco style, known for more that
thirty years as “Palazzo dei Congressi” (The Conference Centre), is within
walking distance of all Salsomaggiore hotels. Its captivating frescoed
halls, together with its more modern structure, provide a venue for
congresses, conferences, meetings and other events.

The Land of Verdi
This land surprise the visitor revealing the secrets of music, art
and refined food.
Verdi’s birthplace in Roncole, where the Maestro was born on the
10th October 1813.
St. Michael’s Church in Roncole too, in which the composer was
baptised and where, when very young, he practised on the organ.
Verdi Theatre in Busseto that was solemnly inaugurated on August
15th, 1868 and recently restored; it can seat 300 spectators.
“Barezzi House” Museum in Busseto. In the hall the first musical
performance of the Maestro was held.
Verdi’s Villa in Sant’Agata. The villa, now inhabited by Giuseppe
Verdi’s descendants, has been Verdi’s residence from 1851 on, the
house where he reconciled music and agriculture while alternating
long stays in Paris and Genova.

TUESDAY
15 MAY

WEDNESDAY
16 MAY

THURSDAY
17 MAY

Opening Remarks

National lobbing campaign
strategies

Rare Disorders

European legislation on blood

European legislation on blood

BreakBreak

Case studies discussionNimos strategic planning
Improving Haemophilia Centre

performancePerforming patient check-ups

Round table on European legislation
adoption and implementation across EuropeDonor recuitment strategies

Round table on European legislation
adoption and implementation across Europe

Commisioning highly specialised
services

LunchLunch
Project management or

dissemintating information Family support

EBM in haemophilia care Minimum standards for haemophilia
care across Europe

Contracting out blood fractionationImproving quality in tranfusion services

EBM in haemophilia care Minimum standards for haemophilia
care across Europe

BreakBreak

Grant application or financing
Cost effectiveness
in haemophilia care

Good use of blood

Cost effectiveness
in haemophilia care

Closing Remarks

Free timeFree time

DinnerDinner

Cocktail in ParmaVerdi’s sites visit

Free time

Dinner
Welcome
cocktail
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Parma, May 18 -20, 2007

PARMA, in the heart of
North Italy, land of
Giuseppe Verdi, producing
area of Parmigiano-
Reggiano, Prosciutto di
Parma, Culatello di
Zibello, with its art
masterpieces,  is the
Italian “small capital” of
fine food, music and art.
Crossways and l ink
between the northern
plains and the sea, and
between the Emilia
Romagna and Lombardy
regions, Parma has been
of great importance over
the centuries from a
strategic as well as
cultural point of view.
Parma, the "Pet i te
Capitale" of the Duchy of
Marie Louise of Austria,
celebrated by Giuseppe
Verdi ,  narrated by
Giovannino Guareschi
and present in films
directed by Bernardo
Bertolucci, regularly
fascinates art lovers,
people keen on culture
and music and all sports
and nature lovers.
Parma, which was already
an important city in
medieval times and in the
history of Roman art, was
the capital of a small
duchy from 1550 to 1859.
The signs can be found
in the city centre with
the Baptistery, the
Cathedral, the nearby St.
John’s Church and the
Pilotta Palace, the
Farnese Theatre and the

National Gallery with important masterpieces by Antelami, Correggio
and Parmigianino.In the surrounding area along the The region’s
Strade dei Vini e dei Sapori (The Roads of Wines and Flavours)
many world famous specialties can be savoured: Parmigiano-
Reggiano,Prosciutto di Parma, Culatello di Zibello, Salame di Felino
and Spalla Cotta di San Secondo  accompanied by Malvasia and
Sauvignon wines from the surrounding foothills.
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 Martial   De Haro (France),
  Claudio Castegnaro (Italy)
- Family support across Europe
  Isabella Moavero, Italy9:00-9:30 Welcome adress:

Ministry of Health
President of Regione Emilia-
Romagna Parma Mayor
Parma Hospital Trust

9:30-10:00 Plenary Session
Fostering haemophilia care
through research
Pier Mannuccio Mannucci,
Italy

10:00-10:30 Recruitment and training
of professionals
Jan Astermark, Sweden

10:30-11:00 Building treatment capacity
Albert Farrugia, Australia

11:00-11:30 Coffee Break

11:30-12:00 Plenary Session
Patient rights and duties
across nations Patients in
the USA Mark Skinner, USA

12:00-12:20 Citizenship across UE
(CittadinanzAttiva- to be
confirmed)

12:20-12:40 The role of the European
Commission (- to be confirmed)

12:40-13:00 Discussion

13:00-14:00 Lunch / Satellite Symposium
14:00-14:30 Plenary Sessions Child

haemophilia program:
“An overview of the psycho-
social and practical aspects in
raising a child with haemophilia:
the gap between east and west,
north and south”
Brianna Gargallo Italy

14:30-14:50 Child Management
Kathelyn Fischer, Netherlands

15:10-15:30 Quality of life in Children
Silvia Von Mackensen, Germany

15:30-15:50 Psychological support in
children and adolescents
with haemophilia
Roberto Zanella, Italy

15:50-16:10 Family Support
Alessandro Marchello, Italy

16:10-16:30 Discussion
16:30-17:00 Break
17:00-18:00 Simultaneous Workshops

- Camps and physical activities
  Monika Hurtl (Austria),

Friday, May 18th

Saturday May 19th

20:00 Event and dinner at the
Medieval Caste of Felino

9:00-9:30 Building registries and
networks for haemophilia
care Alok Srivastava, India

9:30-9:50 A regional approach: the
example of the Emilia-
Romagna Region
Annarita Tagliaferri, Italy

9:50-10:10 A national approach: UK
Christine Lee, United Kingdom

10:10-10:30 A national approach: Slovakia
Angelica Batorova, Slovakia

10:30-10:50 A European Approach
Christopher Ludlam,
United Kingdom

10:50-11:00 Discussion

11:00-11:30 Break

11:30-13:00 Round table
Reports and remarks from
Pre-meetings

12:40-13:00 Discussion

13:00-14:00 Lunch/Satellite Symposium
14:00-16:00 EHC Consortium General

Assembly
16:00-16:30 Coffee Break
16:30-18:00 EHC Consortium General

Assembly
20:00 Soprano Concert at the

Regio Theatre & Gala Dinner
at Lecture’s Club

Sunday May 20nd

9:00-12:00 Reports and conclusions to
plenary sessions from
workshops
Closing remarks

12:00-13:00 Lunch

13:00 Departure


