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HH International Awareness week
in Europe: 

• 14 countries in February 2019 

• Switzerland just gave up (March 2019)

• We hope someone will get involved soon



HH International Awareness week
in Europe: 

• HI initiative      (special congratulations from Margaret!)

• 04 – 10 June 2018

• Special logo proposed by David Head

• The labels are available in 11 languages 
and 2 formats



• HI  sent a common message to 
every member organisation

• Which translated it into their own
language

• A nice communication tool to be
used :
- in press articles
- on websites
- by institutional partners
- …. 



HH awareness week june 2018 in Europe (1)

HAEMOCHROMATOSIS AWARENESS DAY JUNE 7TH

- Stands at over 30 venues nationwide
- Articles in the Irish Time and Irish Independent
- Dr Pat Kenny was interviewed on more than 13         

regional radio shows highlighting HH signs, 
early diagnosis, …

• Mini Marathon June 3rd 2018

Ireland



HH International awareness week June 2018 in Europe ( 2)

Hungary

Budapest Hungary regional TV
Meeting and stands



HH International awareness week June 2018 in Europe ( 3)

• 2nd National hemochromatosis awareness Week - DETECT/FER

Dissemination targeted at health professionals with the support of 17 health 

institutions : the French national medical Council (CNOM), learned medical societies, colleges 
of physicians, biologists, nurses…). 

1. International Therapeutic Recommendations in HFE translated into French

2. Video clip : https://www.hemochromatose.org/?s=clip+video

Broadcast on:
• channel 33 (2000 doctors’ waiting rooms, labs ...), 
• social networks, 
• learned societies’, biologists’, GPs’ and physicians 

colleges’ websites…

France

https://www.hemochromatose.org/?s=clip+video


HH awareness week: Brittany in full swing!

11 stands in the main hospitals

1 golf competition

3 radio and TV interviews

14  newspapers articles (40 issues): Ouest 
France, Télégramme de Brest, local news 
papers…



HH International awareness week June 2018 in Europe  (4) 

• Interviews : - Portuguese TV
- Radio channels

• National press : special reports

Portugal

June 2018: a picture of the extended family 
featuring haemochromatosis patients along 
with their friends and families on 
Haemochromatosis Day at Esposende



HH International awareness week June 2018 in Europe  (5) 

08 June 2018- Blood donation day at the 
Hospital Clínic in Barcelona

09 June 2018- AGM AEH - Visit to Sagrada 
Familia - attendance of patients >75 
persons!!!

Spain



A dedicated hotline animated by the scientific
board for  a few hours several days over the HH 
week

Germany

HH International awareness week June 2018 in Europe  (6) 
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II. CRegional / national actions :
Norway and the Scandinavian group!

1

2

New Sweden team: Marten, 
Ing Marie and Eleonor

1: DK  2016
2: SW 2018

Thanks Ketil!
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Government lobbying (1)

The Danish National Board of Health has decided
that haemochromatosis be assigned to the speciality
of gastroenterology and hepatology.
Consequently, a much larger number of HH patients
were diagnosed (+++)

Reform of the ‘third sector’ paved the way to a
comprehensive revision of how non-profit
organisations are registered and operated.
This will affect the Italian association constitution,
the membership rules, operational methods and
financial affairs.



Government lobbying (2)
Phlebotomy

May 2018 - Modification of decree 10/88 of 2005 on

Donation by a Royal amendment that allowed the use of

all the blood of people with hemochromatosis.

A close cooperation between FFAMH, the French Blood
Establishment (EFS) and the French Health Authorities
lead to an amendment to open to HH patients the
possibility for blood donation in the 124 EFS blood bank
sites nationwide.



Government lobbying (3)
the cost of phlebotomy

Negotiations by HVD (scientific committee) + German
Hepatology and Rheumatology societies with the new German
Health minister to obtain free access to phlebotomy

16 months of negotiations without much success with the Irish
Minister for Health regarding an 80€ charge for venesection in
certain hospitals.
An unfair and prohibitive charge mainly affects patients without
a medical card or private health insurance.
…. This issue is currently being taken into account!

Following the gradual cessation of phlebotomies in most hospital
care services and EFS for financial reasons (low reimbursement
cost), FFAMH submitted a file to the Ministry for Health for a
reassessment of the act (the same quotation for all partners)...
A "titanic" fight!
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Nice initiatives (1)

The « Iron Games » a great event !

▪ 11 teams for construction firms (with Irish rootswill) 
compete in 4-sport tourney

▪ 4 Iron  Cups sponsored by the Toureen Group

▪ It brought out  significant funding -> HUK will
propose to run a 3-year-HH Education programme

hurling

football

soccer

golf



Nice initiatives! (2)

What about translating into other 
languages ?

?



Nice initiatives! (3)

2018 Annual week end in Black 
forest for Haemochromatosis
Patients – HVD members and 
family

Germany
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Clinicians and general public awareness actions in 
Europe (1) 

Large meeting at The House of Commons, Westminster (London)  
organized by Haemochromatosis UK (HUK) : 31st October 2018 



Clinicians and general public awareness actions in 
Europe (2) 

Hungary : 2 large conferences + new leaflet 500 GPs/2000 GPs

Denmark : 1 dedicated folder send to 4000 GPs

Portugal: 2 symposia of 150 GPs : 300 GPs

France : 1 symposium (National Biology days)     1000 Biologists

Ireland: 5 large information meetings:  Dublin, Kikenny, Letterkenny, Tullamore, 
Mayo

UK: 3 Patient Information Days (PIDs): Belfast, Liverpool, Edimburg



Deployment of actions in the regions…

This year, the Associazione per lo Studio
dell'Emocromatosi e delle Malattie da Sovraccarico di
Ferro, set up regional representatives in :

▪ Lazio
▪ Veneto
▪ Tuscany

A promising initiative that has already been
proven by some EFAPH country members



Awareness and information for students and nurses 
in Europe

1 seminar (1 day) for best practices for venesection (nurses)

2 educational lectures for students in Heidelberg and Bonn
about HH given by 2 HVD members as « undiagnosed
patients »

7 meetings organised with the support of the
nurses’college in the Parisian area



World day of Rare diseases in Europe

Juan Bedmar (AEH Delegate

in Madrid) had a 

privileged contact with

the Spanish Queen 

Different stands in Pécs 
(2018/2019) and in Szeged medical
university (2019)
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International initiatives

International Recommendations drivers by Paulo

Translation in severeal
languages

…



















A worldwide
Network so

active!


