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Highlights

1. HH International Awareness week



World Haemochromatosis Week

International collaboration made it a success!

Logo designed by HUK (in 11 languages & 2
formats - PNG/EPS)

Media release prepared by HA
Is the world pumping too much iron?

Activities in many countries
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IS THE WORLD PUMPING TOO MUCH IRON?

World Haemochromatosis Week 04 - 10 June 2018 ’

New research and new gudeines recommend eardy dagnosss and reatment kr one of the world's
MOSE COMMON Qenedc Conomons




@:hmma!osis Australia

Haemochromatosis

is @ commeon genetic condition

FIVE MAIN GENOTVPES causing too much iron.
FOR HREMOCHROMATOSIS o.'i:_'k\,f to say

Gasy to test
eimplé to treat
o,'ngir. to ignore

Find out if your iron level is right

QUITE ATROCIOUS , = o www.ha.org.au
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GRUPO BRASILEIRO DE
HEMOCROMATOSE HEREDITARIA

* Activities in blood centers informing health professionals about HH
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GRUPO BRASILEIRO DE
HEMOCROMATOSE HEREDITARIA

Activities in parks

Lectures




HH International Awareness week
in Europe:

* 14 countries in February 2019 HAEMOGHROMATOSIS

Genetic iron
overload disorder

. . Information - Prevention
e Switzerland just gave up (March 2019) Treatment

* We hope someone will get involved soon



HH International Awareness week
in Europe:

Hl initiative (special congratulations from Margaret!)

04 -10June 2018

Special logo proposed by David Head ;%

The labels are available in 11 languages
and 2 formats




Hl 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

EFAPH # H I Hagmochromatosis
MEDIA RELEASE o

|5 THE WORLD PUMPING TOO MUCH IRON?

World Haemochromatosis Week 04 — 10 June 2018

New research and new guidelines recommend early diagnosis and treatment for one of the world's
maost common genetic conditions.

Iron everload or haemochromatosis, is a serious condition in which toe much iren is absorbed and
stored in the body. It can cause liver cimhosis, liver cancer, arthritis, diabetes and general fatigue.

World Haemochromatosis Week, which kicks off today, aims to strengthen awareness of iron
overload as early diagnogis will result in better health outcomes for individuale as well as huge
savings for a country’s health care system’.

Haemochromatosis groups worldwide, including European Federation of Associations for
Patients with Haemochromatosis EFAPH, have joined in a push to raise awareness and improve
the rate of early diagnosis of this prevalent but all too often overlooked condition.

Through intemational collaboration, a task force of haemochromatesis experts has agreed upon an
objective, simple and practical set of therapeutic recommendations for managing hereditary
haemochromatosis, which are applicable around the globe?.

President Dr. Barbara Buizeck of EFAPH welcomes this landmark guideline, noting that although
haemochromatosis the most commeon genetic disorder in Europe it is still widely under-diagnosed.
“About one in 200 people of European origin have the genetic predisposition for haemochromatosis
and additionally, one in 7 people are carmiers of the gene that causes i’

“*Haemochromatosis is under-diagnosed, partly because public awareness of the condition is low but
also because its symptoms, including fatigue, depression and joint pain, are confused with a range
of other illnesses. When undetected and unfreafed, iron overload can result in premature death,”
said Or. Barbara Buizeck.

Although haemochromatosis is detected by simple bloed tests, support groups around the world
continue to hear familiar stories from people with significant health problems caused by a late
diagnosis. Recent research by the Murdoch Children's Research Institute (MCRI) has shown that
haemaochromatosis should be treated even when iron stores are only mildly elevated.’ *

! De Graff, B et al. (2016, November 16). Population Screening for Hereditary Hoemochromatosis in
Australia: Construction and Validation of o State-Transition Cost-Effectiveness Model.
PharmacoEconomics.

* pdams, P. et al. (2018, March 27). Therapeutic recommendations in HFE hemochromatosis for p.Cys282Tyr
(C282Y/C282Y) homozygous genctype. Hepatology International.

3 Ong, Sim ¥ et al. Reduction of body iron in HFE-related hoemochromatosis and moderate iron overload [Mi-
Iron): o multicentre, participantblinded, randomised controlled trial The Lancet Haematology, Volume &,
Issue 12 , e607 - e614 https://goo.gl/GijumL




HH awareness week june 2018 in Europe (1)

HAEMOCHROMATOSIS AWARENESS DAY JUNE 7™

Ireland - 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, ...

' e Mini Marathon June 3rd 2018

IRON

‘OVERLOAP
N —




HH International awareness week June 2018 in Europe ( 2)

WHW: world Haemochromatosis A

Week S '
18 . 3
- o I W ~T0,

Vilaghét:

grapns /[ S Hungary

WWW.NEMOKROMATOZ!S.HU
WWW.EFAPH.EY

Budapest Hungary regional TV
Meeting and stands



HH International awareness week June 2018 in Europe ( 3)

France

« 2" 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:

e channel 33 (2000 doctors’ waiting rooms, labs ...),

* social networks,

* learned societies’, biologists’, GPs’ and physicians
colleges’ websites...



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

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...

Hémochromatose : trop de fer peut tuer

Finistire 3 9t5 juin

Quimper - Rcquelina et un mécecin de Fhopa Eccuard, esiegut du Flnlstire en pieine discussion

Hopital du Seorft
Lotlent 7 juir

Ounie, dédégpod Lovient et Germain, adhérant bénduole

Semaine mondiale
Pays de la Loire
5 et 6 juin 2018

Compte - rendu journée du 7 juin
Centre Hospitalier - Saint-Brieuc

Jecaueling, Jamine et uae
adkérente sur le stand

HH awareness week: Brittany in full swing!
| %wsf;::':;::::‘:.,:::;‘:ﬁ:::r;:"r’::‘:;w,m

Semaine mondiale de 'hémochromatose
Rennes Pontchailiou 6 juin
Hapital Sud 7 juin

Centre hospitalier Salnt-Malo
5 Juin 2018

Jacquatien st Nicole en compagnle &une infirmidre

Une journée pour alerter les usagers sur hémochromatose
Vannes le 7 juin 2018




HH International awareness week June 2018 in Europe (4)

Portugal

* Interviews : - Portuguese TV
- Radio channels

RTP.PT
14.01

* National press : special reports

RTP.PT

1402 DIA NACIONAL HEMOCROMATOSE

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)
e d|

Spain

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

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




HH International awareness week June 2018 in Europe (6)

Germany g

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

@ depositphotos



Highlights

2. Cross border regional / national actions



Regional / national actions :
Norway and the Scandinavian group!

Technoresto.org

Thanks Ketil!

New Sweden team: Marten,
Ing Marie and Eleonor




Highlights

3. Government lobbying



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

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.

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.




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!



Highlights

4. Nice initiatives



Nice initiatives (1)

a0

21 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

soccer




Nice initiatives! (2)

.I nherted Iron overlood disorger

Haemochromatosis

is a common genetic condition
causing too much iron.

Oricky to say

Gasy to treat
eimple to test
Oragic to ignore

Find out if your iron level is right.

What about translating into other
languages ?



Nice initiatives! (3)

Germany

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




Highlights

5. Other awareness actions in Europe



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

Haemochromatosis+ UK
Helping people live with iron overload



)

W

= B =

1

Clinicians and general public awareness actions in

Europe (2)
Hungary : + new leaflet 500 GPs/2000 GPs
Denmark : 1 dedicated to 4000 GPs
Portugal: of 150 GPs : 300 GPs
France : ) 1000 Biologists '1_ ‘i '
Ireland: Dublin, Kikenny, Letterkenny, Tullamore,

Mayo

UK: (PIDs): Belfast, Liverpool, Edimburg



Deployment of actions in the regions...

m This vyear, the Associazione per lo Studio
H_E 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)




Highlights

6. International initiatives



International initiatives

International Recommendations drivers by Paulo

Hepuolagy Iemstional (018 114085
g 10.1007/512072-018.9855-0

(W) ums

Haemochromatosis
International

Therapeutic recommendations in HFE hemochromatosis
for p.Cys282Tyr (C282Y/C282Y) homozygous genotype

Paul Adams' - Albert Altes” - Plerre Brissot™* - Barbara Butzedc™* - loav Cabantchik™® - Rodolfo Cancado®

Sonia Distante' - Patricia Evans** - Robert Evans®'*2 . Tomas Gafz“ Domenico Girelli™* -

Rolf Hultrantz * - Gordon McLaren™ izabeta Nemeth' - Peter Nieken™ -

Brigitte Pineau®' - Alberto Pipemo™™* : Graga Porto™*™ . Dianne Pmu‘" John Ryan™ - Mayka Sanchez” +

Paulo Santos* ™" + Dorine Swinkels™ + Emerénda Tebieira*?***>4* + Katil Toska*** + Annick Vandooster''> «

Desley White*** - Contributors and Hemochromatosis International Taskforce 0 .
Recommandations thérapeutiques dans 'hémochromatose

cepiedt 8 Masch 2018/ ublshed enine 27 Mash 2018

ek 19 Do 20 eyt b 2018 Bkl e Tra n S I at i o n i n Seve re a I HFE caractérisée par Ierzf::}tl?::o;:.ycxf:ZTyr (c282y/c282y) a
guidelines are available for hereditary hemochromatasis, a high percentage of the recommendations within them

meommendations about therspeutic aspects of HFE hemochromtosis for p.Cys282Tyr (C282Y/ e I a n g u a ge S Hepatology International Publié en ligne : 27 mars 2018.

genotype, hased on the published scientific studies and guidelines, in a form that is reasonably comprehensible to pati Les Auteurs (s) 2018, Cet article est publié en accés libre sur Springerlink.com.
and people without medical training. This final version was approved at the Hemochromatnsis Tnemational meeting on https://doi.org/10.1007/512072-018-9855-0
1261 May 2017 in Los Angeles. *Correspondants auteur
Pierre Brissot - pierre.brissot@univ-rennes1.fr
eee Paulo C 1 L Santos - paulo.caleb@unifesp.br
Introduction

Traduction frangaise — mal 2018
Brigitie Pineau — Présidente Fédération francaise des associations de malades de I hémachromalose
Releciure af valiation  Pr Pierte Brseol ~ Insertn Unté 1241 = Hopial univershare de Ponichailou - Rennes

Alhough  guidelines are avaible for hemditary

hemochromatosis (HH), a high percentage of the recom- genotype and blochenical vidence of fon

mendaions wihin them afe 1ot shared between e dif-  averkad, 2. ncreaed semm feitn (> 300 gi. nmake
et guiddlines [1). Our main aim is fo provide an  and posamenopaisa e 00 gl in_pre-

objective, simple, brief, and practical set of recommends-

dons about derspeutic opes of HFE hemochromatosis

for p.CyD82Tyr (C282Y/C282Y) homozygous genotype,

based on e published scientific studie

2 form fhat is reasonsbly comprehensible to patents and

people without medical training. A jodgement has to be made for each individual patient
The final version of thes recommendations was taking into account the i

approved at the Hemochromatosis Tnemational meeting on

1261 May 2017 in Los Angeles.

cial effect of early and

sustained management m patients with iron excess,

even when iron load is mild or moderaely clevaed
itin [4, 5]

ed serum ferritin values are very common and the

mast frequent causes are not associated with HH, but

with metabolic syndrome inflammation (femitin is an

£ Piere Bz
pierre brissot @ umiv-remmes] &

1 Pasko Smicm
oo caleb@ wifep b

Exended mfuor infrmesion available on the last page of the aricle

Association Hémochromatose Ouest Bm-g._ Pays de Loire

(CHU de Remnes - Service des Maladies du Foie - 2 rue Heari Le 15033 Rennes Cedex 09

Thas, it is critieal to investigate rigomusly the cause of Association foi 1901 déclarée d'intését général M«nbnarl-HMI
- president.aboihatmailfr

4 springsr




m GRUPO BRASILEIRO DE

HEMOCROMATOSE HEREDITARIA
* Portuguese and Spanish Translations of Therapeutic Recommendations

'homozigoto HFE p.Cys282Tyr (C282Y/C282Y) |

Recomendaciones terapéuticas en hemocromatosis con el genotipo | ’w Wr’""f""m"‘”“" "‘ l '- “""“ “-- m”"""‘”“ |
homocigoto HFE p.Cys282Tyr (C282Y/C282) || ——————— ]
* 2018: 925 individuals registered as patient on the site.

* Challenges: more involvement of patients as members and with the actions of the group.
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Inhernted Iron overload disorder

hromatosis Australia

Biennial haemochromatosis conference _n_ni rim&nm:m; :.1d||.h-::|.|.r|. .

|
PI'CIf G|:f|'|:fk,5 I'EEEEI'GH Darecrica of WFL |Lsmachrenanai o e <lnk and commani v asing o - I. = .I ™ - !--
NHMRC submission for screening - = o

APNA module published online

Haermachromatosts for Nurses

Haemochromatosis HealthPathways in 17 Primary Health Jeemermaes
networks around Australia 2t gy g

Closer relationship with Australian Red Cross Blood Services -
Red 25 group & challenge, presentations to ARCBS centre staff

Clinical trials underway in several states

Presence at health conferences including Blood 2018, APNA, The E—
Australian Rural Health Conference, GPCE 0000

* Inequities in access fo treatment across the continent

* Capacity constraints of volunteer organisation

Challenges

* (Organising face to face patient information days now considering FB Live for
specific fopics
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HEMOCH HU MATOSIS Multimedia and grassroot activities m
Socikté canadienne de I'himochromatnge

§ 0 C | ET Y ] oo@@

A 4 month multi-media campaign ufilizing Facebook, Google and YouTube successfully combined awareness, information and direct actions
which promoted the benefits of screening and early detection fo targeted audiences in the provinces of British Columbia and Nova Scofia,
Including healthcare professionals and individuals with a Northern European and Celtic ancesiry.

Canadian T D ‘*’ Focus on Raising Awareness

275,000+ unigue individuals in our Facebook audience

Hundreds of shares, comments and reactions gave strong indication that an interested and engaged audience was reached and that the
campaign messages were spread to other provinces

14,800+ visits from Facebook fo our Self-Assessment page on our website, with visitors spending an average of three minutes checking
their risk for hemochromatosis.

10,000+ visitors from Facebook spent time reading five new case histories on our website, along with symptom and testing information,
27,000 visits came through to our website from Google search and display ads

7,000 visits to our website were attributed to health professionals

300,000+ views of our 30 second videos on YouTube,

Ottawa Information Session, using Facebook Live for the first ime ever in CHS history to provide greater access for Facebook users wanting
to learn more about hemochromatosis



Canadian T D Focus on Raising Awareness
HEMOCHROMATOSIS * Multimedia and grassroot activities m

$ 0 ¢ I E TY
Socketé canadienne de I'hémochromatose

ﬁ * Hemochromatosis on the Hill event on Pariament Hill with co-host Senator David Wells, prometing awareness amongst MPs,
Senators and their constituents

| —
Corvwtn ety

Ottawa Irons for Iron Golf Event, which helped to raise awareness and $11,530

Awareness presentation to Rotary Club of Winnipeg West

Radio interviews in Atlantic Canada and with campus-based stations

Interview for Global News online article "What is the 'Celtic Curse?’' Hemochromatosis Explained”
Calgary Information Session with panel of 5 hemochromatosis sufferers

/
\

* Awareness and information booth at Ottawa Heaith and Wellness Expo
- Q&\ * Awareness at Canadian Blood Services blood donor clinic in Quispasmis, NB
* Awareness booth at the Family Medicine Forum in Toronto to connect with 3,500 attending family physicians



[ F

worw.leukaemia.org.nz

* HI's neweast member

®  https:/fwerw leukaemia org nefinformation/about-blood-cancers/hasmochromatosis

* Treafment managed by NZ Blood Service until maintenance reached when patient is referred back to their general practitioner

* hitps://www.nzblood .conz/clinical-information/transfusion-medicine/finformation-for-health-professionals/venesection-and-haemoc hromatosis
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