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Bleeding disorders in Poland

* Poland’s population: 38.5 million

e Patients with hereditary bleeding disorders: 4243 (registered at the end
of 2010)

° According to estimates about 25% of haemophilia cases and 80% of
vWD cases have not been registered yet




Organization of treatment

e New version of the National Programme of Haemophilia Treatment for
the Years 2012-2018 should increase the supply in coagulation factor

concentrates up to 6 units per capita

® 2 reference centres for patients with bleeding disorders (one for adults

and one for children) — both in Warsaw

ol (12 regional centres for children and 10 regional centres for adults

(mostly attached to haematology departments)

® The national register kept by the Institute of Haematology and

Transfusion Medicine in Warsaw collects information on all diagnosed
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Quality of treatment

Adult patients with severe haemophilia A and B are provided with home
treatment. In many cases also with prophylactic treatment.

Almost all the children up to the age 18 are in the prophylactic treatment
programme

The MoH decided to extend prophylactic treatment to the 25th year of life
There is a programme which provides ITI for all children who developed
inhibitor

Total consumption of Factor VIII in 2010 was 4.72 IU per capita

Generally Polish patients have been treated with plasrna derived
concentrates, but since the autumn of 2010 new born patients have been
treated with recombinats

Factor concentrates are bought annually in a central tender by the Ministry

of Health
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Supply of concentrates

* In Poland, only recently per capita consumption of Factor VIII

has exceeded 4.7 1.U.:

2003 2004 2005 2006 2007 2008 2003 2010

B Factor VIl

® In 2010, within the National Program of Haemophilia Treatment and the Prophylactic

programme, patients infused over 179 500 000 I.U. (110,000,000 IU for on demand treatment

and 69,500,000 IU for prophylaxis)
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Changes in haemophilia care

® Autumn 2008 — start of the prophylaxis programme for all children with
severe haemophilia A and B (the concentrates for this project are
purchased by National Health Fund, independently from those for adults
which are purchased by the Ministry of Health as part of the National
Programme of Haemophilia Treatment

e Autumn 2010 — idea of recombinants at least for previously untreated
patients introduced by the Ministry




Facilities for haemophilia care

® 7 special treatment centres for
haemophilia and other bleeding
disorders will probably be created
in bigger cities: each of them shall
offer access not only to
haematologists but also to such
specialists as surgeons,
orthopaedists, dentists,
hepatologists, psychologists,

physiotherapists, nurses.




Polish Haemophilia Society

* Polish Haemophilia Society was founded in 1988

e The Society has currently more then 1100 members in 14 regional

chapters

® The main activity of the Society is to provide patients, their relatives,
teachers, and medical staft with educational materials on various aspects

of bleeding disorders
® The Society releases booklets, films on DVD, newsletters (available both

on paper and in an on-line version)

® There is also a haemophilia web site in Polish:

® Since 2001 Polish web users with bleeding disorders have had their own
discussion group — at present there are more than 740 active membeE



http://www.hemofilia.of.pl/

Cooperation

® Creation of a web discussion group helped to start friendships and find pwh
ready to work for the Society. Thanks to high professional qualifications and skills
of those people it is possible to reach many goals of the Society such as
publishing booklets and DVDs, organizing meetings, writing petitions to the

authorities.
® We act according to the rules stated on our web site:
- be self-confident
- have confidence in your friends, share your ideas with them
- don’t be afraid to have bold ideas
- remember that together we can achieve whatever you wish

- keep looking for solutions




Consistency

® This is one of the rules of our Society. Once started, a matter
is followed by the Society until it is solved. Thanks to this we

have managed to achieve a lot.

¢ MoH must know that we shall never give up and that we shall

not stop until we have reached our goal.
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Actions taken to bring about the
Introduction of prophylaxis

® We have sent official letters to the authorities (MoH,
National Health Fund, Parliament,............ ).

About 500 various letters sent within the last 5 years to support the
idea of better treatment (it could get into the Guinness Book of
Records)
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Actions (2)

* For our actions we have obtained support of
international bodies (World Federation of Hemophilia,

European Haemophilia Consortium).
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Leczenie hemofilii weiaz kuleje
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40 proc. dzieci z hemofilia nadal nic korzysta z profilaktyki, bo Ministerstwo Zdrowia
zapomnialo o refundacji drogich igiel i wezykow. Resort zapowiada radykalne zmiany,
ale lekarze i pacjenci boja sic. ze bedzie jeszeze gorzej

IMPROVING DELIVERY OF HAEMOPHILIA CARE
IN CENTRAL AND EASTERN EUROPE

Westin Hotel, Al. Jana Pawla Il 21, 00-854 Warsaw, Poland

Friday, 27 March 2009, 14:00-19:30
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Potowa dzieci z hemofilig nie ma
dostepu do terapii profilaktycznej

W Polsce ok. 50 proc. dzieci z
hemofilia ciagle nie ma dostepu do
leczenia profilaktycznego, ze
wzgledu na duze koszty
oprzyrzadowania potrzebnego do
podawania lekow - mawity matki
matych pacjentow ze Stowarzyszenia
Chorych na Hemofilie na konferencii
prasowe] w Warszawie. Jak
przypomniat prezes Polskiego Stowarzyszenia Chorych na Hemofilie
Bogdan Gajewski, profilaktyczne leczenie hemofilii zapobiega wylewom
krwi do miesni | stawow, a tym samym chroni dzieci przed kalectwem.

Jak przypomnij PAP 30.03.2009
Bogdan Gajew
do miesni i sta
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System opieki nad chorymi na hemofilie
w Polsce odbiega od europejskich
standardéw

Leczenie hemofilii w krajach Europy Srodkowej i
Wschodniej, w tym takze w Polsce, odbiega od
standardéw wyznaczanych przez swiatowe i
europejskie organizacje, takie jak European
Association for Haemophilia and Allied Disorders
(EAHAD), European Haemophilia Consortium (EHC) i World Federation
(WFH).

Do podstawowych probleméw chorych naszej czeéci regionu naleza bra
najnowszych terapii, niedostateczne leczenie chorych z inhibitorem czynnika krze
brak kompleksowego programu opieki, uwzgledniajacego m.in. potrzebe rehabilit

Odpowiadajac na najwazniejsze proble
hemofilie w Europie, 27 stycznia 20C
Europejski przyjat dokument "Europe:
Haemophilia ~ Care",  wypracowany
europejskich  hematologéw,  ktdry
podstawowych zalecen dotyczacyct
osobami chorymi na hemofilie. Wéréd n
postulaty, ktérych  wprowadzenie
zapewnityby wszystkim chorym w Euro
wszechstronne leczenie, a takze znacz:
stan ich zdrowia i jakos¢ ich zycia.

- Dysproporcje w leczeniu hemofilii w
paristwach Europy sg niepokojaco ¢
krajow Europy Srodkowej i Wschodnie
problemamij, ktorych od lat nie
Zachodniej - méwi Brian O'Mahony, cztonek EHC Steering Committee, prezyder
1994-2004, prezes Irish Haemophilia Society.

dostepu do leczenia
profilaktycznego, ze
wzgledu na duze koszty

' oprzvrzadowania
potrzebnego do podawania
lekéw - méwity matki
matych pacjentéw ze
Stowarzyszenia Chorych na
Hemofilie na konferencji
prasowej w Warszawie.
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Jak przypomniat prezes
Polskiego Stowarzyszenia
Chorych na Hemofilie Bogdan
Gajewski, profilaktyczne Ponadio, femnci byl

Obradowato Europejskie Konsorcjum Hemofilii

- Profilaktyczne leczenie hemofilii zapobiega wylewom krwi do migsni i stawdw, a tym samym chroni dzieci preed kalectwem - prypomniat | Towarzystwa
Hogdan Gajewski, prezes Polskiczo Stowarzyszenia Chorych na Hemofilie podczas piatkowej (27 marca) konrencji.

Zorganizowano j3 w ramach polskiego spotkania European Haemophilia Consortium (Europejskiego Konsorcjum Hemofilii).

Spotkanie dotyczyto doskonalenia sysiemu opieki nad chorymi na hemofilig w Europie Srodkowe] | Wschodniej. Oméwiono na nim min 10 | S
najwasnicjszych zalecen w leczeniu i opicee nad pacjentami z hemofilia, kitre zostaly przyjete przez Parlament Europejski 27 stycznia 2009 [SOW,  prionéw
roku. Wytyezne te napisal zespol 45 lekarzy - ekspertow w dziedzinie hemofilii 2 19 krajow Europy. vCID). Dla

¢ do leczenia chorych na rézac postaci hemofilii
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leczenie hemofilii zapobiega wylewom krwi do migsni i stawow, a tym

samym chroni dzieci przed kalectwem. - Wprowadzenie tego leczenia w
sierpniu 2008 r. dla dzieci do 18. roku zvcia bvto duzym krokiem naprzod -
podkreslil. - Ale ze statystyk Ministerstwa Zdrowia wynika, ze ciagle nie
korzysta z niego az 50 proc. dzieci - dodal.

- Wprowadzenic kczenia w sierpniu 2008 ¢ dla dzieci do 18. roku Zycia bylo duzym krokiem napredd — méwil Gajewski, ak e statystyk
Ministerstwa Zdrowia wynika, 2= ciagle nie koreysta z niego a2 50 proc. driect

Wedlug Gajewskiego, gléwna preyezyng tego sa wysokie koszty (400-500 zhotych micsiecznic) zakupu ospreetu, takiego jak igly. plyny
adkazajqce, gaziki, kidre s3 niezbedne do podawaria matym pacjentom czynnika krepriecia (przez tzw. port naczyniowy)
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Actions

° Organizing informational campaigns via the media

about 50 clips were presented on TV (public stations and commercial channels)

during the last 2 years

numerous articles in newspapers and magazines.
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Actions (4)

® In order to obtain support for the introduction of
prophylaxis for children we launched a petition to be signed

on the Internet.

* Support of celebrities, esp. actors.




Last minute information:

On 26th September 2011 the Minister of Health signed the new

National Programme of Haemophﬂia Treatment for the years

2012-2018
® The level of 6. 1.U. per capita
® Creation and development of HTCs

® Wider access to recombinant factor concentrates




Thank you for your attention

Bogdan Gajewski, Warsaw, Poland
e-mail: bogdan. gajewski(@gmail.com
Mobile phone: +48 605 180 127
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