Central & Eastern European Genetic Network



CEE GN Is a coalition of patients,
family support groups and
individuals, working together with
scientists and industry to support
people with common and rare
genetic and congenital conditions
and their families in countries of
Central and Eastern Europe.



CEE GN was founded in October 2003 Iin
Cavtat, Croatia, at a meeting where
representatives from 8 central and

eastern European countries were present.




CEE GN Is focused on
understanding the common
needs of patients with genetic
diseases and their families In
order to improve the medical care
these patients receive consistent
with the level received In other
European Union countries.



CEE GN network currently counts
alliances of national patient organisations

and individuals in 8 countries:

e Poland

e Hungary

« Czech Republic

e Slovenia

 Bulgaria

o Ukraine

e Croatia

e Serbia & Montenegro



CEE GN looks for new members
within patient/parent
organizations, individuals who
wish to set up a patient
organisation as well as scientists
and scientific groups and
Institutions from Central and
Eastern European Countries.



More information at:

http://lwww.ceegn.org/



Our soeciety Is giving|a newsletter every 4
months, we alsoe public and propagate
prechures, leaflets and informers aboeut MPS
and related diseases and quarterly The
General PolishInformation Bulletin, where we
print all' mfermation about treatment of MPS

effects andipossibilities ofi treatment and
PrOQrESS In researches, provided by scientists
all around the werld; Information abeut
families living witht MPS and| thelr troubles
and needs; Iow advices efc.




We buy and lend rehabilitation equipment for
oul patients, for example:aspirators, anti-ned-
Sores maittresses, inhalers: etc. We help
families to buy diapers, tidiness means, and as
much as we can we give the financial support
for families i really bad financial'conditions.




Ini January 2001 we applied fo the Ministry of
Health in the followihg matters:

To register MPS as a chronic disease,
10 fund the treatment forr MPS I,

o get a special medical care for children
affected by rare and uncurable diseases,

> 10 take over disabled children and their
families as a governmental programme
of early intervention.




Uniil 2003 every: few weeks we have sent
remainders in these matters without an
effiect. Since April 2003/ we started hard
negotiations with Ministry of Health, they

lasted until September. And thanks to it
we finally have got: the permission for
funding treatment: MPSI T Hurler.




We wouldn't gefi ifi without; the great support;
from wonderful people like: Prof. Tylki
Szymanska, Prof. Grzegorz Wegrzyn, Prof.
Anna Dobrzanska - The National Consulfiant
in Paediatrics, The spokesman of: children

and patients rights, The Commissioner of
Matters of Disabled People.

But the most effective help we have got
from television, press, radio. Every day: they.
have emitited materials about; problems; of
MPS; children.




Currently in Poland fhere are 11 diaghosed
and fireated children with MPS I. Surely it is
the reason to be happy, buf it is only one
point from our list ofi expectations, we still
have three more points to do, as well as
rearrange the social care for children and
families, who) live with rare genetic diseases.




Unfortunatelly untill foday we have not
received any answer: for our application
forms from the government:




Our’ Society: isi doing everything fio improve
the way of life of people affected by rare
diseases. We will do as much as we can to
help them to get treatment, high-
professional medical care and social care..




I would like to pay: attention how much
important; is organizing meetings and
conferences, connected with ftreatment of

rare diseases. We really care about
spreading the knowledge about; treating,
helping and' taking care of people affectied
by:rare genetic diseases.




Tihe knowledge about that topic is hot good
enough to effectively treat the results of
these diseases.

I am very glad I had an opporiunity to
introduce the situation of Polish National MPS
Society and problems of children living with
MPS in Poland




