7. Organising social activities and promoting a
healthy life, including: trips in Slovenia and
abroad, organised social activities, experience
exchange between members, hiking, participating
in international sport’s competitions of
transplanted patients.
8. Information system, internet, web page
www.drustvo-bkb.si, giving advice on the phone,
through e-mail or in person to both patients and
their relatives.
9. The Day of Patients, providing information on
blood diseases - each October.

We participate in solving current problems of
patients with blood diseases. We support the work
on getting more stem cell donors. We cover the
costs of donors’ tissue typing. Since 2005 we have
been trying to solve the problem of insufficient
room capacity at UMCL, Department of
Haematology. In cooperation with other
haematology associations we have strived for an
immediate solution and to have the department
relocated to another building, which should take
place in spring 2013. Since 2002 we have
attempted to achieve that patients be given the
status of a “stem cell transplantation patient”
which would acknowledge that a patient has
suffered a certain amount of physical damage as a
result of the transplantation.

In the years since our association was established
we have tried to carry out all our programmes, to
unite all patients, to offer moral, psychological
and financial help to those who need it. We are the
only ones who know what it feels like to be faced
with a potentially deadly diagnosis. It is of
outmost importance that in such a time a person
has someone to lean on, someone who has already
walked down the same road.

Association of Patients with
Blood Diseases
Slovenia

We have always taken the time to listen to anyone
who might need our help and advice, and intend to
continue our mission in the future.

Majda Slapar
Chairperson

Contact info:
Association of Patients with Blood Diseases
Slovenska cesta 30, 1234 Mengeš, Slovenia
mobile: +386 31 649 735; +386 41 649 735
e-mail: info@drustvo-bkb.si
web page: www.drustvo-bkb.si

The Association of Patients with Blood Diseases
was established in December 1995 on the
initiative of patients, previous patients and
medical staff at the University Medical Centre
Ljubljana (UMCL), Department of Haematology.
The members of the association are patients,
previous patients who have had bone marrow
transplant, their relatives, friends and medical
staff. The first and foremost goal of the
association is offering help to patients and their
relatives so that they can overcome difficulties
faced with during their illness, their treatment and
after the treatment, even more so when it comes to
bone marrow transplant either at home or abroad.
We offer support, encouragement, advice and
provide company to the patients who find
themselves on the path we have managed to walk
successfully. Another important role of the
association is informing the patients about the
illness and spreading the news about the problems
patients with blood diseases encounter.

In the years of its existence, the association has
gained the status of a humanitarian association of
chronic patients and the status of an association
that operates in the name of public interest of
health care. Both statuses have been awarded by
the Ministry of Health, the Republic of Slovenia.
The association is registered as a humanitarian
association at the Administrative Unit of the
Municipality of Domžale. Its headquarters are in
Mengeš, 30 Slovenska cesta. The association is
financed by the Foundation for Funding Disability
and Humanitarian Organisations of Slovenia
(FIHO), annual membership, donations and
sponsorship, tax donation and individual
donations. It operates according to the Law on
Associations of the Republic of Slovenia.
It is an independent association that comprises
400 members from all over Slovenia and operates
on the state level. Our members are patients who
suffer from one of the blood diseases.
When FIHO Foundation awarded us the funds for
the first time in 1998 we set up a programme that
is regularly carried out, enriched and expanded
according to the needs of the members and current
situation. Since the beginning our primary wish
has been to help our members with their medical,
social, financial and work rehabilitation.

Programmes carried out by our association are the
following:

once a week and is there to answer any questions
patients might have.

1. Prevention programmes that promote a
healthy way of living, improve the quality of
life and prevent negative consequences of
treatment. We co-finance medical treatment and
physiotherapy, thus enabling all our members,
previously patients themselves, the possibility of
such treatment that helps them retain their gained
health.

5. Publishing texts, other publications and the
association’s newsletter, where patients can find
information. Twelve years ago we published two
texts, namely Adult Stem Cell Transplantation and
Treatment with the Stem Cells of an Unrelated
Donor. Later on we published two more booklets,
The Association of Patients with Blood Diseases –
the Beginning and Our Work, and Twenty Years
of Stem Cell Transplantation in Slovenia – The
Day of Patients. On our fifteenth anniversary in
2010 we published a book where our beginning,
development and successful work were presented
in 210 pages together with many pictures from our
trips and personal stories contributed by our
members. We organise seminars on hematologic
diseases, psychological support to patients and
their relatives, we inform patients about their
rights when it comes to medical and retirement
insurances, we participate and help organise days
for patients and publish texts from relevant
lectures.

2. Social programmes for socially, financially
and medically deprived patients and their
relatives, including: Social relief for individuals
and groups; One-time education grants for our
members’ children; Helping socially deprived
families during and after treatment; Work and
social rehabilitation programme; Visiting patients
and giving presents at Christmas time to those
hospitalised at the University Medical Centre
Ljubljana, Department of Haematology and the
Division of Paediatrics - University Children’s
Hospital; Supporting patients in other activities
that ensure and encourage better health during and
after the illness.
3. Co-funding the treatment of the effects of
stem cell transplantation. Helping to pay
medical services that are not covered by the health
insurance but improve the quality of living
tremendously.
4. Programme Patient to Patient, offering
psychological support and advice to patients. To
help overcome difficulties patients must face
when dealing with their illness, one of our
members, a previous patient, comes to UMCL

6. Participating in international organisations.
We have become members of the Myeloma
Euronet – European Network of Myeloma Patient
Groups. We attend the annual EBMT (European
Group for Blood and Marrow Transplantation)
meetings. On the initiative of the European
Patient’ Forum, with its headquarters in Brussels,
the Association of Patients with Blood Diseases
became a member of the European Registry of
patients with blood diseases in May 2011.

