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EU REGULATIONS ON RARE DISEASES
MEDICAL EDUCATION (PRE- & POSTGRADUATE)

COUNCIL RECOMMENDATION of 8 June 2009 on an action
In the field of rare diseases (2009/C 151/02):
THE COUNCIL OF THE EUROPEAN UNION (...)
HEREBY RECOMMENDS THAT MEMBER STATES:

17. Gather national expertise on rare diseases\goubrt the pooling of
that expertise with European counterparts in oraupport:

(a) the sharing of best practices on diagnostic tooksnd medical care
as well aducation and social care in the field of rare disess

(b) adequate education and training for all health proéssionals to
make them aware of the existence of these diseaseas &f resources
available for their care

(c) the development ofmedical training in fields relevant to the
diagnosis and managementof rare diseases, such agenetics,
immunology, neurology, oncology or paediatrics




BOLOGNA PROCESS
ASPECTS RELEVANT IN THE FIELD
OF MEDICAL EDUCATION

Currently47 signatory countriessince 1999

Opportunity for raisingtandardsandconvergence
across Europe

Quality

Diversity

Innovation

Resources

Mobility for students and staff

Transparency of qualifications:

Comparablalegreesthree-cycle structure (e.g. bachelor-
master-doctorate) — difficult to implement in M.D.
programmes...



MEDICAL CURRICULUM IN POLAND
ASPECTS OF RARE DISEASES

Everymedical specialtyhas itsmore andless common
diseasedncluding alsovery rare

... but where M.D. studentearn mostaboutrare
diseaseg3 main subjects...)?

Biochemistry — ,,enzyme-centric” approach...

Genetics/Medical Genetics- focus on genetic basis &
symptoms, not necessarily treatment...

Paediatrics —very wide field...
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FACULTATIVE CLASSES ON CF
DESIGN

Students maychoosefacultative classess each year (1-4
ECTS points depending on year)

CF facultative classes available initially for WI- year
students, now llI-IV

About 50 students participateeach year since 2005
One week — integrated approach, all aspects!

Lectures given by specialists in the following aspects of
CF: pneumonology, gastroenterology, ENT, genetics,
psychology, nutrition, CF complex care, role of NG@

Clinical practice — history taking and examination



FACULTATIVE CLASSES ON CF

POSSIBLE IMPACT ON QUALITY OF CARE IN RARE
DZS
Higher awarenessand better knowledge amongfuture
medical professionals:
effects will be visible in their future work
decreasing time between firstsymptoms and the final
diagnosis
patients initially present to General Practitioners- young
doctors often work part-time in GP / family medelhER —

they may help In recognizing symptoms and refering
patients to specialists

Involving medical professional in rare diseases -related
projects (research / awareness / social / policiimga



PROJECTS TO INCREASE AWARENESS
ROLE OF NGOS / PATIENTS’ ORGANISATIONS

CF awareness campaign — National CF WeePolish
Cystic Fibrosis Foundation MATIO, Krakow, Poland)

Adressedto general public. posters / TV / radio / Internet /
press / volunteering activities / consultations vafiecialist

In 2004 — combined with lectures for medical studentst 8
out of 11 medical universities in Poland — ,Defe&’C
student project organized in cooperation with IFMBéland

Qutcome:

Steady increase in awareness (,have you heard about
CF?”) over the years

Students who participated in lectures — better rests in
CF-knowledge questionnaire



PROJECTS TO INCREASE AWARENESS
ROLE OF NGOS / PATIENTS’ ORGANISATIONS
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PROJECTS TO INCREASE AWARENESS
ROLE OF NGOS / PATIENTS’ ORGANISATIONS

"I have not heard of"' trendine = -0,068*x+0,79
"I have heard, but | did not participate" trendline = 0,049*x+0,16
"l have participated” trendline = 0,019*x+0,026
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CONCLUSIONS

Medical education i1s crucial in the field of rare
diseases — to make professionals aware of existence
and resourcesavailable in rare diseases

Facultative classes are a _novel way of improving
guality of care in rare diseases in a long term

NGOs and rare diseases patients’ organizations may
effectively work for _increasing awareness =
educating the general public as well as people
affected by rare diseases and their families




