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BACKGROUND

The specificities of Behçet’s disease (BD) and its impact on patients and on their
families suggest the need that a specific educational programme dedicated to BD
could improve the knowledge and promote the active involvement in the
therapeutic decision-making process. Recently, BehçeTalk, an educational program
tailored for patients, families and caregivers living with BD, was launched in Italy.
The aim of this work is to share good practice in patients’ education in BD to
disseminate this initiative across the scientific and patients’ community.

METHODS

RESULTS

Thanks to the organisation of co-designed educational programmes such as
BehçeTalk, patients and families living with BD can bring an important added value
in their empowerment, resulting in both increased awareness and improvement of
their participation in care.

CONCLUSIONS
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The educational programme produced a wide range of positive
feedbacks from the patient community that reported a
significant benefit in their coping strategies and in better
involving their caregivers and families in their journeys.
Different new initiatives were requested by patients and
families after the first edition of BehçeTalk: a narrative
medicine laboratory was organised and a new edition of
BehçeTalk in English will soon be launched to improve the
accessibility of the educational programme.

BehçeTalk, co-designed with BD
patients and caregivers, offers
educational webinars on different
aspects of the disease, as well
support groups for patients and
caregivers coordinated by a
psychologist with expertise in BD.
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Some of the topics addressed in the programme include quality of life, workability,
sexuality, self-management, adherence to treatment, pregnancy and family
planning. Moreover, some of the major points discussed in the patients’ support
groups are related to the ability to heal the “wound” resulting from the BD
diagnosis, interpersonal and social relationships; notably, for BD caregivers being
parents/partner/siblings of a BD patient represent the most frequent challenge.
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