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Az angol nyelvii el6adas tartalmi 6sszefoglaldja: In this talk, I attend to care and vulnerability as theoretical
categories used in scholarship in bioethics, feminist ethics, and the social sciences to examine people as vulnerable.
Specifically, I draw from my ongoing ethnographic research among people with rare diseases, their caregivers, and
various stakeholders in Poland and beyond. Rare diseases constitute a large and heterogenous category of diseases.
Diversely defined and individually and geographically dispersed, rare diseases affect large numbers of people in
total, including about 30 million individuals in Europe. Policy documents and patient advocacy scholarship
highlight the vulnerability of people with rare diseases and their caregivers. Despite being recognized as a global
healthcare priority and attracting the attention of international organizations, such as the United Nations, people
with rare diseases continue to experience inequality and different forms of structural vulnerability on a global scale.
Nevertheless, despite the recent surge in anthropological and social science scholarship on rare diseases, medical
anthropology has largely overlooked the vulnerability of people with these conditions, failing to provide them with
critical, context-sensitive, and comparative attention.

Dr. Malgorzata Rajtar a Lengyel Tudomanyos Akadémia Filozoéfiai és Szocioldgiai
Intézetének docense, a Ritka Betegségek Tarsadalomkutatasi Kézpontjanak vezetdje.
Kutatasai az orvosi antropologia, az egészség és betegség szocioldgidja, valamint az
etika metszéspontjaban taldlhaté témakra iranyulnak, kilonos tekintettel a ritka
(anyagcsere)betegségekre, a helyi biologidkra, az orvosi beavatkozasokra és a
sebezhetGségekre. Néprajzi terepmunkaja soran azt vizsgalja, hogyan birkéznak meg
az egyének és a csalddok a biomedikalis bizonytalansaggal, a diagnosztikai
eljarasokkal és az egészségpolitikaval Lengyelorszagban, és ezzel sszehasonlitva
Finnorszagban. Korabbi kutatasaiban a vératOmlesztés visszautasitisat vizsgalta a
Jehova tandi kérében Németorszagban.
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