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My Feeling of being a Hero

Min-Chieh Tseng
Co-founder, Taiwan Foundation for Rare Disorders

Dean, College of Social Sciences, National Taipei University

In 1998, when [ started to advocate for the right of patients with rare disorders
in Taiwan. I know that I can get it done, but I don’t know “when” I can succeed.
The reason is that even though we were doing the right thing, and many people
would like to help, they lack the knowledge of “how™ they can help. It means that
we need to prepare for a plan, which makes it simple for our supporters to choose
the suitable way of supporting, in terms of donation, volunteers, ideas, friendship,
or connection. The more we can get from the society, the more we can influence
the government through advocacy as well as to provide services to patients.

Thus, I always believe that both “Advocacy” and “Service” are two major
purposes for patient groups.

For advocacy, I know that the target is the “Government,” because only
government has the resources to solve the difficulties faced by patients. However,
“Advocacy” is a long way to go, and we need “impatience of the patient.” We are
impatient for the reason that life might be so short for rare disorders. Also, we need
to be patient because the social structure is hard to be changed. So, it means that
we need a “strategy” to influence the government.

For service, as a leader of Taiwan Foundation for Rare Disorders (TFRD),
I emphasize those social services rather than medical services. Considering the
following situations: there are several thousand kinds of rare disease in the world;
an effective orphan drug might take more than 10 years to be developed or even
longer; while only few orphan drugs have been developed; the price of orphan drugs
are also too expensive for patients. Based on those information, you can tell, most
of the patients we serve might have no effective drugs or treatment developed until
very late in their lives.

TFRD has about 6,000 patient members now. Unfortunately, 1,000 patient
members have passed away in the past 20 years. Without effective treatments, our
patients still need friends, love, family, marriage, fertility, recreation, education,
employment, counselling, and so on. That’s why we provide a comprehensive social
service programs for patient and their family.

Finally, I would like to share this award with my partner Serena Wu, with
TFRD, with Taiwan, and with those who have helped us to do the right thing.
Thanks for this award.
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