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Introduction

Due to the efforts made by Taiwan Foundation For Rare Disorders (TFRD), rare diseases
and inherited conditions have drawn more and more attention in Taiwan. To improve the
service of Chinese version genetic diseases database and online genetic counseling, the group
of Department of Medical Genetics in National Taiwan University Hospital has carried out
project to maintain the “Genes-at-Taiwan” website since 2005. This year, we keep updating
the disease and testing database to provide a convenient and easy testing access for visitors,
also add article of molecular technigue. To integrate the rare disease related information, we

setup the drug database. Expect user can get convenient experience in this web.

Methods

We invited several medical specialists to collect the latest information of rare genetic
disorders and medical genetics and write articles on the “Genes-at-Taiwan” website. We also
help TFRD to write disease leaflet. Simple genetic online genetic counseling has also been
provided. We maintain our website regularly and make online-user-survey to provide a stable
and practical service. Computer engineer help to maintain website function, debug, SEO and

setup the drug database.

Results

This year, we setup the drug database and update 40 pieces of drug information. We
expect it can provide more useful information and reduce search time on the other websites.
So far, our disease database has been gathering translated articles in 310 diseases, 639 testing
information, 287 pieces of news and 2 testing technique. Among these, 7 rare diseases, and 51
pieces of testing information have been completed this year. We also help TFRD to review 3
disease leaflet. Online genetic counseling is provided via email: genehelp@outlook.com and
Facebook, this year 33 replies have been made. Most of our users are satisfied with the

contents and interface, with rate 93.5%.
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Conclusion and Discussion

Under support from TFRD this year, we’ve coordinated with genetic specialists and a
programmer to update the latest information of rare diseases, testing information, drugs
information, provide prompt advice in genetic counseling, and also maintain the function of
“Genes-at-Taiwan”. In the future, we will keep working on building the website meeting more

users’ needs.

Keywords: genetic disease, on-line genetic counseling, rare disease databank, rare disease

testing databank, rare disease drug databank, Genes-at-Taiwan
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Kleefstra Syndrome
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Fabrazyme

BN EmE : Fabrazyme

PN EmE AT IR ST
Zpk5 : Agalsidase beta

BIRIE S  BREHE . 35 mg/vial
HEE :
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Taiwan Rare Disease Database: Gene-at-Taiwan
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*Department of Medical Genetics, National Taiwan University Hospital, Taipei, Taiwan
Taiwan Foundation for Rare Disorders, Taipei, Taiwan

Pivar . i

Introduction

“Genes-at-Taiwan” is a straightforward and easy to understand website that provides introductory information on rare diseases in Chinese. It
turns professional medical terms into up-to-date educational materials about genetic diseases with precision. The following also can be found on
the website
« Update on management of inherited diseases
« Information regarding genetic testing
« Latest technology of genetic testing
+ Online counseling service.

This wehsite aims to improve the patients’ and caregivers’ guality of life by providing sufficient information about the disease. On the other hand,
we also would like to support the healthcare professionals and genetic counselor in improving the management of genetic disorders in Taiwan.
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