NEERVEERES SN 1015

Rm 101, G/F, Lai Huen House, Lai Kok Estate,
Cheung Sha Wan, Kowloon

T (852) 5528 9600

F (852) 2708 8915

E info@rdhk.org

W www.rdhk.org

F www.facebook.com/RareDiseaseHK
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(2) BE#EER [RERT(EE) FOMRE : 012-740-2-010764-4]

Donation methods:

(1) Crossed cheque [payable to “Rare Disease Hong Kong Limited”]

(2) Direct deposit [Bank of China (Hong Kong) A/C no : 012-740-2-010764-4]
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Established in December 2014, Rare Disease Hong Kong
(RDHK)', formerly known as the Hong Kong Alliance for
Rare Diseases, is a charitable institution recognized by the
government (ref. no.: 91/16233). It is the first patients’
group in Hong Kong comprising cross-rare—disease
patients and their families with the support of experts and
academics in the field.

We represent patients and caregivers, aiming to improve
related policies and services, promote public education on
rare diseases, and strengthen the community’s support for
patients in order to ensure equal respect and protection for
patients in terms of fundamental rights such as healthcare,
social support, education and daily needs.
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Rare Disease Hong Kong is a
member of The Hong Kong Pohcy
Council of Social Service and Advocacy
The Hong Kong Joint Coufeil
for People with Disabilities.
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What is a Rare Disease AN | with Rare Disease and their Caregivers
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United States: Condition that affects
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Rare diseases are generally referred to as Taiwan: Affecting less than 1 in 10,000 people

low—prevalence diseases, which cover most of the
genetic disorders, rare infectious diseases, autoimmune
disorders and rare cancers. About 7,000 rare diseases

o BAE BEABDRAOOCN%MIEE * The function of various organs of the patients

Japan: Less than 0.1% of the population |

may gradually decline and eventually become
being affected

are discovered so far?. It was estimated that one out of

| permanently disabled.

15 persons and 400 million people worldwide could be &HE TS BAREEL ¢ Most rare diseases are incurable, and medications
affected by a rare disease®. | Hong Kong: No definition by the government | can only relieve symptoms.

* The high drug prices lead to heavy financial burden
| for patients and their families.

e Caregivers have to face chronic physical and
| emotional stress, but lack social support.
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e Chronic and degenerative, some may be
2 EAOR : IDEEWER EHFRAINGT/16-17 ‘ disabling and life-threatening |

Source of information: Legislative Council Secretariat Research Office INO7/16-17 . .
e Difficult to diagnose and treat
S AR : MR Priority Medicines for Europe and the World 2013 Update ‘ e Limited cases and clinical data |
Source of information: World Health Organization—Priority Medicines for Europe

and the World 2013 Update ‘ ¢ Insufficient awareness among health professionals |




