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Rare Disease Management
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Singapore

e Size :7.19 square km
Population : 5.54 million
 Annual number of newborns : 42,185 (2015)
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Singapore

Population Density m

Persons Per
Square Kilometre

7,800 - >
7,697
Total 7,600 -
Population
- in 2015 (Mid-Year)
Citizens 7,400 -
61%
7,200 -
Residents 7,000

71% 2011 2012 2013 2014 2015
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Singapore

Ethnic Composition of the Resident Population, 2015

Total Resident
Population:
3.9 Million
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Singapore

* Primary healthcare
* 8 public hospitals
* 2 clinical genetics department
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Healthcare funding

Y

Affordable Health Care
Up to 80% at public healthcare
institutions

rlm'stmal Savings )

Med isave To pay for smaller healthcare

S+3Ms - MediShield Life ( gasic Hoalth insurance

(and other | Tohelp with larger hospital &

= healthcare bills
insurance) |

AN

S\

( satety Net
Medifund | Toprovide help to needy
Singaporeans

.
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Definition of rare disease

* Orphan Drugs exemption order ( 1991)

Rare disease is defined as a life-threatening
and severely debilitating iliness affecting less
than 20,000 persons
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Challenges in definition

No local data
Not linked to subsidies or support
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Challenges in management

Clinical Diagnosis Management

suspicion

* Too many * Improve * Accessto
specialists access to drugs/trials
- Fragmented testing * Poor
care - Knowledge outpatient
- Funding funding
e Educational
/ therapy
support
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Next steps for Singapore

* Local data — genetics registry and rare disease
impact study

* Increase public awareness — patient groups
e ? Expand newborn screening panel

 Compulsory Education Act for special
education (2019)

b e
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