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About Korea

e Location: Eastern Asia
e Population: 49,044,790

e Capital: Seoul\ |

Age structure
0-14yrs: 17.4%
15-64yrs: 72%
+65: 10.5%

e GDP per capita(PPP)
$27,000(2008 est.)
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Image of Korea
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Major health statistics in Kor | ::
O
Measure Korea |OECD A
verage
Population | % of total population, 65 years older and over 9.5 14.6
Age Fertility, children per women aged 15 to 49 yrs 1.13 1.65
Acute care beds, density per 1,000 population('05) 6.6 3.9
Healthcare Re | CT scan_ners per_rpillion popu_lation/ 33.7/13.6| 17.9/8.9
sources MRI units per million population
Practising physicians, density per 1,000 population 1.7 2.9
Healthcare Ut Doctor’s consultations per capita(‘05) 11.8 /7.4
TT— Average length of stay for acute care, all conditions
ilization
atio (daye) (‘03) 10.6 /.2
Health Infant mortality, death per 1,000 live births(’02) (5.3 6.1
Status Life expectancy, total population at birth 79.1 78.9
Health Total expenditure on health, % GDP 6.4 9.1
: Pharmaceutical expenditure, % of expenditure on
Expenditures health('05) 26.2 17.8

Source: OECD Health Data 2008



Health security system in Kor
ez

e National Health Insurance (NHI) Program

Covers 96.3% of the entire population

Funded by contributions(85.5%) & government subsidies(1
4.5%)

Coverage: abo

(— out of pocket:40%)

Introduce the subsidy progr
am on medical expenses for
rare disease )

e Medical Aid Program
For low income households

f the total population

Funded by central & local government



Epidemiology on RD in Korea

e Definition

e Diseases which affect small population (< 20,000)
without appropriate treatment and substitutional
treatment modalities. (by the KFDA official notice)

e Estimated patients

o 335, 500 patients according to the NHI data (FY2
006, limited to 89 diseases category)



Epidemiology on RD

e Diseases Category
NHI data, 2005



Public health policy on RD iIn
Korea

» Non-profit organizati Subsidy on the medi 1st Research period:
on cal expenses 1Apr08 ~ 31Mar12
 Supported by KFDA Information center ( Fund: 8 Billion Won (

 Supplies the medicat Helpline) 5.5 million USD)
ions for rare disease Organize the referen Basic research
S ce centers Clinical Research Net
Research work



Genetic and Rare
Disease Center




Subsidy on the medical ex

penses on rare diseases

From 2001
111 disease group
Subjects: relatively low-income families

Budgets: 43,200 million won(29,682,593 USD)

Year 2001 | 2002 | 2003 | 2004 | 2005 | 2006 | 2007 | 2008 | 2009
Budget

'J 22,641 | 21.992 | 26,302 | 28,533 | 35,274 | 39,054 | 39,124 | 37,511 | 43,200
W(million)

Person | 7115 | 7516 | 7,686 | 8,274 | 13,309 | 17,700 | 21,000 | 24,500 | 25,000
Diseases 4 6 8 11 71 89 | 111 | 111 | 111

(number)




Helpline is... (from 2006)

Provide information on rare diseases to the public

Disease informa
tion (Booklet & onli
ne)

Patient Organiz
ation

Online Couns Hospital inform

eling Statistics ation

(Prevalence rate

)

( Nationwide DB for rare diseases )







Reference Centers (2006)
e 3 regional hospital -E_

e Purpose & Role ) . Early diagnosis
Regional

Organize regional ne gy - Cfiective patient
twork

Enhancing the geneti . Counst(_eling
: Geneti - genetic
C cou nsellng - spgciglist & flu
! - subsidy
Educate the public a S Erearier

nd health profess'on .....................................................

als * Public Edu.
- » Patients
Educat
Research L L paramedic

* Professional




Chungnam National University Hospital

Chonnam National University Hospital

/

Inje University Pusan Paik Hospital



Research

e Support of the basis of Research

Establish clinical research consortia for rare disease
S

Organize the clinical study network

Web based registration system of patients with rare dise
ase

Establish Korean Mutation Database
Online tissue bank for rare disease

e Intramural research
Congenital anomaly
Epidemiology




Current issues in Korea

e No rare diseases & orphan drug legislation
Barrier to implement RD program

Efforts to pass the legislation on RD & orphan drug

e Lack of national plan for RD
Limited to the subsidies for patients in health policy on RD

Establish the national plan for RD

e Insufficient specialist
Support clinical research networks

e Support co-operative research activities on an intern
ational basis
Epidemiology
Clinical trials



Genetic and Rare Disease Center
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