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® Factors aifecting balance of population
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€. GUCH population

« At birth : 6 ~10 per 1000 live birth

« Natural Survivor at puberty (Presurgical era)
: 9~15%

« Natural & Unnatural GUCH Survivor

(Surgical era) : over 85 %

USA : over million now,
Korea : ca 150,000 ~ 200,000 ??




®. New GUCH patients; Toronto

* No. of patients
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Gatzoulis MA et al ; Heart 1999;81:57-61
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Valvar PS: MPA dilatation presenting as
Mediastinal masy’




39 yrs old, male

Compltet heart block CATCH 22

Lt. Isomerism TOF/Mental retardation
IVC interruption




®@-¢. PA with VSD
Staged Rastelli op
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s/p TOF / LPA stenosis, LPA restenosis & PLE




| 37 yrs old, male l
s/p Corrected TGA/VSD/PS

with “residual VSD & conduit stenosis”




®. Tittle girls will mothers be !!
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PDA with Eisenmneger  Differential cyanosis




. Ulinical proiile of SMC GUCH 2007

No. off Patients: 256(female 549%)

No. of patients
/f . -

16-19 20-29 30-39 40-49 50-59 >60 (Age)

'Natural survivor' 'Post op.' Survivor

Total No. of Case 91 168
Need specific care* , n(%) 48 (53%) 112 (66%)
Need admission**, n(%) 39 (42%) 42 (25%)




PS

TOF

LVOTO

CoA

PDA

Eisenmenger syndrome

TGA

© 0o N oo o b~ w N P

=
o

36.8%

17.0%

14.0%

7.0%

PA 4.6%
TGA 3.5%
Ebstein 2.7%
PS 2.3%
AVSD 1.9%

Others: Eisenmenger (7.0%),
Marfan(5.8%), AV fistular(0.7%)

-

Heung Jae Lee, 2009




*. Disease severity

Distribution (SMC 2007, N=256) _ _
: Maximal 1 cardiac

operation or 1 cath.
Mod. more than 1
22.1% cardiac operation or 1
catheterization
persistent cyanosis,
<92% Sa02 at rest or
single ventricle physiology

High
14.5%




#. Surgical profile of ACHD patients

Total CHD cardiac operation , SMC, 2007. (n=517)

R}b- 13%

A

1st OP - 87?

ACHD o0p-22.4%
Pediatric op- 77.6%
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f Four major cardiologic concerns
" in GUCH clinic

e Arrythmia
e INnfective endocarditis
e Myocardial failure

e Pulmonary vascular diseas

r s/pVSD, 27yr/male

‘ ‘ ;._3’;) Igesidual VSD, CHB, PHT

Bkl ocar dial failure
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When should we do what for CHD ?
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. Ciinical impact of GUCH clinic

-]

f “missing follow-up” case
(1994~1996, SMC; n=53)

e

GUCH (n=7/121)  No GUCH(n= 46/108)

(33%)

** ' ost more than 6 months' cases
who need specialized care




*. Organization

Interdisciplinary approach !!




wwoid excursions and |.‘E;'\"-' ; XETCISE.
cards, letiers and small presents from  Her fingers and lips were swollen and tion affiliated in the United States
hundreds of Korean children and adults  blue The program has saved more than 500
who kpow her simplv as “grandma It marked the start of the 10-vear-old Korean chidren from congenital heart
But Hodges, from New York, isn't  open-heart surgery program of the {Eect, Which i mOst Cases are fatal
even a distant relative to any of them w@}:w s
She earned thew affection by giving the ‘b o
Koreans all from poor families, n !
by arranging free open-heart surge
the Umited States for them
Her life-saving started 10 yeuars ago
wtlv after visiting Koress in 1972, she
weard about a 12-year-old Korean girl
sufferng from a senous congenit 1l heant
|,‘: sorder
Immediately, she and her
then director of the Amercan I
Foundation {now the International Hu-
ssistapce Programs) began a
ol 1el .b|||.~i|', calls pnd letters o
fcharity org hions in the
Imted Stiates ‘-J.'LlLI""I.,‘ Asxist
convinced the Metrapolitan
1 Minneapolis to aceepi
¢ Rorean girl. She also arranged 4 visa,
an airline ticket and care for her during
her four- to five-month stav i the Un
Once. she {

needed support to walk and a daily Two cardiciopisss from M

seort to and from school. She had 10 heart disorder in Seoul
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Mrs. Hodges save over 3,30 oreaniith in 1970







ffers. vital open heart surgery
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Uanional Paediatme I—!.-\l;;;l'!--'

as performed s firstopens
Sart surgery.

The first patents
Eceiving the surgery
sterday were five-year-
lld Nguyén Thi Thao and
fguyen Thi Huwong Lan, 6,
oth of whom suffer from
ongemital heant diseases.
olh were reported in good
ealth following the

to-beconducted bj

esident doctors at the

Dspital, with the technical
it of the Koreans.

The hospital becomes
e fourth medical! facility in
i€t Nam capable of
erforming open-heart
brgery. Hospital director
guyén Thanh Liém said it
iould now regularly carry
bt the surgery on children
fith heart diseases, mostly
northern provinces.

The hospital will waive
bout 60 per cent of
peration fee for these
tients, Liém said.

It costs from VNB20
illion to 30 million to
pnduct an open-heart

gery on onc child.

It's estimated that about
per cent of Viemamese

Doctors at the Nalional Paediatric Hospital carry out open-heart surgery. — VNS Photo Thu Hodi

kind of surgery. in modern equipment over are Hi Ndi’s Viét Ddc
Li¢m said his hospital  the past two years. Hospital, Hu€ Central

hashad 1o train doctors and The other hospilals That

invest about VN :lizon ;—Fr{m m open-hean sureery







#. Barriers to healthcare access for ACHD

Failure to have guided transition from pediatric to adult
care

Lack of sufficient numbers of specialty clinics and regional
centers

Insufficient education of patients and caregivers regarding
disease nature and follow-up

Inadequate system of management of patient’s cognitive or
psychosocial impairment

Inadequate infrastructure for case management.

Warnes et al. ACC/AHA 2008 Guildlines for ACHD
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Webb, GD

University of Toronto Congenital
Cardiac Center for Adults

Somerville, J
Grown-Up Congenital Heart Cinic,
National Heart Hospital, London 1975

Grown —Up Congenital Heart Disease: GUCH clinic
Adult Congenital Heart Disease: ACHD center




x> The 2nd Congress of
£ . Asia-Pacific Society for Adult CHD

Co-Chairperson : Koichiro Niwa(Chiba CardioVascular Center)
Lee Heung-Jae(Samsung Medical Center)

July @ Twe anel 7 Wed: 20640
: Sheraton|GrandejTokyo]BayJHote|§UrayasulChiba%apan
T &R TOIVO DISNEY RESORL®

The APSACHD (Azia-Pacific Society for Adult CGongenital Heart Diseasze) iz a Society for the
pediatric cardinlogists, cardiologists, cardiovascular surgeons and other allied health personnel
in the field of adult with congenital heart dizeaze in the Azia-Pacific countries that was
eztablished in 2008, The official coneress was decided to be held biannually and the first one
waz held i Jeju, Korea in 2008 combined with the conerezz of Azia Facific Pediatric Cardiology
Society. The 2nd coneress will be held in Disney Rezart, Chiba Japan from July 7th to 8th in
2010, together with the 3rd coneress of Asia—Pacific Pediatric Gardiac Society and the 46th
fnnual Meeting of Japanese Society of Pediatric Gardiology and Cardiac Surgery. Ower 2 500
attendants and their family will be anticipated to join the coming meeting. YWe are planning to
hozt the Joint Seszion amone Azia-Pacific Society for ACHD, hternational Society of Adult
Congenital Heart Disease I5ACGCD), and European Grown-up Congenital Heart Disease Group

in European Society of Cardiology. We would like to invite all of wou to join this Coneress and

take a major role to proceed the new Azian-Facific ACHD Society together. We hope thisz

Coneress provides momentum for the future development of Azia—Pacific Society of Adult

Congenital Heart Dizeaze and international collaboration amoneg ISACCE, Euro GUCH and Asian-Pacific ACHD eroups.



THANK YOU !




