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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
the project of “An online database and genetic counseling service for rare diseases” via the
“Genes-at-Taiwan” website since 2005. This year, besides the “Genes-at- Taiwan” website,
we also focus on translation for the educational handout for Alstrém syndrome; edit brochures

of aromatic L-amino acid decarboxylase deficiency, and primary immunodeficiency.

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. The
mimic case reports of genetic counseling were shared as well. Furthermore, we provide
simple genetic counseling online and reply rapidly. We maintain our website regularly and
make online-user-survey to provide a stable and practical service. The educational handout
for Alstrém syndrome, and the brochures of aromatic L-amino acid decarboxylase deficiency,

and primary immunodeficiency are provided after reviews.

Results
This year, we keep updating the latest information of rare diseases. So far, our disease

database has been gathering translated articles in 270 diseases, with 72 reviews, and 243
pieces of news. Among these, 10 rare diseases, 4 reviews, 6 micmic case reports, and 76
pieces of news have been completed this year. We have also translated 2 educational handouts
for Alstrém syndrome, the brochures of aromatic L-amino acid decarboxylase deficiency, and

severe combined immunodeficiency this year.

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, 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, Genes-at-Taiwan
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BEPIS %M ES %&%%Wi%é@ﬁfil@ﬁ 2% P HRNRA R
REBESHREABIHT SR LD F o E ) S bk 2 T A
NEHFRILL > EHAEEFZZ REE Lx¢i$'ﬁa‘”ii5i€%a%%®$
BRERBRRLEBE OHEREY - ERBERE - EEBHPATHRER
BB 0 i - ST EBRRAAITE N EIBEAA > Mk R 48

& o
AFEEIFIRBEEAL 6 B > MBI ERTRAILRAITHRRYL
FTo#@aNETEEERAREER—SEMEE (P2 £6)) 28 @

A www.genes-at-taiwan.com.tw/genehelp/database/case/record.asp °

(1)
® Rk / Epidermolysis Bullosa

http://ppt. cc/4vbd

B KMAE ( Epidermolysis Bullosa ) |

BEEN:

LEFEM=0SE ERURSSSRCESEESsE  EENSEEE HETEIREE T KEESSHEFETEEESI0E
EEETTaESENiRE -

LERECESHERESARRUERFUTSEIRCIEST  EREREREACOUTAIEZES -

3. ERETRESESIHES kSR EERE -

4 EERHEOUAIEEESEREBESEEIEE  S5—+SHEE BIEl48EEET =), 5 28258 - V2EEx
= SE—¥CH . UBI28=E%E VISSrs  SFEIEXTEVE -

S.EERER=EN IR RENESRE  AERCESF TR EEsaCOUAIEE ELFRESESEISE—SHmESeY  tTaS
HEFEEMREE -

2)
12 M B R4/ Pseudoachondroplasia

http://ppt. cc/CWDZ
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B8 S A 2 fif (Pseudoachondroplasia)

B8N
EFA-02RNEE - ERELATERY - GREINNSHRBERERTE  nELIEE A IROTVRE - THETEEVAES
B ET 2 Z(Pseudoachondroplasia) - FHCOMP EEEE -

3)
A - MEEAZEE/ von Hippel - Lindau (VHL) disease

http://ppt. cc/EVd3

# (i - MIEFEMZE B von Hippel-Lindau (VHL) disease

ERE

BR8N

LESNTTE012EHA  FE  ==ERERERIEET  TFFsE

2ZEESNEEEISF  BEEE-ECEF-ES8 IEFEF =2 EESERT TVHL genetd B TEY Svon Hippel-Lindau (VHL)
disease -

IEENTEELACEERNESTRERE  TERES -

4 F=TEESZEF U Evon Hippel-Lindau (VHL) disease | 252882357

SESESERIEFEE I EESE

bERORECEEEZER

)
Foo 8 22q11 2 #:%k g% %/ Chromosome 22q11 2 Deletion
Syndrome
http://ppt. cc/fs0R

:H822q11 2EAKIEEEE (Chromosome 22q11 2 Deletion Syndrome)

grix
=22 Iybm/o

5Z:71lam
FEE:44m

E=sEaEE
EE SEEREECSEE-RIR FERELSEES (MREERE TTNEET) SRSSNSEEsEs CENSTERE LR
UFEE

ZABRE  ZEWEE2SLF  IRERE5S8EApgar Score 5 BIA8RI9S -
LR EENEE0-0%EFLRNBEREES - SR=SERHEFRULEE - SEEREH -
EEBE ST EERRREEEE 0N - (CHRERX - EASREE -

S8 SESR BRESEX - ACHE- BSHE 5S4 EREE G RSELEE0eMmESOMAENRIISEL0MN -

ZEEATERET .

BE: 5~-0ERASELOEE T 8ERANTHENEEEE  RETSRETEY SEE L RETeERGEE EEESSENE
B BELRRSERE ITHER-

=8 EEARIERESTEREE  SEHSsERER -

= RERTI(CEDRESRSRIIIIPAEEE ) FAREETNESLANSER « I8 F (EBNRANUTFRS FTREETERD
SE—ERREE  BETE FRETHFITITERLHE - EUNSHRET  SSx ISTTEEEESSET  RSETTASEE

ExsnTEyESs HHMESEEEEC -

(5)
¥ %/ Porphyria
http://ppt. cc/534b
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REE (Porphyria)

BEEN:

I6elE  SEESEBETNRST E-=HE AETINSESIOEE SETARZHE  IARESEFERERSLTE  EELED
Z% . Bx=®h  HRRREIsTAR-ORE-—2TR TEREEIX . 24E2z IASRERAF -EExTILEsTI . BOEmRs
EE - =2014/6/27 E R R A MFEIporphyrin analysisSI S5 T :

Bt ALA/PBG & & o4 PBG : 198 mg/L- EEAEEQ O

ALA 726 mg/Le BEEFEW S
£ porphyrin HPLC -2l lrg: 101. 2 g/l s Fad

Coro 1-111:483.4 g/l B2 5% B<152.8-
#1#23 PBG deaminase it %% 12. € nmol /hr/nl- B E30.3-73.7.

BREICRBERRLSEZES

(6)
LR RE A &~ FLEE dE RFE P B AR/ Mitochondrial
Encephalomyopathy, Lactic Acidosis, and Stroke-like
Episodes, MELAS
http://ppt. cc/nus7

WLRERE  FLBIEREDEFRMitochondrial
Encephalomyopathy, Lactic Acidosis, and Stroke-like Episodes, MELAS)

BEEN:
ESE "= EEQ78)4E5E  £218E 1 25308  AERACTTIW O RSESES  S5RE IRTEFSH  #ERTTE .
IVR=Z28E-E7F 25 Eey  mnREsSsEngase s S5 (S BHEssadss  XNEESEE2ES . =

FARTTAZRRAESNEZESR  IEAEENES BLEENEE  4EBOUFETASRARICEER - BITEREERE A
EFEEF : Mitochondria disease=£2 A EEEETNE «

313 #mFRERRBRAHNERELZH N
R 0 AR AN N2 B B S e AT R - Sde
A H BT 504856 A58 A £ 91 B B BUER B B R A - (R
HET Mun R LM RGE B A & AR et M F
BREHEEREMEFEHZIRR > NERMEEA TN - BRE
i~ REXFEEH BTAESELERY > EHREZHMHNAY
RE® > AFE3TE A 2014 F4 22015 F2 A EFFIBRT6 R -
RIHME > B E@u A
http://www.genes-at-taiwan.com.tw/genehelp/newsDatabase html
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BT H R

=108 5H
v BLAHE VSERNIRTIER 2015/02/02
o RPRDHE S BLERSRNETEE 2015702102
o RNESETSH “ESHIRE . REGE 201510209

w REEBSEE KRR EREE

BTIRPEESOAERNERERBME N BMEEF RV NARBELHwESR
WA R B TN e B R LB H k% — 2518 Facebook W4 EE - [FREAM
% — ki@ Facebook #y# & B ] 2 %8 494k & www.facebook.com/GenehelpTaiwan -
BRAKNEZIHFER - TRALERXBEHHBAEHE - PR - FH - R &(A
A B RAE (HERBE FE - -FRE) LB -BEEH - wEX &M (W
HE-BE AR FRE) BN B SRR [ELEERER
—EE])] W DR A HREA PXERAEEERTNMEE RORE -

B =
s et

EERFIR BN MR AWt E5 -

ot B FRRBERBEEN NG R E AP ERRERE
ZHMIINE  SRAEIHBEREZTHERFNE > AAFIEN (B2
Mo R R - NBERHEOXFRIEEBEREGHBORMAAE  BE Mo~
ARSEBMWAE  AVHARERE RREESHELS R ABSE
BEE¥M et TTA-—RARTHREAGER2ABMEARETRZRE
B AFREMFRARREN o EAREEEULFI 0T -

(1) B4 A ey %4 ProSavin 74 7 B4 2 KB 89 & #5221 st
T B EW A AR E— - AR B SRR R R
http://ppt. cc/CM7;
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PEREREENEYProSavinARE S REENRER S MBS : —&
SEM - AR — - _HEFAREFRABTS

= LEATEBRCEARSIE 4T SHEFLLESR S EENESSESENR RS off-target
effects) s EB R T e+ R RER 2 ¥R =a 80 - ARFEN SN AREnNRP ETRA =L B AS S ERER AR
(ProSavin)z=213 - TEEERVE SEnEARENSeTECsafus A e TEIE -

(2) B BAWERFBEE BSOS ERZ A WIB e —3-55 AR irs
http://ppt. cc/mDg2
BUBRARZITREESEEOLNEERZEYED - BEREE

EEARE(abry disease)SESUNETZo- <L HEES SRS ENESEE TBEHST == ES(globotrisosylceramide, GL-3/ Gb3)
SIRABTSANEA  STASEERERE  VRNAF SRS BEREs BS LRESE  NEEREERE G 5
CENEBZIRE R RCEEENEERTRE ST ASITASSUASEEE—S0TE  SFSERT SnEsETES
(RNA Interference)2 77 —E N\ BEEES  SFS=0-=F H=lT S EsBETE6mal Interfering RNA, sIRNAL R=eEnEss
RERSERS  DUASEL SR ERRERARN0- S HTRSIIEETELT - GSESET S YEErse LR ETEE T
EMREREL - CHRENNSERT - BN —SEcTa s endothelial nitric oxide synthase, eNOSIZT S 8578 654l - - 3-HE
EERG-nitotyrosine, 3NT - — BT RE S S s AEE R S 25N T40- 20T EH 83- B EERRSEE z SiLEREEE
ERESMZEN ; FRERAS  EEARINNOSESNZETR T SEERIRT  ERFUST o+ BTN S S82D  INT
SIEEEDS FSE SRERRSEESSHsUE  EERETeNOSE REIEE £ IESIEAnARS
HEER  SXSSRESSIRRLNTESASENETES S —BEN6E2E - Fe ks INTRETlLUsyasTRECSST . O8S
AEEeEHEL -

53

(3) ;X F AL PCR Xy & B 547 K48 FMR1 A B > 7 AW
BZBCGCEHREEE
http://ppt. cc/TAve

DR B E(CPCRIVICEI A BB A RS HIFMRIB R Z B E(EL15Z R CGGE

ERBREE

X&HEHEF EfFragile X syndrome) EEERE SR Z S G = VR EE F7 /8Bt B 5 (GOEEEHE =587 . [/ =wBA\BESa3s
ZEE(Southern Blo 2 AR ST ANAR  miEEHSRIESSSREE8 FRASSTELIEERORIRE  FREE—F
RESEFEEPCR(methylation PCR mPCRIFNT S0 Fe77 FRAESEESW - LEm-PREHEEASSEFEESs)
{procedural controls) T - :2DNAZ EESESm S REEST =Lt E S (methylation-sensitive restricticn endonuclease reactions)s -
£ELWEEEE T abdled primersiEy - ERERS N SIDNAEIETSEES § S capillary slectrophoresis) - £ BB SEST6ES
FET(REWNCNER6CIE)  FHSHERTURREETHS  FRES R InP(RETSSECHEEENSSEERESE - HmiiE
ETEZEEEESEENN  EAM-PREESEENTEEAXASBEFETFSE - m-PRTETNZ (GRS # = BEmER
= TOSNSEDSECIEE  SWEFSODNAB S ELES T4 502100 « FETE - Um-PCREE S EE T ZRE=100%(95%F
HEERE9-100%) - EWERN%OSHERITLSR03-100%) - SFSONASRSITRETTIRE - mP(ABRE TS REAESSE 7 —
T UEEERNRISESEA(ESREZASX  Tumer syndrome) BEFsEnSa(2S iz D47 XY « Kinefelter syndrome) ZEEHETSE
E2F-—R-BOTE  m-PRESEESESTESSES  CETLEELASTEI SN TEERS T8I D Rkaes

(4) E#EmHH &E ey (Direct-to-Consumer Testing, DTC
Testing)
http://ppt. cc/ZKUa
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3.2.

EF

BEEFRLIEER110EEERITEET  ¥ANENIHNRESES Fi(Direct-to-
Consumer Testing, DTC Testing) FERNEREIF R « EE2=TY = ATUTIRRES - DTCIR AR
BERRECHTE  SHEIETISHE EE(CCEREEES
REFEER) - sEE=E %

EDTCEERMENRRESEMBRBITES AR ERENSESERE A SE/uSES8sn B sEESSn T EERR LIRS
=IReIMRB -

F R BB R 0 R

32.1.

[FR:EEEm—2iE]) & FRBRHE

A EREBARBRADEFEIHA B AR EERBNEEAB LY
EREAME (B30 G REXYTHA FHEERE Y EY
FARR D BPRHAEREAREAGABRTE LR BER T @R
RARR ~ BEAORHCGAE > BB X FAHRFME > B HRER
Baeyie o HEEREERA A DBRREHYE RENMEEEZEEH
Mk -

&R K%@A R R R RS T AR E TERE R
BERARA —EE - RS G TREF BRI T E T 228 6 -
%*%%@%%#ﬁ%%\%ﬁ‘gﬂﬂﬁﬂaﬁﬁﬁmmﬁﬁﬁm
ﬁ WHEEN UHHERBEFTHM4UERAB TG LY s ML
TR - REEFEH 2045418221582 A 128884
S6 #H L HMEN  APBBETHHY T E38 L LA NESR
M67% AMKRLENG TNy BREETRE KL Q%04 em
T H R - RN EREE -

AEEREBHESBRBANEE A THRYME ATHER L
AR LFHERBEXAEHRRAET  EM B T2 % KB REH
M3BRAEE > BT LB X A EF8E -
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3.3

I FBAmERERAN ERES

2014826 11°3%

REEEEZNEDRERBH60%) ~ £/FATHEZ%HH(34%)
AE/FERBRAO%NELBE T - HTHRIFFRERRZRE 8%
RERFZ e A (R L) ST RRAETHFHFZM
RMEETHENERRX 23 RANDE AFEERN B XU ELE T ¢

ok &2 EREE 1 XNEH 23 RAEHE 4 RAE
B 9 20 21 6
(B A L) (16%) (36%) (38%) (10%)
B N E AR AR A

AstEEB (HERE) W 5 R > HELHN B A ATR T8N RERB 2R
WA BRARFENE REBNZBRAKETRAAELSHORBENEN - 5
FAEBMRE > AR T ENRBREAHDE S RERFEFTR - ¥ F AR 8
SERBRAARNEREMARREF A EETRT RRHEER AR 4 RAA K
KBETFHBBD RN ZARBIEMGE -
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gHEES P FESIA [pRaEREE | SRR BEA

Huntington Disease ~ E-=2Fi=ic ]
(FTE=sER) EEERTRE EEEER 8T
. A fed= (EDTA) E=ESRNE
<ni i E=EFRIEE 2~5mi- 18 g EXFEE
bellar Al i = Etatidn
i '"%(:Z A grasoss sA-zREEB-w LEEETE RN | ) 53123456 ext
HomceEEaNEE O 2 was
P == i
! ! ) . NT2500% . ’
HEOEEGE Spinocerebellar Ataxia
EEREEEY Type VI
FTARSEREE (38 pEbinranEs
=iz i gEamER
Spinocerebeliar Ataia - (EDTA) B2 Rt ]
4 i Type 17 {2~5mi- 18 eEE ExEEE
(uﬁ (FF pEtunranEs VEREESE e 02-23123456 ext
W7 NTISOOE —BEEEeeESED ; e
Dentato-Rubro-  AERLxBENES
Pallidoluysian Atrophy
{DRPLA)
| EroaEsRaSan

EESEE
84007 (70%155T)
FEESETNT36007
(30%%58)

Aromatic L-Amino Acid

= Decarboxylase Deficiency, 5
A *';:a Saoc . gEsme | Lzas R ) nzasseent
APRE | _ P . =se=
G SRR RER-EEEERE = 3Tmes. 71939
=y Brs ]
=+ S
TEER  acempemsEs

i ':53 T@?E E= §

SR EER

wRER _ EE pEsENSx RSHE B A
| MELAS: nt3243
MELAS/Leigh:  snemsmsemenn
ntl13513 { izt
=EINT 16005 ; ZF - i
i Leigh: nt8993 :;’.aﬁ!NTsz%’ g@EanEn. | ! ‘
Mitochondrial . sEuissEsE | gEn'z,TA‘lg e
Leigh:ntl0191 == = | i A
<¥?;§§;) gunEe erggd_;()a:atm pEsswEz. 0N 022312356 et
R - = eEmIFnE 71939 |
MERRE: nt8344 e
E U233

LHON: nt11778

LHON: nt3460 5
, i ) s i
- SEEERREEED
LHON:

_Ho.xnuyaz& B | mBrerEBOER
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18 S

EABRREFERYNZEERRESFEF LT E
#HEE (513 a = = =
S5RS = 12 e SESEeEE o jals =
e == Snacimen 81 BEEW ZRERERRE sREBRME

LSDs Enzyme
BEEIRERR 155y Blood

)

_ o 1S/MS T
HREESEEEES (isF\ BloodSpot T =T
o
Amino Acid
TREERERST = 8lood
@)
amEes Gene Analysis
e o= Bloed
@5
Respiratory
NEEeEES 547 Chain Enzymes/ Sfi’;ﬁ'
ETC Complex Y
Gene Analysis
for
hitochondrial glood
Disorders
& —:;i:’ Succinylacetone’  Blood
FEFR_E Me ic
e v th)AfI(ni'nc;anmL 3lood

34, WHETEELERE

341 @b pE

LR LA E AR LEE - RR AAE R L SR
o AW RB R — PR — — B 0 45 TS T B AR IE
BIE B MR A BER TR E PR BTE R S - BRRTH
LW BREARX B R RE B X NS EE S
e AN BTERXRTEAEFRREH TP ARKBRMOEE
S AW Google B B - F RIBBIRE BB T HB@ERANKFF ¥+
B -

342 WRER RS P

A &35 F A Google Analytic 48 B #u3t 54 A4 #6347 B AT4R £ A% -
SHWEH EEBERY - R WER TR HIERT bR
REIEH AR AR B 2B B R > A3t Eosb 43t & RS W R
AR SEEE -

2014 524 R 2 2015 52 A R3tsh BAHEE 26,451 BIE AR th#x
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FEREE R FAR 12,341 BIEAR > BHFH AR - 2KEW
BT AR B AEE 2B EE SR (Taiwan) ~ A% (China) ~ &
# (Hong Kong) ~ /&P (Macao) ~ £ (United States) ~ #7 Am 3%
(Singapore) ~ B 4 (Japan) ~ % R % 2= (Malaysia) ~ & /u4 X (Canada) % 3,
EBXEZFEREARE RT3 aNEA—REB— -

&— [FREMEA 28] 2014 454 52015 42 A B BEAK
R AHEHEMN 28 LHHER)

EEIESE - SN-E S ACY WERE | R | Fao®)
G 21570 81.53 R 16 0.06
PEAM | 2943 11.13 P 15 0.06
i 883 3.34 P 8 0.03
£8 457 1.73 %0 7 0.03
M ho 3k 93 0.35 @0 6 0.02
A 88 0.33 £ AA] 6 0.02
B & 66 0.25 SEW S 0.2
HREB |62 0.23 %5 5 4 0.2
mEXR 48 0.18 #9 4 0.2
R 32 0.12 ] 3 0.01
2 5 31 0.12 £ B 3 0.01
11 B8 %7 31 0.12 1% 8 3 0.01
A 29 0.11 v d N 2 0.01
#H 22 0.08 R 2 0.01
48 355 B o B Lb A

4%

o E AR

-

S

B 26 foik

@RF

gk

BEAAHE

uheE A

wEH

o iz % B8

i B AT

B— - [FREMGER—ER] 2014 54 5-2015 52 A R B E M
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343. W REREERAE

BT ARAEMER LA ZE R AR RNES BRI EZ
EREE  KROAFAAFERELT X AEEA L HEE R BAREBRER
WIN B HRERE > BITHERKT o4 Y 82 AT ENRIEA
BERGEABHNLREAT -HRET AHS>HEBREHF B LN
(70.7%) > &4 # 12 21~50 3R F (69.5%)  #HFREALKREUL (792%)
UNEEAEGBILTNERERS (61%); MARALHIRE» BT
DKRFRE - -8 - MHBEZETHEHEINAE (682%) - ERAMER
A 5 REAEHA4E 39% © 59.8% % 48 B | B % A FBERIY FIF R
b GEMER—) mERAEENBREERAREANNE T B ERAEK
%‘r‘%&ﬂ:/ﬁ%i(?ﬁﬁ:}ﬂ-‘)

3.6. EHEHRHE

3.6.1. #m=F B PR Alstrom KUz 1% 2% 48 8548 B AT X B IR Alstrom KE 1% BF 4 4
AR B ERNE  RMBEERFIEAR B AR T ALILE A R 4o fTRATRE - 5%
BEREAE O HHMEMFRARREREAKERZIAMIT  EFENIL
BRESLEHEGREER  £RR_FE » 63 7: Guide to Alstrom Syndrome
International & Alstrdm Syndrome Internationa Fact Sheet °

3.62. %% Fk L-IRABRAEESL S ER LR BRI IR DR BEF M4
HERRZEBEAN  BREK - BBRA - BRERA| - B{53%30 ~ LEHHME
FRAFABZVENEOGE  NTERESETENTERBEAE —L2ELETH -

IR

[FREEER— 2@ ) @bk EARENERGFERBRARER
BEABRMEFRESRERMBHAEL ﬁiwmm%&$ BT ZARBRER B
HimP BB EFRERZIEREEAB L EREFRAEFZNEL > REEREKRE
MEWEE - S FEESBERBANZGHEENAALE A THEEREZ LN
%) 2 97.6%% 98.8% o

[FRAEEER—BR] @ BRTEREREARNEFTEEY - BEMEALTR
o R PG TRAECHTEMENESE HH2ANEABRE SN 0 ARIEAE
ABHFBEPRSFEGEBARBEINCETER > AR ERF AR ERESG2Z
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THBEEELE—EEREENEKIESE REARAENESSEEREAHE
Z AR -

[FREFRER-BR] R EAFTZEALBEEAERRFAZMOGBIE - AR
RTHELERERE  REAMWRRXENEG AT > LH LS M8
AELAER G RARE) 8 M BHANFEREROER - B &FEH
ALERIXARHNFRERRRRRERARNL  AHXARFRRRARE KL
3 SRk SR
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Mék— -~ [FRABEER—BE)] @A LERELIT 2

M % A B
e 3 29.3%
% 70.7%

ES 0 15 RATF 13%
16~20 & 8.5%

21~30 & 24.4%

31~40 % 25.6%

41~50 % 19.5%

50 & E 8.5%

HERE BE/E 7.3%
B (B) #/&% (@) 13.4%

B/ K2 39%

B R FT AL 40.2%

R 3 L3 46.3%
g% 0%

NEL 3.7%.

T 2.4%

] 7.3%

ZE 7.3%

Bo¥ 1.2%

BRFs ¥ 7.3%

24 22%

B E 0%

iRk 1.2%

HEF 1.2%

P 42 36 AR E 3.7%
il 11%

EHES 0%

LHERE 4.9%

&R b3 14.6%

& # P 37 4.9%

& # L3P 61%

1% A 4R R I sk 32.9%
2~3 & 17.1%

4~5 R 7.3%

5k k 39%
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kE1ER 3.7%

436 4F 4o R &AEE 3.7%
BRAREE 4 11%
MAIHE 8.5%
it i 17.1%
HBHF 59.8%
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HWEREREREAL
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FEXE REE HE #% +HERBE

wEAFHE ek sREHN eMBEs =BE2NKe

EEHE BAHE HE # %7 TaFRERE

REEEAE s EARR "RLHBY ewfILEs sES¥

B= [FREMER—REB)] WSRFRAANEREEAELER
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103 F B F RERRARHAINE
CEFEOEIR TS LITTON T ) E L LEE:

tE @& & EB % # & # T % & 8 ] 3
B 2015 5 4E4%
BREREMATE
AEE $579,492 $581,223 ER o BIESEH
1731 o AR &
AFE
$30,600 THREE
EX $45,508 $6,161 RERERE
$7,016 X BEHMKE
& $75,000 $75,000
HH a8 $ 700,000 iR $ 700,000 i $0
a3 4t (RE4 %)
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B Alstrom KK JE 1% 5f 4 &5 i 1
(Alstrom Syndrome International Fact Sheet, ASI Fact

Sheet)

G BAR A THB Alstom REBE  AREIKEUEABENRE
&$¥Aaiﬁ AAMME AR LB -
(Bl Alstrom KoE %248k % 501 (c) Q)3T oy — & E#48)

Weh X FH2HKALE 52 B R F Alstrom KEIERE L EREZ B4

FeAt Alstrom KEZEZBHEEZ N REEA F@MLNER

BRE RAER T H) Alstrom KOEZZE X H R EEE—FTHRAR

BFEB P =BT TFEES  REXEF  HFRAAR

B ~ 43 30 B 32 304 Bk K69 Alstrom KUE 1% ZREE R AR B R B

B Bh b 81 Alstrom KOE 2B A M 2 B R 247 835

9B IRFo B oM AE T 69 B 67 R B A B 34T 2 Alstrom KJE A% BF 2 48 B 3 3

Wheh Alstrom KUEMZBFEE O FE > #H T BBRERAR R & €HAH

Eo

BIFBR Alstrom KEZEHFARAF LEREAK TG E T4
HHRBBEHKOBARBEGFHEHARESEAL

S afo Alstrom KJE1ZZEH M 2 2 BTAZ B A e R 3Re 3%

#iE Alstrom RE X BMERE LR HERAIZHEARE

#HEH ML Alstrom KyEIEZFA Bl ZEE ARAT LAE R BT R R R E

BFRIBEA ERAA R RIAELE

REBBITFEERAR ERTY

YV V V V V V VY

YV V YV V V V V

e FE:

REXF EAEEHOATEZRERHOMS  FEIEN AL CRLERAK
A FIRE 0 A EME ERBEEA F Reh L 4F - I%AmManﬁ%ﬁ&ﬁﬁﬁ
RE~BAFRMRABRLZEMAEE > BAlCEIH Alstrom KJEEZEA M <
FoBR R AB B B GIAZC B HE o

TR LABARERIAE RELAFMEEAL THHERGEH THRLS
Alstrom KJEEBFGIRMNE - BFGRRE T —EEEHMAR LA AL
F—EARFOFE - CRTETREREHEHN ZOEREF S EABUEHR
JE RIFB IR -



Alstrom KEZHER LYW R E-ASI HE2EME B € ¢ Alstrom KOEZEB R £
IR E A REAMEE - BRHFPANMB - AMMER TH
B[ Alstrom K, 1% B 48 2% 0o 4% -

HRER

ASI i#& 3 (The ASI newsletter) ~ Panoramic Views(2#,13 &)# £ W4 41 Alstrém
ROEAZBH 48 B 09388 F B - AR B REZI B IR T A &35 Alstrom KJE 1% #FER
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