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ETE P AP B RE R | o BEEZTEAR SMA » &5 T RN
(gene deletion) ° #5431 &l & (homozygous) SMN1 S48 F-(exon) Ak
SNBSS /SN HYERSE) - FLAEHERS BA (Sa-SMA)FIEE SMN AHEARY SMA -
SMNI Bz 5 5 B EEGHIRE Gq) » d2A PLLEES - BREHCEAUTE -

TeRE1  BHEIUAESES (SMA) 2EEHE
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» SMNT EERRfE , &S SMNT BN FEZHE 5q SMA
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- %zggﬁ‘f;ﬁc ;)ﬁgﬁﬁgg) : SEHL S S BRI  TE
7 FHig 7 N
N > » BB (CPK) FE8 ° HlEE
S SMNT SERBUR (CPK) FEB; AR AR
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* B8R (demyelinating) AEHE SMA £ 2HEET 0 IEF SMN1 #H#H
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BEMEHEREREER
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BT HEZH SMA > Z NG HIRZIERENEE FHAVRRE > BiE A 5 resR
A PG R -

ERNBE RS - [ SMA WYBSRITREEERE - HH—r2& SMA YER
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© EEPRITER
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- it
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3. HEE KA RRESE A IET

4. BV DI E 5 -

IR, 22 R RE SR (7 SMA T AT 1T 28 Ko/ NEb oy SMA T BYAY %2 s B A it
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- BHERRE  BEEHZWAEE Y] > HORTEESSIPARSE > AR ERIERE > IR RE
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- HEHRMIE, © BRI I R A sk R B -

- MESE  EhERESERMERE -

- B3R C BREAEK 6 (E H AR KE > RBUERAVEER

- PiER X6 ¢ IR PR IRERRY X Jedcsk o B 2SI HY X OLACEREELEL -

- BERE ¢ AL LS MR R S EE A AT SR T A BRI - AR
s EHIRE -

2. REfRALEY

- BRRE - BEEIHWAE Y] o HOREESRIPARSE o AR RERIERE > IR RE
HRZEETEIL - MY T

- BERARIHIE, © BRsR IO R ar sk IR B -

- MESE  XhERESERMESE -

- B3R BRZAEK 6 (I H AR KB > RBUERAVEER

© FAREIE - e E A R X O EHE A HEAE N -

3. REFERRE!
—HET S 0 RETERRAIAY SMA 7% T-RES0 (5 EAHThAE B 2% EAT1RHT -
- BT 0 EZRZUAES] c HOpEES RS o R FEERIEE o R R o

- FHEORERIE © FHDRERFAL (spirometry) > Afi7y & KPR HLIAEYLIEE -
- B3R BREEE 12 (8 H AN RERPUE R -
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« AEefEAE AR R A FIREN R > TS o DATEAR R AR e P s
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« P E RS SR AR B (NTV)
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(RSV) FHFAE (palivizumab) ©
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WA (NIV) » IRET LU DR AP AHRE - 5 HIERE %
T ARG R T T R B G (T SR M I » 2550\ PR T
% > TTEEEER NIV -
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RECIEIAR 0 -

- BEHR C BRONEBRYIEA T RE - DB RIER -

2. BB RNEIFEAN

FILTEEEES -
- NERUEENIELECD S [BUEEARER A
- SRRV R
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3. ERRAFHERTEE

© R BIRENAE TS

-« MR EE S S R SRR RV E2

« Tt I ESE TR A B B T e Y 2 2

- B X R A e A (videofluroscopic swallow studies VESS ), 1] #E{di# L)
g H et | WEIREIAEWHEEITE -
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II. B TheeRRE
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. £REEEANEASHIFE
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Rev 28/06/2014



R i FRE 22Tk

SMA #THYV R FHEHE K B FE RS

A HRHEE

17

DRIATLPATE S T T 2GR B St - AN BT © SRR ~ B E BRI 1T

YRz -

B. FERVFHE A

- RAEIAEE)HIE

- ALIRITOAE

- A ROEENRE

- FERIE A

X AR (AR e oAt RAIER)
- DEXA ‘BB & i
- BRI

L. FZARREF R AL R B R R R

A, FRETRAEY

S

YR E AT E A AN A B T RE R (CHOP-INTEND)
s EEREE B S A

- WITFHREE W55 > SURSER EIEEME T
PR

Rev 28/06/2014

R Lh

S

CTT



18
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- AARGEM - IR IV EERG TR 0 DUERHEERVAL R TR o W HECREE
&7
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B ]
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Measure) MiEEIHEEEEZE (Motor Function Measurement) ©
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EENARE (WEIER - BRGFMFFHRE)

- Wmtar A - MEORTZ TRE B TAAE AL R ET
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H BRI astic & gh T s > TR BT ERH S EhEE ERI5E

- WEIKEEG DR REE - Een E R kR FEEE R
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- SEIVELL LA RS o Al i ST Y DUALF By S TR e BRI RS
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- HE A4S MR I HR AT R VIS B as M e R E i asit YN R
EREEA RGN - BCESNRE > WA XOUHEERER DEXARE
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* 12 AT {5 A e e iR S AR (5 A
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© WRZTAEMEAERIESE - TR e -

-« BT (RS0

I fBEIZER
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1. RRRBAERL 1 EE R

. SMA 7748 RS ISR D S REIOR - ST - a5
£ > B2 B L A -
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- HICETEI TR sk > BIANGE 2122wt - Sttt
SR > DOBCERL ~ AL ~ B8 SET IR ERE -
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© FoRTEYRRIREREAL - FEAR ST ol HEEB e - SO SRR R B
[Non-invasive (NIV) pulmonary supports] (%1 BiPAP) -

2. FirrEE

- HPUE R E RIS Z T OB as - IE B IRR R E B A
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© LTRSS MR EI4E (Incentive spirometry) FISEEINEIEFE) (NIV)

© SUERREHE ENR A RHVEHER > iR Z T B RIR ~ ik - IR~ BK
AN ERIRATSE -
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TREAT-NMD Neuromuscular Network, International Coordinating Committee (ICC) for SMA, Jennifer
Trust for Spinal Muscular Atrophy &2 Muscular Dystrophy Campaign 45 B B EE 55 -

= NW

Tk 5 R L 2 22r (Paediatric Neurology Association of Hong Kong) FYRHIZEHIL A% TAE/NH
( Neuromuscular Disorder Working Group) K &EESBEALAZYEEZE =4 ((Families of Spinal
Muscular Atrophy (SMA) Charitable Trust)) SEAFEEFEUWEARFIEE] - (ZE —VUFESNH)
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