540665 07/18/2008 17:47 HiE1

L/ AT

Py DIIG::Zan =P S R RS DA v N
INY g BRI S A AL
BEAGFEENRE A > FBHMPIRRIHE - TR
R —[FIARR 052 AEFRIIAA AT - thRE g =2
RIRIIAEERE - RFHREMRBR—— Rtk
/INGELYER - S5 NGRS A THI R WU SRR
(RS At RERRAZ IR 2555 B\ thn] IR B
SGE !

SHEAERPEEIRTSY - A JTERIFHHE R 15
5 — —FAHM AL - EFSIEE2008FE RS ANRIA
o WARA E B YR ARG 2 AR IR
1 o SR 2 T EREEBER A 21 ~ S5 MERE
—[EFa#2008 HFBEIT BAER] ARERH -
& o i A R T o SR R SE RIS
AT A 2 R R AR O - HEERIE
RO R G R R EE A
] AT 5P A A A |

M2 LR T BB IBEAGFENRE NI -

2008
 ARBIR BAFER

SR BFE 2K 4B
e i

—o—

» BIFHR BRI FISISAISK
Wzt - EFBIEE20085
EBREA -

BAAR B S IR ER > 71 B RS ST AT &
PRI > EAETED o MUFTERLRIZRRE > (BN
EhE . THABAEIM BAZER ] (RERK - M
ARNGZE G ITEINGZ R NBF B OB R
T o BEMETEEN - ME0h - FEE - A GRS

HEE R ERF M (59.124.212.40) B SB35
WA - R A S S Bl B B R AR AR
Whoo R N RS ENE | 'S

- 200 R A e
KRR R




540665 07/17/2008 14:03 HiE2

PEAR AN

FRERREh eSS

L BRE e (A FalHATR)

7<§5€Uﬁlzl5ﬁ > BrtgBh = R B E 1S E
T BB AR T K E S - BEHISERE
FFERBE I S B & RSk (RS A
PEERERIERAL - MG RER - IR 7R
REEESE L - REH - BEEA— - 895
oA ) AR AR SR R - B iERE T At A
Rt R =R EK - DIEORRE TAERE0
HAhH R IR EE - AL > Ag2E /N3t
ALl [ =BTk TANTEEETT [ RN
Brvans ] HUEE TIE -

B ERZERRAYA (Primary Prevention) ° %

ELEAHE HEREERFA - BIEERT S
KRB RPRIT IEMERSR - ET B H & SR

TEER ¢ LMY RENN SR EE 38 AR 26 N B2
PRHIAIRE » LUR AL B R IR Z 2R E
72 RLRIPIAR SR R B A B R T - MR
TERT BRI #AE - 58 BRI ERE
(Secondary Prevention) > HIILLFHAZZE T EvG# F% B
15 FEREH Y A LU R AL - (R — e
SERMERTAE e ReETEE - LUORREETAESAER - —JT
M R A BN ZE AR 2Bk » —J7mAl&A 2EE
FEERRFS AR IR R TIR IR o 1228 =P ERAYZEH
Bive (Tertiary Prevention) » Rl 5@ FHTE M yA 7 DL
EERRMERRE A - RIAERMLE IR LU
THRARISREE L a2 » [FIREI NS 2B SRE M LI
KEFITE » ERSERA R R L ar i -
R EE =RV BB AR B A > LA
T RSB ZIIE TIE » HPR—RAIMS »
BHREFE PGB 28 42 N0 Ak 28 B BE G ER - BN R
F - QLR B 1S B0 5% S it S s P AR Ffd
tH K o FEHATERITT R » A FNERE H R Est

2 200805 HEEAEEARESE B2

BB R AL RBNARr - HE T+ RE TS
(20005 20114F) KM » WAEHKREEH T
g - K - b - RIZETEZPEMN > DUTE
HIRF A B AR b BB TR ERAAN T

FBiE5tE [2000~20055)

RS A G E AR - HEEREUT ~ Btk
REEARS - B AR A2 » HiEdm
PGB SIS - NIk O IR R EEHE
R - BITRMITHAE BRI T -
1. HEBYZE AR BE B8 « ARG AT RS S
L g - BT~ WEEOCRR B AR B R
ERFEMETERRNESE - LIME BRI
EEE - EAE (et ] RERETE [ A%
FRUESR | & > 502 RN bR 205 R B I IR SR EZ E]
e EA R - BB S BRIV EL
2. BER RPBIRAT A « A EERFERITE KR
BT NBENAEE [ R MReRE ] WRER
[EEHEYE - WA GRS AR AR AR - B

—



540665 07/17/2008 14:03 HiE3

B TR EAT A IR A BN B - — R
KB e o5 RSB PRIR 235, ©

3. HERE AT R SAER G ¢ BRI B L R E
PR T AR AR L AR EE AT - Ay B REAE
RS -~ RiE I EHERS - FERKK
WA Enke g FA B - BiZE20074E12H 1k - 2B
THEZ A EESE e fEGE AL © Ik
FIEAMEF | 55 KB EHT A SRRV E A - BRI
JRFI220064F-7 A FERE#T 4= i B ke 1 B B K £ 11
T8 ; AR eea kR A ERE R EE - Bln]g526fE
BB S R AR B H ORI B e SR -

4. PATEIBEARATIRERIRES /T % : AgZWEZBEHER
RRDZEEE [ EEERES ERITR R RB 7T
%1 BiFE2007F12HE » CisBhRT3004 SELUE
FHEITRS > HPRERZAIKIE S50 % IEZE - th—77
EERIR A BN ZE R AR - BRERE T
B N E BRI KA -

5. MEIT R TEIM GAEE RN « AGREE R EE S
I ZERER > HEERRES  2000F#E
Bisphosphonate (Fifh# Aredia) {ABRE N2
ERPREAERET =R ¢ 200349 AL Genotropinf A TG B E
B A1) ECTE R ARAA T+ 20075 19p B IR S5 14 Al Al
= BRI (R ERAGT FZERER]  [FAEIR BB 8 Ut
fE BE FHEBRE RS -

' Z |ehfEEtE [2006~20085F ]

B TEBEHrEREIVEITEL » AR
B RAZE T B FREN o AR & B SREN &
RN AE B MM T B B B B RS AR AR
B IC (e 2 B N b B - {50 IR PN BB B0 AR 5 B £ 58
B o HE > MEEREEELABRRNERE 2R
IR ER R BRI FE B B 58 » N I TEA S B 58
BEERE : (1) BERRES KBEZEH - (2) 74
(LB N R AR BB o (3) 18 3E BR N 2208 FE R At
78 o (4) BTN ZELERRREABR BN H] - FUTHY
HEST5a® ¢
L. RO E BRI - mERSETEEHE > I
T B TEARRS (S A fr W) SRS SR A EE R FE IR
H20064F#E » 4B RIEMHE T = CmB3 16 1E 25

—O—

~ EEE33

\J%CUS
B HA 4 EQERTS SRR AR EREE -
e EC A2 B N TUREE > (H AR AR R R BN
1Al » ARTTRAIERLE LR AR B ERE - WLL
B SR A EE 5K - BIESNE TIF
HIREFHFTAE ©
2. BB ALE SR ahb) : HEe B NEEER R
PP - (R RE B EEENZE - AgETIK
NGRS EEREBRIREE - R4S (2008) EE
B - R EBR D BRI Rt O VR C R B R B (E 3
[FRFEASZ BURRE D T EE ARt AR - R P E AR
T A B AR S A
3. EFERBERAEYRISERHE (Taiwan Rare
Disease Tissue Bank) : FHRZE AR AEML » Ml
R FEARA VIS 2 e AR 22 5 R AR - (I
BE R EREE R E S M - AgC
22007457 H 2Rt [ &5 PO B A Tissue
BankHJRZK | FEERE » BRETHEETE % B3 BRIV AR
Gf o BEERAGHEET REOR A8 & B E s
(Tissue Bank) ZERJR.L > WIHEHFFL20084F 2

e I“J

o (%R S PR BB P Tissue bankfVSRAR | ERBERERE -

N i

« A RBEE SRS RS R R SRR -

20064 1/14

HEEARSRRESE 9 200805 3

—



540665 07/17/2008 14:03 EHix4

BEEA

201 14F A 43 B LHEMRS HA ~ S8 HA R KRB HA SR AT
(B TIF AR S T R) - [EHEEHAT - B
BN SR 2H B RS T RBISE(ERRE - Wi
BT RS - R YRS R 7 B1 5
Ut N R VAE e s R UANCIEY - T se g (=3
B P B F R MR B E E AR - SUEHR -
THEEH AR B 10018 22 RZRs A= Vtaes - T kAR
HII76 S22 B HE 61720022 30018 22 R = Via e
U EE » sz i Fe & RS JE FRES -

4. FHBNB N2 R REABR T ¢+ 22 PO FZE R H
PRIRZEE R - SRS K % (NZERCS B 58
FME S EEY P S B e E P N R A2 - BIEiE
B TR PR ERE B i B R Rl va i -
fEFR RREETET - A EPEMEN S R RER R EE T
#F > MRS TEE BRI EE S L
R ARG PRERBRE T 2 W S T I B BT A AR
BREGNHAEFERRETE > FHAGFgANt

—O—

FHES—MBIA - 2 AREIE LI E SR
B - MIAERELSSE RN BOLHIESEH - AE
B0 R AR A - RO KRR R
R - B REGE TIERHR A B BRESE - &
G R PTRIaNERS T R ER T - PR
WA IR AE DR H0E 2128 — P BEE @ ffite P 2R
FHIGE - —E 225 SRR PR B 22 bt 78
B - EHE—S W > DIEETEIREONE - 1
—HFEHEAE - PSRBT - RIEFTED
BEENSZIRFE o BERTIETR Z R A B S ERAVIRE -
AR EBENREAE - ALEAEHAERGE
FERBIRG B R R O SINIRL - FIERHHERTR
TRERTREMEE T - b

S RS s BE B (Taiwan
Rare Disease Tissue Bank) ZEE§1E

CEA H i
HREBEEER  JTHELEEEEEL - GRS WiEE 2007 1 REREERNSEER
g 3 2. PHEEESNE
RS il & #EH) o Acer LS DL o R A R 2 R N L S
B o #EfBE 2008 | LBBESITERMEERSIEEIR/A
R A H R B A AR R ER R SR - - 2. RBETEHEE
12009 3. ERNETEEEMI
: . (DNA bank, cell line, tissue bank, IT co.)
F2E1E [2009~20114F) 4 FRER]IRBES
= f 55 Tt R o [« - e 3 ETIRARUTSR (2506F)
R EG PR T LU 3@ E A - HUEER 2010 1 FAGEJIRBES
(1) EEFEANERFRENRE - (2) HRBEANTEHEH - 2. EEREIERE
o IR . (2011 3. EUTHRRBUNEE (RETT501F)
= O EEEPIAASEIRE ARl o vESVREEEsE
RAEYIEIEEREERE - BN EERERHEIIHEE KHEHA 2012 1 HEREENSSIRES
e e | 2R
DU R R BRE T B B Bh5E 77 EWIFHEPIT » iR SE 3. NGBS (3004)
BhZE RIS (S B (TR o 4 BERRERREE
S TS ] i b e R = =4 T =
AR E WMo B & : o E & : K B2 i &=
FFE  2000~2005 (6%F) 2006~2008 3€F)  o2009~2011 3€)
BtE L ERFERPeEE (D C1LBRBERREBREERS (D - 1. BEEAERIASER (11D
D2 BYEEEFEEREES (D) 2. SRS EEiEE (10D C 2. BREEIAZERASE (ILID)
3 IRREMEREZEE (1) 3. (BEEREHRERAT (LILID) 3. (BEEARERERLERE
4. HEFERRAEMRE (ILID) - 4. BUBPZRERRGSRR IS (1LI11) (11,111)
,,,,,,,,,,,,,,,,,,,, O DUSSSERERBMSEERAIR (LI
MTRE 1 HERITESER 1. PUTESRIIERED 1. HfTRare Disease Tissue Bank
2. BT ERRRHEEL 2. FREIE B BER D |2 BITERMEEERRTEED
3. BEERERAETS . 3. 38 BIRare Disease Tissue Bank | 3. B TERARER BB FHED
4 PITERRR - 4. FRBIBRAREBEFEED :
5 ETRIEMGEESRE :

EIEMBARABEAARAREIAEMAZBRGEIEE P (D RE—BEE -~ (D) BE=FEEE -~ (III) BFE=ZBHE -

4 200805 BEEEAEEERES

P -
= =

= =5

—




540665 07/17/2008 14:03 HiES

F15a 1T MEREE:E

s IERE T 2R

X #EmE (Admiasdlaak)

[ emEtEmTe eREx

PPN 2007 I » R B0
BT A ESEREE 5+ FErh S LU e
% 0 KONEVUR, - TELATRIF MRS I » AHHE
ST B 1 - TR 2 S
SR AR > RE ST
Bk T HABIESH - BT ¢ B BITHRRA -
R A 2 -

£ 2 R T BT 48
SETREATHREE ot LR 2 2 R R A
BISEEIEE « BB S L A TR »
EERIERTHIH] » LUBEEIIE T S B DI «
SHOBHRER TRRSSEIH 51 » BTN - 5 T
FITHFEAL - MHNES BRE 58 - 1
B AN ~ BB » HROLS A TE) LT -
RIS - i IR @ IR - WS
S ik & IR BORHRER A ~ /IR B 34
3450 » HCULI R B R AL A0 B T B (8 A -
TG+ A T R (P IR -

< SINETEHHER ECHETSNE - SESBELT
B REREL -

—o-

L soxmes mEnsns

T HA RSB S R FIR BT
R BT S RATE B T 0
15— T 2 AAITEIRE » ok AT E
Z o REEERE-LARIR D /N E S R
A AT LU RS 72 R % - ] LS BT th
W% RS R AR » SRR
5 T 5 o

IRIRIHTE o B RS IR EURHES T G & A1E
B R 1480 - Hoop S R AR - (6 B
HEAEESRETATEE - bR - HIE I KR
B > 2T B TG ) o B R AR E TR
KA o I EEEEE (BRRE R 1
4 > %t RS | LR e ELRE I 248 (e
o

FERREREARIPIARS  tLEBE -
&R SR AT O S - ZoH TR
R R TS B » ST R 5 A B —
P S R S  RSHIER LA A — R —
L BT L BT AT o

LA BE] - BE0AAH R FPa
B » SR PIABEAG & TEP A BBA B EIE ) » 2
ETE( E SR B AR > LR AT AR (A i
(O AL AR T - TR A - - (B0
(B B o2 F A RS B R » e 2
FIEISA ) (BRSO A BB ) #5% HB
BRSBTS A BRI -
P AERELAE B AR AT - » 7 R Rt P — S0 4%
OB BRI » B [F I R - TS
SR 5L 0545 LA B9 2 R B 2 ORI A F -5k
W - BRI |

HEEAESRRESE 85 200805 O

—



540665 07/17/2008 14:03 EH&6

tiﬂﬁﬁﬁﬂﬁﬁ A SRR

BESA [ 2 DB AR RS | ER964E7 A IE
SRARELHE + FTTTE T BRI 2 DR R AR
PR SLEAL » $1Ef LA RE 1R R
AR T RS S R R 554+ S
FPRRIELN 5 E R IR 41 TR B S
SRE RIS & (FIYTTRE - SHE AR e
S BN R  HHER

HRREE L Z BN

—o—

BfE » EFRRTHRCEER A TEL =S E
PR - FREETTE > e E B IS T ESE - LU
TR TR R KEMERE L - B » A K
2P A R B B A R SR R - DU B RIS 258
LIS - AR FERE BRI —HE % -
TER BB e I FIRE - e R A & feE
ITHIRER — Dt B 8t L - BRI EEE - 5£
I 5% B P 1 T HERRER BT T 47 | S

Bt SivA - AT, AR
BiE (HBE)  ETE
aidtm (ZEB) REEBZIE

| BEEERDBIRAT
o pmpAP@iEEAESE
Atk (ZEF)

C HEEABNHEESE
SHR GORR) | ENEGERAT
W GIEE)  AWESROERAT
T ((t's)

L pmrAPetmElEsw
HERMR tER) - B
amfk GtEs)
amm HeEs)
RAR IEB)  BfTwE
Eitl (HEs)
R o= (i
=B (HES)
EmaG (058 HED) EomE

BB
Eat Glen)  mEvoBEEShEs

amm (tEm) i
cmm IEE)  EmE

Sith (RER) HEEAFEUHEREARESE

| BiTE B
 HEEASHGSEEERE

| HEEA S SRR e

M tFEE YT ERER

| SRR\ SRR ARES L)

| SR E R

R EE A SRS SRS R
CHEEARERRERE RS
ERRSREERE
,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,, BRI

eEi (t'Es)
A= (HER)
HRE EEE%)

SR (HEE)

FRR (tEF)
HER (tER)

AP E R e
EfmE

BEmE e
- EfTmE ;

HEEAGEMEEERSHE
iEEAERemEEEREE 0
RIMEEAERRREEEN GRS
BEBESEIMEL KR EE :
B ReUbTESR SEREES
MEE A SRR SR AR S B

: EZIE)\*AIEEI%&ZEPEEEHEE*U%

ﬁj\m@'ﬁ?%ﬁﬁ}; ﬁTﬁ?z"" =T WY

AVENE  OKENE PENE TR
2L e
f 2 : =

I S -

. T

6 200805 HEEAESRRESE &5



	罕病34期會訊0201.pdf.jpg
	罕病34期會訊0202.pdf.jpg
	罕病34期會訊0203.pdf.jpg
	罕病34期會訊0204.pdf.jpg
	罕病34期會訊0205.pdf.jpg
	罕病34期會訊0206.pdf.jpg

