K
fiE
=1
f

th
JEl
&
S
Z
y
-
&

PR
ARX & BB LT E
H £07A298 ° ¥ f Gordon¥

Lo mERBEAMBRY > R T Y
REBEKEBR B A FEEMA -

TrREF R -

AMImEKIESH
P

R I RIE A PR P
ARt A T A Rm R R X A H - ERA
FIm KA AT SR A ERFERBAK M F kR R N RARZJERBHE
B ED AR IESE )
HEHEER A 2 XERAMS > R RRIMER
B R\ RELRI - %%%%ﬁt?ﬂ:’)“}:

EEIRIKES

S PP By - HIEHIM A 202207 A01

1 &
TREERE TR, T

Re B e EARLFE LK IR RIE I JaRdnfe S 3L A

HEZARFT O IFRBRERMNGA ZEER > HE BT BEARA

CRE > AR ST O HEIRAEM o (S &L 0 2024; 23:4, 112-120)

Hl4E=a @ IRAR & RJE ~ B Lk A

Bl

AR 9532 18 A2 i A1 50 e 3 IS 178 22 98
o =T 1= 7N NS T A PN = S VAR T 5%
Z£20224F6 HJEE » 17 & [GiE (Fabry's
Disease) %= REH E G H476% » Hb
SR N B 48 N (fimEh » 2022) « AR3L
FH 00— (L 32 B 1R AT B EUE & OF I A LY
FIR2 (B 2 IEEE AR B o (b (18] 22 PR A B 1S
T Y52 97 /6 7 5 U Al FH SE W 122 il S 15 2E Y
PFEEE - - S RGRE 5 DA i AH B I G e B

» A BIRAR

AT

A 22 PR R AN 2 - N K AR &
RS - [R5 |28 e Eh i - RELFTR2
FRE R BRI REfE (L B R e 0 RS
HEGIERIFR - I EBA RO EE E
Fe B H B S s R E AR I T - DA
P N\ REFETS BE RV IGE R (P TR2RE T
2% -

MNRiEE
SR ERECE RS ST
AT I PO 2 — M X G (g MR R

PI5E E& T 2R

BT 20245381 H

SEEEE ML | S TETH RER445%

FE5E | 886-3-824-1234 BF(SHE | girlgirl@mch.org.tw

TZU CHI NURSING JOURNAL |

112

I Volume 23 - Number 4



FBEFERER - RAaFEE a -F7
PEE I 3R ( a -galactosidase) i PEHE -
T pll 2N e B SR TR = B
MR VA NEEA - 25 [BIEIE ~ O
ik BB ek 5 % {1 B B R v O SR RE Y 2R
JF{[AXl(Chan et al., 2018) - & K ULFEYIUL
TEEE ML ENFE - BRRER R 2 25
(LI hREFFE LR - WA E ot 71
ZE - HRE R B B R R
ZWEFIAHE - BERE R L L AH A 23 N
R E ARG AR R A s (R
2018 ; Turkmen et al.,2020) ° JTR&F 5>
FAYERERTIEESD - FEIEE T
H 23R 3% T (chaperone therapy) » %28
I8V F % (substrate reduction therapy) »
HERVEEERZZARE(FERERE
2021) - WFZEE B BT R =
FARRTERA - DURCHE (5 A SRR 5 B AT
R REERAG T » M DA A iR SR e
BTS2 0 2020) © RIZE RLESR
HIRF IR B 2 oT M - ZERERVIEEDE
RO TR IR EIE - BT E
s FE L B 5 J& 78 43 & IR & AU
DEESERF (AR ERE » 2016) ©
— - (REREAseMEFE HAEE

WroeHe i IR (R B A R I~ R & o
A B PRAE AR Dl B A= 75 2 - TS 2
BRRIFEREZ EFE - R EEEFEAN
B 5 JEE AR IR 5 250F AR S R 3 1 1S
[ - PR AL FE 53 A KA P 5 i R 3% RE (PR
B 0 2019) o SCERFEHT T R ERAE |
1SR B IRE BRI - 2R
(LHEER ARG —E 55 (FERM
2018) - HFRIARE E BRI IT T S
WRERER ) BiREABEEE NERSE

TZU CHI NURSING JOURNAL | 113 | Volume 23 -

B9 T H(Kinchen, 2020) ° W B 75K
BRI - EERLUH A RES L iR
HOVERR G U TT R E R E T H > DL
2R TR AR B R - FiEE
I 175 488 L RE 192 132 BT & LR A 1 B A
AE (BRI - 2021) - MEEE 1S E i IR
AR R B IR SR - RS LR
TFLT ) e R P L JBR T B (T St B (Duan et
al.,2018)  fy TR KIEE T - )
FEE o REfE i - R E N B EE AT
s e REFR (78 0 R AH B e R4 75 5k B
IEHEGRERRE A - 0 F S5 il it gl = 22 B
BT - FOEE M EIE R IGEE R
EdFllk ~ FriEte gt OB R BRI SR o
5 HE 51 14 ) R e SRS (AR 55
2019) -
= P EEEEREHARIEE

g A Bl B T R D IR TS B Ah o R
E 5 B NH B A e Ay UL PA) - L o e e PR
He2 H S P R i EE R B E - 2
[ o2 IR i 5 L R R B R R (MOl 20
2021) o i PR 75 W PRI 2 RE 2 5 35 0 B i
MGG S IR PRI SRR (h R AT
ERRE AR EITEE T - IR BT RER]
T2 A FHEDIRE T RE Z F S A 15 5
SRR B mMAE 2L - BEERKED
JEFF R S e R - R IR (S 5 5
note 1 ok N S 5] A NRUBE T BB S AR R L 2 5
SR (B0 5E - 2020) © BREE MR
6 J52 [BR] P43 75 19t e H6F 522 24 (The  International
Dysphagia Diet Standardisation Initiative
JDDSHEZR Kz 5l E 58 - K IR TR
HE G ERFPE D RTE TR - G
o M EREE - PREEGRE)
ren A EE CRIGIR) ~ MllE R ~ IE (—

Number 4




5) - KESHBEYEGL - 5FIIEE
I B E B R U AL ER R R (IR 55
2018) -
Vg~ BN B A

EEREHARGE T HIL ) B
s FEN ERAEEEREN E I -
Frakig s A B IR I RE - H BRAE
KHEFE Ay PR EAL - FEAARAEEE X
TE - EIEEE TR AR RS - 2021)
B Il 25 O RE 5T Bk i B N RE T R i B e
B - B 1S Bt R B S L (PR
FETE - 2022) o 305 ) iR A & 22 Bl B 2
BriolfE EIL AN - ERIATEERE
AETG AR L B (RS 0 2020) - (HER
NBE R ERE N HA SR EREH
CHYARERY - TGN EhREEE R B R
CHERERE , & TEEERIRE )
& BN Bl PR R 5 R A (0 E Y%
PRI E (PRBA{ - 2021) ©

B

— ~ EXE/G

Zeds 0 39p% 0 BT EZE - SPIHLA
SPRFEABIEE - MmRE S > BB —
T RIEFE=ENEESE > KSR
AE PR EE O ML M 1 T (F - HRTELZR A [F]
£ EERBEEREEREE - ZPRE
FRH R ACBEIRTE - RS 2 5 CABURT
ARG H55007T « ACREEIAR IR S AT
AAHAGEASH
= FERBEEBHN

BN » 665%  BI/NEZE - HHEMA
SRRl —{iZc 5 - HApEZEPHTE 2 -
R EERISRT - 2GEHER RN
15-2077 88 - the B IO S B2X £ 1

TZU CHI NURSING JOURNAL | 114 | Volume 23 -

BB R FERBINGRT - EF ST
AEEIZ - SERFR NG A58 E A R
15 - FEEOEIRARG - HefE (68
%)~ (EZEFIFRT(105%) FLPYAJEME »
=~ BiRAEERLH

% Y55 FIT IR i B RTRT TR S R e
R20184F 11 H 22N A5 8 F R
MBS R - EF2E TR E
A R AR i TP RS R RS B iR R - B
O TR e A8 P A il e 5 i 22 v AT B L
fiE - FAGFFEAR R E - BREE - 58
SEEERE - WR201952 F 13 H B4
55 W9 J&) 7 HA 1B P R2 01T 15 AT B g I 32 58
Y)#7E (Fabrazyme 70mg by IV pump) &
2021 ARG i LS AT 22 ) =5 1) 2% A
% FRBLAR T8 eR Ay A b AT B R A
JE B BT A 53 AR B BE P VR IR DL A B A 1S
T o W25 53 BIR20214E5 H K 20224F
3 H K@ R A RIS 8% B M PG - &
N e 52 i A o 5 BV A B A e
PEEtsE - L BEE G R R E RS -
H i H R B 5] 175 B (18] 2 i e 58 FH o 1
[=FIR2 B G -

FEIEET S

AR H 20228207 501 H 220224
07H29H - #HGordon 11IEITHREME R
ARG BB R N AT
—  BERMMEEEIRERE

FHRFIE A IE1SELLLE > 20184
it H EEIEAGAFIRE BT
WEE - ([EEER & BRET E R ERE
[EIFIR2 AR AT -
—CEEREERE

THIE B E166A5) - BEESTAT »

Number 4



BMI 20.6kg/m > HEH{E3.9g/dl » FEIE
HHEHEN o AEESAEZR PR E
FHE R e - REDE R
x - BEYIYA DI — B R SE -
= EZ2h; - F8RIIEBAERRE
EFEPEHMEEEEY ST N E AW &
5 UGt S R A S E A
AREBEGWEE] - 7TINZERE T EENR T
#Z COVID-19%% B LIH# 2= - IZHGE S
WZWE - FNFEEE AT - g iR LR T
RIS E SRR - HEEY)
MR IR IR )~ T RIS R ERE
W - 5LFIZER P —EWOR B - BEAT
FREEATEEERE  WEFIE
R e 2 B R - KEEE S VA5 Al e
BRI T RA I, - BRI
BIEE S 16t sl HT = R S AL
FRPEEERFENIE - & 25 5 165N
HET A HERIBR - FHERHS L E =
VEEGRIERR A . - TIREE AT
BOR , HFEHERMAE -
= - HEMBIRE

PRYE AT E f# - BEENEG (R E ® - 7/1
S EE N IBOKIE (I 1+-2+) - I FE 22 B
EIR LA RIVIIRIER ~ Z2 0= R ~ 8
FERG T RHRPASHN 2 - E H WA R BHRD
B g A RFTR2 B HEGEE - H AT AR S
HIA0F ¢ aldactin25mg QD ~ diovan25mg
QD * dipachro50mg QD * depakine200mg
QD » dexamethasonedmg QD »
famotidine20mg QD * URIEF F.C.8mg
QD -
-~ JEENELESNELRE

AN ETEEEREE - hEE S EE
ABVYEE - i Z g R ANMERFE K - (H

TZU CHI NURSING JOURNAL | 115 | Volume 23 -

R EATAED ~ ZRIRAR R - IR
BRI 1057 B2 REER - WFF
BHHREGLEE S5 o 7/1 554 H1
BEHLI1-253 » AEBIEERNLI2-3453 » 1
72 & HHVYAE H H 8 RS Bl 5 A AR
Ef dysportHE 7] & 1,000 Ui I AR 8 R
EHAE B =R B EER - X
BFR AT — /INF - 7/ % T BRAEAH
FEREFIAEIC - B 5 itk (&
mE L~ T IREVEEIERE - (BRI
AL FIRE H AT R ESE M AR AR
TNIRTESEES) ), ~ TESEEFERY
TR FEFE L RERE AN TH Bk ] 52 (5 LR
ik - BRI EEPEESES T L o W
FCEACER G R20214E 11 H17H 22725k
B LSRR - MELEZEAH
" GENEEIDIRERERE , - " B FRIRREARE
JImRge s R IR - BEEE - WET -
"B Ebn R A SRR R R RE -
- EERRA B BURE

A BIARZEY) - 7/1{EZ © TSEE4E
EIERIEHE A EIHERE - # LB E
PRRE. - ATREEI R 5 o o Ze M AR
T EE8-10/ N ©
I\~ BRFNRKZBYRE

PR » HEFBIREE S ERE
ERAEEESE - (BR]
[l i ke FH BEOEFEEE /7 N F5E - 7/156) ¢
IR T EREE E B R T—  RRE
Tl g5 &7 15 B BAH A8 - P DA S+ B R RE
G o R HIE B A BB A SR A
IRl RS RO BN U
WEE KR - = A 25406 & O BE )
REFIFIEITIRE -
+ - BERRSZERE

= =ZA
]ﬁ ==

Number 4




AT H CAE R A (A 1 R R A 2
KHEIAN = 7/1{EZE « T & AR
AT DA - g A —E .~ TR
TERAETE B2 B bt ~ AR IEM - A
KT o~ T ERANERE R XN
0F - BeRZ/EFENE o BRI K H 2 S
RIREEFHE > BTSN - E
RS - e iE (E R R G ARG
ENAER - HPL EERHE T E R 588
REARGEM EHEIEHZRAE " #
By o~ THESEC, - T RhACPEBE ) i
PR RRE -

N\~ BERREEE

B R A ERIRERE - SFHEIHSE
EHARER - 71K/ - T EEAR
EEREAELT - FREEEE, T A
WA T - BORREIEBEBIT R L,

TEEINE AR R R S B RS - (B S
WEREERFR  EEmEAE, - T
e 22 ¢ R SE B AT B TE B RG22 0 TR
HH ORI e AR A R I IRER -
(RS (A EZ 3 S I (T E S EPYN Th it
s - IEFRERIGE AT HIT5k
LEF AR BAIR IR B, - B HE RG0S -
AR i A2 3R 15 UL R H 28 - Ko RO (8
B o DA LR EEIREE S T
JIEE A 2 FEM R -

-~ MBI THEERIRE
PRI R M A0 -
+ - EEIFE(T R 2 BURE

=R AERATC A B EINE T+
FLLE - BOADUEBEEC @ kg
FREZE A « 7/HEZ © T HEHEE - 4
IE NS RERE IR, - RIEFERG
Saah R M - L EE AR

TZU CHI NURSING JOURNAL | 116 | Volume 23 -

WHVETEE R B 16 R E L T - it T2
F=H TR, TSR ZREH
FEfH] e -
+—FHEm

(EES/2EEHEE S PN =N
FEFETE BRGSO
B EARAT P LR - FonEIreER L8
AIHERF IE A (S &S F

R REFEYL

TREEHAR H 2022407 H01 H 207529
H - R EP G &R R - B H
EI R EE M ENCL R - HRE
SRR o 1Y 2 L R IR IR G AR B s
JE 0 R NEAE BR T (S (8 2 A4 2R g T DA
" GENEEIDIRERERE 5 K B SR iE R
H THBEEAOER, AT EBEREA
i 5 R = KRR -
(—) " HBEEENTHEEPSERE 4 B h A B
RINNENEER -
(Z) THREEE A EmEESR | BT HHRE
HEBEEMRKIERR -
() "BHeEaR, BEERREER
Z &R IBEREETR -

FEIRIEE

#HE P e N 1T e o B R A SRR
BRI - TR R IR e L R IE
IR LRI REAEE o (e A A
(—)E L RIFFERRAR

7/{E B2 EF - £ B DUETE B R G
& F oA - A B 2 e T A
T 5 2 B R W iR AT e EOTE 9 I A
TEAR ~ TP S T B iR An B FO A 8T
TR A 2 a8 5 1A A AT RE Y 1

Number 4



il - DAYECER 3R 8 IR AN S Rk B IR i
Ay L IREEEYE - aNEE - EERE
fE -~ R RCEFEE MR 5B E
X EFE Bl R IRGE TR SRk EE Yk - 1
PR e o5 el G AH R 55 3l a T e RS S V8 T
SEfT o 7/15(E B2 - EHE B RS
Rl B AR R B R R Y R 2R
1R EVEENERAR D - AR 2B PR AR I
FPFRsE gt E - 205« TILEE
Pt 2 o Ak R B AR A A R rY 18 BR B2 L =]
ZiaE - HETHE — B =XReyy i ee1E
e~ W JE P E2 B MR 8 B 05 A1 B QT
FFE EREHY(E H — KA A E AR B EEY)
ERE L~ TIRERFHEEEZEDRK
iR ~ R BAET W EES) - TR
10578 , ~ 7/29Z RFIEH EEE B 3
B8 T [ Y R s R R E R I T A R AE AR
BE AR (R 5T 25 R 1 A8 s 57 B B AR il E
g -

(DEREEZFME KBRS

7/ 1B (] 2 52 g B e 7 e R B
ENEHEBTM - Sl TN A
U R0 o 1o ] 5 B B b 1 - 7 AR 18 P BE R
HHH - (R H AR T R T i R EE AR R
R PCEFHGRE ~ X7 BT/ 5
W72 BR B o3 AR B St - BRI FH A B B
S 8 S e A B T W R AR A R
TEEFAPP N H - BEEFHMEEH K
EIERAY 715 - POEFE B P s R
B B EHEEEEN I E R EEE R
R DAY EY R K SN
2 B OB SRS N EE G BOE IS RN 5T
o TR AN 28 A W BE HE N I IE
W5y - FEIFELBEANET &R - DAFIE— 25 AR
o B AR A0 2R 2R W e ER R

TZU CHI NURSING JOURNAL | 117 | Volume 23 -

R IR AT S @ R EZ K - v LR
HERE A MR R Y B Y IS E R HE RS T E N
BY)REEERE - 7/155 @ HRR
EIFEAER BB R AR - BRAHTEIHE
RIS BAY B SR - AE R T AR
HEEN—EERE A - RO E - &
BEER REAHRFE SO - #7%K
BRI E S MR EEE R
IR i B N 5 T RE R 5 R R IR
H#r1966 - DIFE AN ECEE 5 /R AT RN
HEFH TR RE IR B » 7/290I2 FRF 22
18] 2 8 F /N R [ e P iz e i o 5 e B
o HZKRIER - TR ME R EEER
% HIRE S TG R EEOE—REDH
Koo~ T RVE B T R R AR ER
BREEEEEY - KEIEE EELT B
S HLEEG S H B - EHZRERSHAb
HIEVE R B - BfER TR TR
EREIZT o~ T IRBAEE RS
KT E N B B 2 R T
PoEEM T BRARRAE FE ML DL
FHEER » &= K 19660 R IHE
VR o 77293 Ak {8 2 R85 S A 1 22 7 e
PRI e B Fr 2278 B RE = 0] IEWE ST T R R IR
i FIEEE SR R E BE A D pE s
(PR fHk 5 % 7 P B 2 B 5 [ R (4L AH B
BEGEMIEETEK -
(Z)BIAZIEENXN T FFRRE

7/1EI2 R - FR 4L 22 1 5 Yy 3 18
T EHA S EREERE R - F
KB EmiE T L EE AT DLSER AT T 4
HIIREE AR L HE - W EZEEE
& FERY B RE T R B B 52 o 2 Bl AR 1t TR
BETE - EIER T BOLAIBREE ) EE
ABE BT AT - RIBEF EFHE T

Number 4




I
>

K
I/E:
f
th
JEl
&
S
Z
!

I oy
T\\\

A

BASIG A ORI 25 B A & o B AR TR R AEAG
T ZE IR A S B S H REDRERIMERY -
AR EESS I ENa ) SR EEETOLEE: |
o KB LRI IR 6 5 R B sz - A IR
EE H BOLHEERE R - TR EE A JH G P R T
{[E PN E 3 S S NI BBl f SR e £ 3¢
& H O a0 AT R e E A LA
JRFRELYS - FELA EA IR R R Ty -
FI T ok XA L AT oz B R ) 17 7 ST 5552 D
REERK B2 HIEFEETE& - B2 DL E R
R BRI AE - 5K S
BHRE R o A FH 2 & RiaT am 05 7
1 R s B A R IR S & IRABEA - a0
P2 AR G (0 50 A 1 PR T 5% e 17 B S5 B
PR » 375 50 22 ] 2 2 A ) B et ) I
oo B2 A AETE S - BN E TSR - =
FI A= V5 1R BE S [al Bt 18 Ry E SN0 37 A8 5 F
ity 3 S e e o AR e 25 iy R AL B S 857
FHREFR oK - T2 0000 BRI O B FE Rl el B
DRFES T ARG S IRGE © 7/29% R} ¢
" I R R O SR B PR i o
Ho T J2 ke 55 A 22 BR 5 PAC5E B 7l
B HeTHI T AIG =02 kAN
J A5 NS B B Bk T ROBG 1 B A L
PR BT IERSS - R AR
MEEICEXRT ETE - SEIFRE
S EFR TS H O F IR AT F 2T 3L
B > TIRT TS RIRERERR T IR B
RRE - B SE L BR TR R AR 5 7
SR VR 15 B B B SIS, 7/291K
1l 2 FA B P 5 SR AR 8 ) T IR R 1 1]
BT OCE SRR AT 8 - B I B
o WA - BRAR T B R S B R R B B
ik bl 2SR A -

B AR

AL BRI s Hed e — (2 A2 BT iR AR 7%
BOE & pF A a2 PIRe IR B - (] =€
FEZ & 1oh BY T REFC & B AR SR e W El Y
AR - HIb R ER R R
Al - PR AE R B R REAY O AJRERE 2R
JE 5 [ B S PR - SR e (LR
AREEAMITZRE - i@ RE = &= Mt & e
AIEE - DA 1A 17 B b 22 R e i 5 e
T T7 5 B LS PR REE TR -

HERE I [ SZ FRIN PIR2 S ms v AR A
B L T T R R 55 - B TRe S
SRR HE IR - RBERFAE ;e B IR
NARE (I 2 Rr R - XE T 52 B S R TR R B
FHETE AT RCR - R b AeE A
Z e PR AR 5 e 2 1 22 L 0 S E {18 )
T 5 5K A R BB 1O B R R S R O
A B EE A & 5 A SRR P =R
B RE S  ANBE AR ERSE D
A P P R S5 P L R R B R S
TEIRERIRER Fr > 5 PR N HERE H 3752
TR MR - AR (A 5 2 B RE ST A I
EM B EREIR - AR A e52
e ENGE -

it

2Z8aH

ZERERIEORHE (2016 * 9OH2H) - FEREEH K
55 L3 W (N R BT A R 5 AL B S 15
https://law.moj.gov.tw/LawClass/LawAll.
aspx? pcode=L.0030082

R ~ A ~ MOREL(2018) - IEATEGEGAE -
B ELEHT - 30(2) » 57-62 - https:// doi.
org/10.6340/KD.201806_30(2).0003

FEpek ~ BREE - £ BER - 4
B3 (2021) - wkAm b RO & B BERTEE R -

TZU CHI NURSING JOURNAL | 118 | Volume 23 - Number 4



BEIREEEE 5 88(5) » 695-697 - https://doi.
org/10.6666/ClinMed.202111_88(5).0115

ZREMI(2018) - fERIE2 . 0FTHI B B M Y
2% - (LB 5 25 (3) » 2-4 - https://doi.
org/10.6647/CN .201809_25(3).0002

MREZE (2019) - /R B IR IR R HE
HIBETE G o FART T FRG [ R H R o L
X] - BINTERE R ER B ERR R PHERT ST -
https://doi.org/10.6342/NTU201901105

ARS ~ BRRKEG(2019) - 8330 55 o B -8
RIS HE SR B AT - RIS
66 (3) * 100-105 < https://doi.org/10.6224/
JN.201906_66(3).12 °

MRUZe ~ BEE - BIAE - IFEEZ ~ IRRE
(2021) - 3ER “SAFE" E T ENEHED
HEFEREE R RIS NS ST - B
FEFATF - 10(2) » 83-102 -

REAMG(2021) - HARKESHES H 73X
RBER R 2R - S
40 (4) * 355-370 - https:// doi.org/10.6288/
TIPH.202108_40(4).110033 °

BEAN(2021) - B LR SRAE RS IR P2 i i
F - ZEESR - 64(3) » 52-57 -

BRAEE (2022) - PYZEAR B SR 10 15 Tl B8 22 08
FH - FEEEEN - 36 (5) » 11-13 »

TREEE - DREEME - 2358 - PRSEEE ~ BHRE -
IRIMEDE ~ FREEZE(2018) - BFREF PR #EAR
FRRAE S BRI A - BERRERHR - 38(12)
» 01-18 °

WM ~ BSR4 (2020) - A Watson B R
TP TS v i, S 355 e e TR ] 2 o MRS ARG
B - SHELFEDE - 23(1) » 30-48 ° https://doi.
org/10.29494/L.N 202203 _23(1).0004

RS R ~ #EFE5(2020) - SEAHEILKIER

TZU CHI NURSING JOURNAL |

RS S 0 R Y S v e o G B A B ) -
B ERE 5 19(6) » 104-114 - https:// doi.
org/10.6317/LTC.201812_22(3).0005

AT (2020) - AR FOE B O ige 58 T
IVS4+919G>A | LT - B CEFSEEM T
> 121 21-35 -

A REREREET B (2022 » 06H 30H) - 1104FE
ASEF#HG#ER - https://www.mohw.gov.
tw/cp-2704-70314-1.html

e A GR ] R (2022 - THISH) - 111
HESE6 2L A AN 2  https://
www .hpa.gov.tw/Pages/Detail .aspx?nodeid
=4586&pid=15910

Chan, B., & Adam, D. N. (2018). A review of
Fabry disease. Skin Therapy Letter, 23(2),
4-6. PMID: 29562089

Duan, W., & Mu, W. (2018). Validation of a
Chinese version of the stress overload scale-
short and its use as a screening tool for mental
health status. Quality of Life Research, 27(2),
411-421. https://doi.org/10.1007/s11136-017-
1721-3.

Kinchen,E. (2021). Holistic nurse practitioner
care including promotion of shared decision-
making. Journal of Holistic Nursing : Official
Journal of the American Holistic Nurses'
Association, Advance online publication.
https://doi.org/10.1177/08980101211062704

Turkmen, K., & Baloglu, 1., (2020). Fabry disease:
Where are we now? International Urology
and Nephrology, 52(11), 2113-2122. https://
doi.org/10.1007/s11255-020-02546-3

119 | Volume 23 - Number 4




The Outpatient Care Experience of a
Patient Diagnosed with

Fabry’s Disease Complicated by Stroke

Ya-Jhen Gao

ABSTRACT

The outpatient nursing experience of a patient who was diagnosed with Fabry's disease
and a stroke was detailed in this study. The nursing period was from 1 July to 29 July
2022. The data was gathered via the application of Gordon's Functional Health Patterns
assessment and a comprehensive review of medical records. The patient's primary family
caregivers were uninformed regarding the rare disease, which hindered their ability to carry
out activities of daily living. This further compounded the caregiving burden. Identified
medical problems included "Impaired Physical Mobility," "Caregiver Role Strain" related
to lack of information about swallowing difficulties and diet, and "Excessive Caregiver
Burden." Intervention included utilizing the principle of self-supporting care and improving
the family's and patient's capacity for independent living. This outpatient experience suggests
prioritizing the identification of rare diseases within families and attending to the associated
caregiving requirements. The expectation is that by employing policy resources and
psychological support measures to implement effective interventions, nursing processes will
progress toward adopting a care approach centered on the patient, family, and community.

(Tzu Chi Nursing Journal, 2024; 23:4, 112-120)
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