)lall'
(&

]

R N S AN
 ATEITEBE

- 5 3L

229 e/ HE LR RS S R R

To Explore the Lived Experiences of Primary

Caregivers of Children with Epidermolysis Bullosa

B 5 4 RBEE
EEEY | FME

hERE—

BEEANEANH



EREERETEREEL
A S BT

To Explore the Lived Experiences of Primary Caregivers of

Children with Epidermolysis Bullosa

K 4 REEE
Yeh-Hsun Wu

EEE - FWE
Pei-Yu Lee

FHOLRHORER
B A EH TR
= 5%

A Thesis
Submitted to
Department of Nursing
Fooyin University
In Partial Fulfillment of the Requirements
for the Degree of
Master of Science
In Nursing

June 2017
Kaohsiung, Taiwan, Republic of China

FERE —HEN £ AH



ENTEAE N R e et
LB A SO A

#51h

MR B



LER T
HALKARXKHAET

ABBEMBHZBXBIALEBAABARE_H E A

B FRERE @ 105 LERE SRR AL PR -

WXL _FRibefeE: RREEX EEERIE

#FEHK T F W F aHE

AAEAEZNMERZHXEXTH  BARIKRTHATRE LML

BEBAAAZRERBER  REBAZHARZBAEAR -

LR & 3LBp 2B

WE EE4 00

WAtz 111 5 0T A 31 a B2 -

BHA %@% éi ‘ (EREIREL)

B PERE 1064 07 A 31 B

W LARBEEFEITNAEABXETLRZIRA -
2EARRIERNNE  FHLEEMRG =1 ETRAEMRAFRES F) -



HMEHMEKRE

BRt2aaxEris (228 2H] P5FF

¥iABH - KE 106 407 A 31 8

PHARL |2 B % 2wy WAEHE | BE5A RE 10656 A
BRI AR H KRS AL | HEA
RXMEB | FAMGRIZRELZAEERER
wpay |LeRERae2MEARTHEH  BHTHER

AE Ol 4 A L 50 3% X 8 3 &4

; Wi GramRE) : #8
Amtax Wiy - AxHz
dimih EEHETFex
BREFX |

KB _111 &= 07 A 3.1 H B
AMaE |REFHI004E7A 18 EH()FH 1000108377 s X - ek

HETEAEZHMR (FRBSF) > AAREAERX - HBERHL
RFFARS FRARRERR BRI LR REIHME -

2 6%
PHARLE: A ~~  REHBEL:

m%%%%&z:/,b % AR

PREEHER:

2

WA MABIELNHE ﬁ’zﬁm$$%%iﬁﬁ%ﬁﬁf%$ A A%
EZKRE -




WEABZAE
BRALTETRXBRELERANATYHES

AAXARAPERHA) 2 8 & NHBEARAS H32 457
_105 sxpg - suwe Par Onreezax
WXAE L FABOREERMEZAEEREY
SN W

OAACRZEIBXOEERTEMESH P FHEH P
(RAPIHFERR - )
W _ % A BABFRIEPEFRXBENAHAME -

Birsmnurnnxnannssnine s it
HA 107 % 07 A 3l A#AREAEFAXMEAHME -

(&3 F 410246 7TA38 £3%5(=)F $1020096745% & RH = ~ = -

DA XA A R Bt ARETERUBEL XIS HIAE
TRARRESBRAAMTHAXNE  EHEATETH RALNE

WEAEMR(E S BSF)]

(RERE)

o d
bL 3 8
% /7\&5711&-&\/5\\%%%)

\

AL % B ¥
z R

TP

i ¥ R = 106 £ 07 A 3l =!

348H ¢

1. HFEEL N B AT > Fodhrds FH -

2. ¥ FARBL AEBINMMALRXALTHEREBRBXLH FH
2AXBETETHM - PRXMBRABBZLA LM BMABT -

3. ARERLAFHAPIFREMN L2 THARBZARHALTRXAL, T
FH= T rEEX, B T L ABRE BRANMYRE LAY F
- .



WMEABRAE
WXESHBRRE

A _# 19 42 AL AMEY) 2 B F OF

X EmanE:EBMEEX FEERIES

el RAIEREL  AERAFE -

EE e j*& )(7:(//73{\ .

voF 3 R 106 & T % 21 p



HEHRAS
Lt EpBXERE

PR g S BE F S35 GNS1030014

WXHE ERAORIERAEEX A ZERBRET

To explore the lived experiences of primary caregivers with

Epidermolysis bullosa

BREAFHR FAXHXLFEORLEABKE  ¥EAZAR
FHFBBR L PMAHEFM

HWXUREBEGBEA: HAE

Rl
nREE _FWMEF aHR /%‘“5 Q

fRA 838 5%%%«
AL % 4 751 %)

AEER) h A &% E

¥ % R B 106 # 6 A 23 H



G|

CEEAGER  BIEE~  (NE&GITS —ZERE) - 9ERS
LA EERENTTEATHE » IR A ARRESE R g e EEm S R s R
S AR P AEERSE ~ TAFBAGE R AT TR A (R A YRR T > BEZR
¥~ EERL o SENVART S RIIRRBED H S E FaEHITe N - 3
BAA &I - SERTFE T ERSEa R 1 PR FE 2 K o MR
WRES] - g IIE CHEEVHIRETE - BEE22nE% -

IR S SERORSEET 20 NRYSCRF LU G - s oA i SR e
ZIFEI N REB—GRHBOE - B ER - BRI AR - B & b&—
(T AT ERAVECE - R EHD - MEEEAT - TIMEEZED - SR
SRR BRAHEEZAISE > RElER]SEpiGR S8 e BT E TRA e SR
IS BIZAR > A SRR THYBCE B E (¢ - I e S E%
TR NS SRR - FRIEERSERGR-CHYEN T » SoFNEEH AT a2 &
REVFER 2 Bl e s ML 2 Rl > FR LB SO - Bl MeEE -
FETCHYERO LN ERE R 58 © 1B Bt RGHHE DT ¢ B bR By B3t
[FEIRRIEEELE ~ 1675 ~ ERAERS > BRI MIRY SO eda @ - A
RV E AR > BIRE R - BT AT GIIEES RV EE) - 2

Bovimpe R - BA LIF LRCAYC SRR SE s, -

SONE R - PR IR SR IR S R R A g b oA
SRR - EIA MR 28R - SRS E HE BRI

FLER  EHUANFAISERCERERY » SR EE A R M S — RS HIARTE - B o
ERATERBR SO P ELRE DRV ZE N - BB K ELRAE & MR 2 & - TRk
ZEREE RIIUH TSR > e S EmERGHAZERNA > BETE
BB NS - PR B 250K - ST -

CHEEEE RREECH B RROREE I T IE AT



ZEps e T SRR 2 AR AR RS
H S

ABHST B IR A (1 % R o fif 1 7K EE (Heredlitary
Epidermolysis Bullosa » EB)(f&i T 2/ 5E) 85 2 J 11 & i th pnd iR
2 Rz Bkl o BRIEAUE T B T MEDE A NFE R EREEE
R ERERY T Z IR B TR i G2 o DUPAERE IR BRI T 28
E o AT — B TGN R BRSNS RO o FI
Colaizzi(1978) B E )2 » BwaiHHO(E TR R 1 38R FRE ST Ay - 88
ZETE ROl DA 2R 5 - RAIRVENZNR) © BRI RE (RS 2
sEZE 5L W TARAAEE) ~ L FEEEY) ¢ R R IORERE
EAER Ry - BERHRVIER) » xRS0 (B LIRS - #5
HrEE)  RRRE R FEN LG WA RN bt
FIRE T - FERER) -

i 7e4s SR BUMMHRE T 2 IR A (I i » WA RS e i
TR Z A EZ R AR AT R OEETES T
RINEFSFE AL Z e ) B BB T (BB A
9% o AWTZeaER o E RE R A BEREVINIRGETSS | Bt
PRI HEE A4 A - [FIHF et B S BB E N Bt IR RS s
P REFTIAI RGN R - B0 B M M A P B T

[o8 §7 - 1B (PR 7 o R /KR E ~ A27E ey ~ TRRER



Exploring the lived experiences of primary caregivers of

children with epidermolysis bullosa

Abstract

The purpose of this study was to understand the perception and
experience of the family lived with hereditary epidermolysis bullosa children.
Based on purpose sampling method, the primary caregiver members of
children with hereditary epidermolysis bullosa (simply known as the Bubble
Dragon) were found by the “Taiwan Foundation for Rare Disease”. The
research data have been collected through one or two times of Semi-Structural
Interviews with seven caregivers. Verbal description of the care experience
collected from our interview has been transformed into written document in
this study. This research adopted Colaizzi’s(1978) method of phenome
nological research in the data analysis. The care experience we collected from
the caregivers can be classified into six main themes and thirteen sub-themes.
They are: Huge change and frightened (Expectation turns to trial, unknown
fear of rare disease), Parent’s steadfast love (Mother’s kindly care, Helping in
hard time, Looking desperately for right treatment), Mother’s hardship
(Struggling and dilemma, Deep sorrow and pain), Whole family exhausted
(Hard trial, Crying from within), Positive healing energy appears (The
persistent power of family, Great help from EB association), Look forward to
supports (Diverse social supports, Taking a break). The results of this study
found that EB disease has profoundly changed the life of each caregiver. With
the heavy loads of taking care of EB child, the caregivers have reset their
mentality and positively lived with their children’s disease and trial of life.

This study provides related empirical data of EB caregivers of the family,
which can be a useful reference for medical personnel who are taking care of
EB child patients. It helps child patients and the family members understand
the care process and internal struggles that will come. With this study, social
security organizations as well as medical system can adequately offer
assistances to those families suffering from this rare disease so that these
families will no longer feel hopeless and loneliness.

Key words: Hereditary epidermolysis bullosa ~ lived experience -
phenomenology
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