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A Meta-Synthesis of the Experiences of Parents During the Initial Transition
from Hospital to Home Care for Children with Congenital Heart Disease
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Objective: To extract and clarify the experiences of parents during the initial transition from hospital to home
care for children with congenital heart disease as reported in the literature.

Methods: We used meta-ethnography to synthesize and integrate the findings from qualitative studies.
Results: Altogether, 237 and 236 articles were extracted from PubMed and Ichushi-Web, respectively. Ulti-
mately, 15 domestic and foreign literature articles were subjected to analysis. The integration results revealed
the following nine key aspects: “There was a burden of having to take care of my child with congenital heart
disease”, “I felt that the support system after discharge was insufficient”, “I felt supported by medical staff during
my child’s discharge from the hospital”, “There was a lack of preparation for discharge”, ‘I lost sight of my role as
a parent’, I felt isolated after discharge”, ‘I thought about the meaning of my life and that of my child”, ‘I gained
experience while spending the transition period with my child”, and “I was able to live well after discharge”.
Conclusion: Encouraging parents to envision their child’s growth, development, and life as a patient, as well as
providing sufficient discharge support, will be the major challenges in pediatric cardiovascular medicine in the
future.
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[Title/Abstract] OR “homecare” [Title/Abstract] OR “transition*” [Title/Abstract]) AND
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Table 2 XM OVERRZIZ CHTHEICDZ ZHDEERICET B DEIE

No. AXER HARE HE E£ E& B# HRE METHAY T2ERE

1 Signs of deterioration in infants discharged 2016 Arch Dis Child. 101(10): Tregay J, AFUR ROERICHTZREEIE, B SR 14A BHRDNME FEELEE
home following congenital heart surgery in 902-908. Brown KL, B RDIBORERICOWVTHIA mH6ME TL—LT7—Y
the first year of life: a qualitative study Crowe S, et al. EX:) baxiid

2 Parents’ preparedness for their infants’ 2016 Cardiol Young. 26(7): Gaskin KL, AFVR BOZOHESME, BRICNTS @WHE6ME EEAHMR BERIERE
discharge following first-stage cardiac 1414-1424. Barron DJ, HOOEZ &, BRIFERICOVT BH 15 A EHERME
surgery: development of a parental early- Daniels A. RBETS RFETA
warning tool

3 HEEREEZZVTVREXMREROBRNL 2016 MNEREHRE 75(2): ERRT, B HEERBEZZITOREXEIE BSR3% HoEdsmR HEEcmE
BRLBARPEER L HHEEMOEDY 1D 247-253. =i, BROBEHVELCTVBRRPH
WTH—ER LLFEF e, FRBEMICROTNS

BYRNBEHSHICT S

4 HREOHEETNICUAARL, BERSBHERN 2017 JhREE 40(1): TRANE, =E:N NICU hSTEREFRNEGR L B4 A HWEDHHAE sl

ERLIETELERBTI3BRNTIR/EOEL 120-125. RS, RERETZBROTIFEOEIL
BHYE, M EHSHCT B

5  Parenting a child at home with hypoplas- 2017 Cardiol Young. 27(7): Cantwell-Bartl AM, #—X + EMEFEREEEOBHEBRLE B8 16 A EEMREORD FiEEbmE
tic left heart syndrome: experiences of 1341-1348. Tibballs J. SVT HOFECREEFETS RIFI1BA  BHDRHFZR
commitment, of stress, and of love

6  “l was so worried about every drop of milk” - 2017 Matern Child Nutr. Tregay J, AFVR EETTELRELTHERMD 20 ADR  BHEDMHME FEELEE
feeding problems at home are a significant 13(2): €12302. Brown K, RBROT T 2T ZHORERICD OFH ZL—LT-7
concern for parents after major heart sur- doi:10.1111/mcn.12302.  Crowe S, et al. WTERET S baxiid
gery in infancy

7 Psychosocial impact on families with an 2017 J Clin Nurs. 26 (21-22): Stoffel G, AMAR  EMERRERBEOREEET BHRI1IA  HHEDRNHR HEEEEE
infant with a hypoplastic left heart syndrome 3363-3370. Spirig R, R 2MHDRER, kA, WHOME HEHREDR
during and after the interstage monitoring Stiasny B, et al. QOL ##HET S
period - a prospective mixed-method study

8 HAEMICERMIEROBHERIIFLELIC 2018 RKEEEFME 24(1): FULBEF, =E:N HERICAXRMEOERROBHZE SH8A HNERWME FEamE
MY 2BHROBHMNEE MHE) LV SERO 62-73. BENITF, FFEBITET 2RO
BENEEREZTORE AREF, 1t BEERENIGHET 3

9 Transition experiences between hospital- 2018 J Spec Pediatr Nurs. March S, TAVA BR7OJEELTRBEN REF2 A EBHEBRHHE JO0JEE0
and home-care for parents of children 23(3): e12225. Keim-Malpass J. fz, ROIECHTDBRTRERYT BH4AD TEDWH baris
with hypoplastic left heart syndrome doi:10.1111/jspn.12225. BRI T ZMRAORIEERT 70T

EE3)

10 Mothers and Fathers Experience Stress of 2018 Pediatr Crit Care Med. Sood E, TAVA HRMEEBROMEICLIEE BH20 A EHEBRNME  FEELEE
Congenital Heart Disease Differently: Rec- 19(7): 626-634. Karpyn A, DAMLZR, FlmreiiEiits KB 14N ZEDW
ommendations for Pediatric Critical Care Demianczyk AC, DZEONALEERAET S

etal.

11 Parents’ Experiences of Caring for Their Child 2018 J Med Internet Res. 20 Wray J, AFVR FEXRMEVERREFHEOEBRY @R8I A HFEHERHHME JIV—T7«
at the Time of Discharge After Cardiac Sur- (5): 155. doi:10.2196/  Brown K, BEICHEE LIRDORBRES [ EHY D AhAvvav
gery and During the Postdischarge Period: jmir.9104. Tregay J, et al.

Qualitative Study Using an Online Forum

12 Patterns of Transition Experience for Par- 2018 J Pediatr Nurs. 41: Gaskin KL. AFVR FERMEVRRICHT S BHR12 AN EEMIR G LmE
ents Going Home from Hospital with their e23-e32. doi:10.1016/ %, BROSKEANOBITHRIC KWIAN  FEDH
Infant after First Stage Surgery for Complex j.pedn.2017.11.013. BIFZMBAORBRERAET S
Congenital Heart Disease

13 The lived experience of parents whose 2018 Acta Biomed. 89 Simeone S, A2VT FieBIEREMERIENE SH 18 A BHEIMNME FEELEE
children discharged to home after cardiac (Suppl 4): 71-77. Platone N, B LEROTROEFFREE KF6A RRFUHFE
surgery for congenital heart disease Perrone M, et al. #95%

14 Having to Be the One: Mothers Providing 2019 Am J Crit Care. 28(5): Imperial-Perez F,  7XU# #EHGEEREMVEBROFMHEICE BRI0A 597y P HEELEE
Home Care to Infants With Complex Car- 354-360. Heilemann MV. Lz, ZoEBARLRZAR tFU—
diac Needs DEFRORHE EFRRECDRY

%

15 Parental emotional and hands-on work-Ex- 2019 J Spec Pediatr Thomi M, ZMR  FEROFZXRMEEEOSHNS WHIME ENEHBRMME & LEE
periences of parents with a newborn under- Nurs. 24(4): e12269. Pfammatter JP, DEFEFHERORYOERE TOMm ERESH
going congenital heart surgery: A qualitative doi:10.1111/jspn.12269.  Spichiger E. HORBERET S
study

16 Home care experience and nursing needs of 2019 PLoS One. 14(3): Ni ZH, Lv HT, HE DEFHIEOEREMERRD B 17 A EHEHRNME HEEtmE
caregivers of children undergoing congen- e0213154. Ding S, et al. WEEE T HRDEET 7 DERE
ital heart disease operations: A qualitative BET S
descriptive study

17  Parents’ Experiences of Transition From 2021 J Cardiovasc Nurs. 36 Gaskin KL, AFVR BHEMEZILILROFERISE BHRI12A EBEWAE & LmiE
Hospital to Home After Their Infant’s First- (3):283-292. Barron D, ENOBITICET2RORRER KHI4AN  TEDW
Stage Cardiac Surgery Psychological, Physi- Wray J. &9
cal, Physiological, and Financial Survival

18  Defining a new normal: A qualitative explo- 2021 J Adv Nurs. 77(5): Elliott M, TAVA BOZORERMEEESDILRE BHBA HBHEIMNHME FEEEE
ration of the parent experience during the 2437-2446. Erickson L, DEBHAZICH T ZEROBITHE REIA  T—I5Hh
single ventricle congenital heart disease Russell CL, et al. BERS
interstage period

19  Developing a sense of self-reliance: care- 2022 Cardiol Young. 32(3): Imperial-Perez F,  7XU#A ROUBEHNRANBITTIRORE BHIOAN J>707v N EBHEEL
givers of infants with single-ventricle heart 465-471. Heilemann MV, IEDWTHORMERET 3 RKFAAN  €F)—
disease during the interstage period Doering LV, et al.

20 The Experience of Uncertainty in Mothers 2023 Indian J Palliat Care. 29  Puriani D, V% BETHRMHISEEROFES BR15A BEWTRHHE FEsmE
Caring for Children at Home after Pallia- (1): 46-50. Allenidekania A, 7 EHFEL TV SE8RORREAE REFHFE
tive Heart Surgery Afiyanti Y. T3

21 Parents’ Journeys of Mastery and Knowl- 2024 Compr Child Adolesc Gaskin KL, IFUR BEHEOERMEIEEELZEN BRI12A EEHE FiELmEE
edge Construction After Their Infant’s First Nurs. 47(1): 68-81. Barron D, THERHISBENBITTZEOm RE|IA  ZEDR
Stage of Surgery for Complex Congenital Wray J. HORBZERETS
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