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The Difficulties Experienced by Mothers in Understanding Their Children's
Condition: How Medical Personnel Should Obtain Informed Consent
from the Mothers of Children with Congenital Heart Disease
Masako Aoki," Makoto Nakazawa,” Chihiro Hinuma,” Miyuki Sekimori” and Chieko Kimura®

"Tokyo Women's Medical University School of Nursing, Tokyo, *Pediatric and Lifelong Congenital Cardiology Institute,
Southern Tohoku General Hospital, Fukushima, and ISt. Luke's College of Nursing, Graduate School, Tokyo, Japan

Purpose: The aim of this study is to clarify the difficulties experienced by mothers in understanding the condition of their chil-
dren with congenital heart disease.

Methods: Eight mothers (age range 20—42 years) whose children had congenital heart disease and experienced surgical treat-
ments early in their lives were enrolled and individually interviewed. Taped and transcribed data from the interviews were ana-
lyzed using inductive qualitative methods.

Results: The analyzed interview data revealed that the mothers had significant difficulty originating from the following seven
categories; 1) No or limited knowledge at the start, 2) Physical and/or mental unpreparedness to accept their children's disease,
3) Lack of detailed information materials supporting their understanding, 4) No control cohort to compare their children's con-
dition for better understanding, 5) Uncertain perspectives felt by the mothers regarding their children's future, 6) Hesitation in
expressing their desire or need to obtain information from medical personnel, and 7) Incomplete understanding resulting from
their hesitation.

Conclusion: The difficulties experienced by the mothers originated not only in their physical or mental conditions, but also in
the discrepancy between their desire or need and actual knowledge or available information, and in limited understanding of
their children's disease, required medical/surgical treatments or future prognoses. To facilitate their good understanding of their
children's condition through informed consent, the related medical personnel needs to be aware of the following issues: 1) Sup-
porting their knowledge as well as considering their physical and mental conditions, 2) Providing sufficient information
resources with supplementary explanations to help their understanding and imaging, 3) Encouraging the mothers in expressing
their thoughts or opinions.
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Table 1 Participants profiles

Variable

Participants responses

Mothers' age (Age at interview)
20-29
30-39
40-49

Children's age (Age at mothers' interview)

infants and preschool children
primary school children

junior high school/high school students

Children's diagnoses
tetralogy of Fallot
coarctation of the aorta

complete transposition of the great arteries
corrected transposition of the great arteries

double outlet right ventricle
pure pulmonary atresia
complete atrio-ventricular block

Age at the initial hospitalization
immediately after birth

Age at the operation
neonatal
infant
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Table 2 The difficulties experienced by mothers in understanding their children's condition

Category Subcategory A main informant
No or limited knowledge at the start 1: knowledge of the disease is "almost zero" A-C
2: can not understand terminology D-E
3: can not memory F-G
4: unable to organize information
Physical and/or mental unpreparedness to 5: occupied by strong feelings B-F
accept their children's disease 6: there is no time to think G-H
7: can not prepare
8: it is hard to cope
Lack of detailed information materials 9: information for professionals only A-D

supporting their understanding

10: information is not accessible

NO control cohort to compare their children's  11: development can not be compared A-B

condition for better understanding 12: parenting methods can not be compared

Uncertain perspectives felt by the mothers 13: different individual conditions in same disease

in their children's future, 14: can not envisage the immediate course of the disease A-B
15: there is no concrete image C-D
16: can not understand the severity of the disease E-F
17: can not understand taken for granted medical ideas G- H
18: confused with first child-care and disease

Hesitation in expressing their desire or need  19: concerned about the reaction of the doctors A-B

of getting informed from the medical 20: avoids making requests E-F

personnel 21: the gap between desired knowledge and offered information G- H
22: refrain from questions because staff seem busy

Incomplete understanding resulting from 23: has no decision making role A-B-C

their hesitation 24: has no time to worry about lack of understanding D-F-G
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