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This study was to develop a life-planning education program for women with congenital
heart diseases (CHD) and adult congenital heart disease (ACHD), dividing into Research I
and II.

I . Information on pregnancy and childbirth received by women with ACHD and the
information they had needed (Research 1)

[Objective]

The purpose was to clarify the information on pregnancy/childbirth received by women with
ACHD and the information they had needed.

[Methods]

A semi-structured interview was conducted with 7 women with ACHD belonging to
“Children’s Heart Disease Association of Japan” (Patient Association). The data were
qualitatively and descriptively analyzed.

[Results]

Of the participants (29-48 years old), 5 were married and 4 had a child(ren). The
information they had received were assorted into 4 categories and 22 sub-categories. [A time
when they received the information)] was [Timing when they got conscious about marriage],
and [The information provided] was probability of pregnancy, etc. The information they had
needed was assorted into 7 categories and 18 sub-categories consisting of [Timing when they
wanted to know the information)] and the contents of information needed.

[Discussion]

The preferred timing of information-provision was firstly [In teens] and secondly [Timing
when they got conscious about marriage]. It was shown that [Information they had wanted
to know more concretely] was [Information needed at an early stage] like [Whether I can

become pregnant] and [Negative information].



II. Examination of the usefulness of the tentative education program and the eligible target
persons for the educational materials (Research 2)
[Objective]

The purpose was to clarify the usefulness of the tentative education program and the eligible
target persons for the educational materials.
[Methods]

The participants were women between 15-39 years of age belonging to the Patient
Association. After viewing the tentative program, they were requested to answer an
anonymous questionnaire via Google form. For analysis, Mixed Methods Research was used.
[Results]

Ninety-eight participants were involved. More than 70 % of them were positive about the
usefulness of the program, but some had a negative impression aesthetically from the font
color and wording of the program. Some women had [Experiences of difficulties in being
understood by the partner]. Concerning the difference in health literacy, a significant
correlation (p<.05) was observed in age (25-29 years) and presence/absence of sexual
experiences.

[Discussion]

The usefulness of the education program was enhanced by improving the font color/wording
and by including contents for partners. Furthermore, it was necessary to narrow the eligible
target down to women of 25-29 years old and those who have sexual experiences. Thus, the
final education program was completed, which is considered best for women of the latter AYA
generation; “25-29 years or older”, “having sexual experiences”, and “beginning to think about

pregnancy/childbirth”.
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