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Developing support network for the parents and the child with rare chromosomal
abnormality

Kutsunugi, Saeko
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This study aimed to investigate the process mothers go through in coming to
terms with raising a child with chromosomal structural abnormalities.Sixteen mothers living in Japan
were interviewed and a modified grounded theory approach was used for the analysis.
Having support and meeting peer of mothers with similar issues is essential for mothers to review
their perspectives that healthy children are the standard against which to measure their child and
to motivate them to raise their children, but it was extremely difficult to have such opportunities
due to rarity of the disorder. It is crucial to accumulate more practical information so that
mothers can access and use it. Mothers also need support to enhance their self-worth while giving
due consideration to the possibility that they maﬁ conscious of being stigmatized. Nurses need to
advocate for these children and families to get the appropriate help, understanding and support.
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Tablel Demographic profiles of mothers and their children
Number(n=16) %
Age of mothers
29 years 1 6.3

30-39 years 6 375

40-49 years 4 25.0

50-59 years 5 313
Age of children

2-6 years 6 375

7-12 years 3 18.8

13-18 years 3 18.8

19-31 years 4 25.0
Gender of children

Male 4 25.0

Female 12 75.0
Child's age when diagnosed

2 weeks to 2 months 8 50.0

3 monthsto 1 year 1 6.3

1-4 years 6 375

5-8 years 1 6.3
Type of chromosomal abnormalities

1p36 deletion syndrome 5 31.3

22g11.2 deletion syndrome 3 18.8

11q deletion syndrome (Jacobsen syndrome) 3 18.8

2q duplication syndorme 2 125

1q duplication syndrome 1 6.3

8p duplication syndrome 1 6.3

disease caused by chromosome 16 abnormalities 1 6.3
Symptoms

Congenital heart disease 12 75.0

Epilepsy 6 375

Difficulty in walking 3 18.8

Respiratory disorder (Using ventilator) 1 6.3

Oral feeding difficulties (Tube feeding) 1 6.3
Social situation

Stay home 5 313

Specia school 4 250

Ordinary school (Special support class) 3 18.8

Kindergarten 2 125

Employee as a person with disablities 2 125
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