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Disabilities due to progress of mucopolysaccharidosis along with patients’ growth and development and

home care support-related problems

Abstract

This study aimed to clarify the physical problems and disabilities due to the progress of mucopolysaccharidosis
along with the patients’ growth and development and the support the patients have received, and discuss various
problems relating to the home care support. A self-admitted questionnaire survey was conducted on the
mucopolysaccharidosis patients’ parents. About 90% of the respondents were patients’ mothers, and the patients’
average age was 21.0+9.0. Due to the progress of mucopolysaccharidosis, the patients started the oxygen therapy at
the average age of 12; they became unable to speak and needed tube feeding at the average age of 14; and they became
unable to walk and needed tracheotomy and suction at the average age of 15. Although more than half of the adult
patients were serious, about 70% of the adult patients only received their family’s care at home without using any
home-visit nursing. This survey revealed that the patients’ respiratory function became worse before entering junior
high schools in many cases. In light of this, various efforts should be directed toward training of the home-care
professionals able to treat child patients and early introduction of pulmonary rehabilitation for preventing the

respiratory function from deteriorating.

Keywords: hereditary rare disease, mucopolysaccharidosis, growth and development, progress of disease,

home care support

11
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Association between maternal ego-resilience and attachment in the COVID-19 infection.

Abstract

The purpose of the study was to determine the relationship between ego-resilience and attachment among mothers
who gave birth in the COVID-19 infection, and between changes in the husband's work schedule and maternal ego-
resilience. The target population was 500 mothers who gave birth to a child in the corona disaster, and a web-based
survey was administered. Ego-resilience was scored and analyzed, and the higher the ego-resilience score, the higher
the attachment (r = 0.27, p = 0.05). Ego-resilience scores were also higher in the group whose husband's work schedule
was "remote, shorter hours" (p=0.00). It was thought that the professional support received for childcare skills and the
husband's work hours had an effect on ego-resilience. In the future, involvement that enhances the ego-resilience of

mothers will be important.

Key words : COVID-19 infection, childbirth, husband's work style, attachment, ego-resilience
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Husband-Wife Interaction over Decision to Stop Infertility Treatment

Abstract

This research aimed to clarify the husband-wife interaction over the decision to stop infertility treatment. As a result
of the data analysis by qualitative descriptive approach, the following eight categories were elicited: [thinking about a
childless life,] [reconstruction of the identity for wife,] [recognition of each other’s mental stability,] [accepting the
fact that the infertility treatment may not always lead to an expected end,] [putting the top priority on wife’s mental
and physical health,] [loss of a future where having and rearing a child,] [values newly shared with the partner for
deciding to stop the infertility treatment,] and [searching for a life as a childless couple.] When the limits of the
treatment made each couple start to think of a childless life, the husband and the wife became considerate of each other
and one’s timing to decide became coincident with the other’s timing. Such a husband-wife interaction was considered

to lead to the last decision to stop the infertility treatment.

Keywords : Decision to Stop Infertility Treatment, interaction, Husband-Wife
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Report of symposium on ‘Places to spend everyday life and self-reliance support for children with

severe motor and intellectual disabilities (SMID) receiving home care after no support from parents’

Abstract

Using a web-based conferencing service provided by Zoom, the author organized a symposium on ‘Places to spend
everyday life and self-reliance support for children with severe motor and intellectual disabilities (SMID) receiving
home care after no support from parents’ as a free event. This paper aimed to fully consider the results of the
symposium. The results showed that there were not many places for the children with SMID receiving home care to
spend their everyday life within their communities after no support from their parents, so that their parents felt great
anxiety and strongly desired some support. On the other hand, it was found that various supporters tried to understand
the children’s and parents’ wishes and actually supported them to realize their wishes with the cooperation of many
different professionals. It was also the fact that the supporters spent a lot of time helping the children move to another
place so that stress imposed on the children could be reduced as low as possible. The problems emerged from the
results of the symposium: the necessity of further cooperation of many different professionals and urgent human
resource development.

[Key Words]  SMID after no support from parents’  Places to spend everyday life and self-reliance support
symposium  Zoom
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