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We conducted an interview survey of specialists involved in the
examination and treatment of inborn errors of metabolism. The specialists believed that in order to
prevent the onset and severity of the disease, it was important for the medical staff to (1) provide

the affected family with an appropriate diagnosis and a treatment plan that matches the growth and
development of the child and the nature of the consultation, and (2) consider the psychosocial
aspects of the child"s family and build a relationship of trust with the child"s family. In
addition, from the analysis of the consultations received by the Patient and Family Association, it
was found that positive behavior was observed in the consulting families 6 months after the start of
the consultation support.

These findings indicate that psychosocial support by medical personnel and other affected families

;s ess?@tial for the families of children with inborn errors of metabolism, a rare disease, to lead

appy lives.



( NBS)

NBS 1977 2014
1 19 2001
NBS
NBS (2013 )t NBS
2 NBS
NBS
NBS 90% 3
QoL
2015 NBS
4
NBS
2014 5
NBS
NBS 2013 L NBS
2014 5
NBS
NBS 6
2014 19
NBS
2
a)
b)




b)

a)

b)

NBS



1) 6
24(1),57-66,2014  2)

6 ,22(2),185,2012 3)
19 21
, ,3-16,2010 4)
) 2(CPT2) 1
3, ,25(2),234,2015 5)
: 6 ,2015  ( ) 6)
3 in : ,

24(3),229,2014



2018

15-20

DOl

Yuko Matsumoto, lkuko Sobue

Experience of Rearing with Disease Management by Parents of Children Diagnosed with Inborn Error of Metabolism: A Scoping
Review

COPHA 2021

2021

NBS

47

2020

Yuko Matsumoto, Yasutaka Matsumoto, Kazuyo Funakoshi, Hiroko Miura, Akiko Suwa, Yuko Kushihashi, Go Tajima, Ikuko Sobue

Family experience in disease management for children with IEM

SSIEM (Society for the Study of Inborn Errors of Metabolism) annual symposium 2019

2019




Yuko Matsumoto, Go Tajima, Akiko Suwa, Yuko Kushihashi, Kazuyo Funakoshi, Hiroko Miura, Yasutaka Matsumoto, Ikuko Sobue

Specialized doctors provide family education to families of children with inborn errors of metabolism in Japan

SSIEM (Society for the Study of Inborn Errors of Metabolism) annual symposium 2019

2019

Yuko Matsumoto, Yuko Kushihashi, Akiko Suwa, Kazuyo Funakoshi, Hiromi Miura, lkuko Sobue

Process of Building Relationships between Families of Children Diagnosed with Inborn Errors of Metabolism and Self-help
Group Members (First Report)

The 3rd Asian Symposium on Water, Sanitation and Hygiene

2018

Yuko Matsumoto, Kazuyo Funakoshi, Hiromi Miura, Akiko Suwa, Ikuko Sobue

A Literature Review on Acute Onset of Organic Acidemias in Japan

The Asian Symposium on Healthcare Without Borders

2017







