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The Earthquake Experiences of Patients with Muscular Dystrophy and Their Families
—Based on Reports in Family Group Meetings and One Case—

Miyuki TAKAZAWA', Makoto FUNATSUKA', Keiko ISHIGAKT,
Kayoko SAITO’ and Makiko OSAWA'
'Department of Pediatrics, Tokyo Women’s Medical University School of Medicine
Institute of Medical Genetics, Tokyo Women’s Medical University

We established “a support group of muscular dystrophy patients and their families” and have continued to
support pediatric patients with these disorders and their family members. The experiences of pediatric patients
and their families were shared in regular meetings after the earthquake. Assuming that the earthquake disaster
might have caused marked psychological damage to pediatric patients and their families due to the characteris-
tics of patients with muscular dystrophy, we conducted a questionnaire survey on how these patients and their
family members experienced the earthquake and what maintenance and other measures they advocated for the
future.

The results of the questionnaire survey showed that both pediatric patients and their families suffered psy-
chological damage which restricted their behavior in some cases and that it is possible to prevent, or at least re-
duce, confusion or anxiety symptoms when pediatric patients and their families are physically and mentally sup-
ported by the presence of close and reliable individuals. Furthermore, the issues anticipated to occur in the fu-
ture with the Tokyo Metropolitan earthquake were organized, showing that many people particularly desire re-
viewing the use of mechanical ventilators and securing attending physicians.

Meanwhile, a patient whom the author continues to counsel on a long-term basis had post-traumatic stress
disorder symptoms such as insomnia, anticipatory anxiety with shaking, explosive episodes of irritation and an-
ger, and environmental aversion without the mother after the earthquake. Such symptoms showed alleviation
approximately 6 months after the earthquake; looking back on this patient’s course, it was clear that mental vul-
nerability and unstable familial environment before the disaster had affected the mental disturbance and anxiety
symptoms.

Key Words: patients with muscular dystrophy, family meeting, earthquake, psychological stress response
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Table 1 Muscular dystrophy type of patients

Objects Respondents
FCMD 32 14
DMD 16 5
BMD 2 0
Laminin a2 CMD 1 1
Limb-girdle MD 1 1

Data are number of families.

FCMD: Fukuyama congenital muscular dystrophy, DMD:
Duchenne muscular dystrophy, BMD: Becker muscular
dystrophy, Laminin 02 CMD: Laminin o2 deficiency con-
genital muscular dystrophy, Limb-girdle MD: Limb-girdle
muscular dystrophy

Table 2 Age of patients

Objects Respondents
Preschool 5 5
Elementary 22 7
Junior high school 9 3
High school 7 3
Over 19years old 10 4

Data are number of patients.
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Table 3 Patients’ place of residences

Objects Respondents
Tokyo 20 6
Chiba 9 2
Kanagawa 8 3
Saitama 7 5
Gunma 3 2
Nagano 3 0
Shizuoka 1 1
Miyagi 1 1
An omission 0 1

Data are number of families.
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Table 4 Stricken areas

Laminin o2 CMD

Limb-girdle MD FCMD DMD

School or nursery school
Home or relative’s home
Hospital or facilities

In transit

o O O =

1 4

N =N

0 4
0 5
0 1

Data are number of patients.

Table 5 Place of shelters

Laminin o2 CMD

Limb-girdle MD FCMD DMD

School yard 0
In acar 0
Outside 0
Grandmother’s home 0
Receptacle 0

1

oo

<
—_ e - O W

o O OO

[enl

Data are number of patients.
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Table 6 Necessary preparation after the earthquake

Laminin a2 CMD

Limb-girdle MD FCMD DMD

Stand-by provisions

Food and water

Portable gas stove

Diapers

Portable toilet

Cold medicine or household medicine
Battery, radio or flashlight

Generator

Gasoline

Evacuation route or shelter

Information about how to contact family
Available helper

Family doctor or relationship with community care

1 0 3 0
0 0 8 1
0 0 1 1
0 0 4 1
0 0 1 1
0 0 4 3
0 0 2 0
0 0 6 1
0 0 2 1
0 0 1 1
0 0 2 1
0 0 3 1
1 0 2 1

Data are number of families.
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Table 7 Requests for self-governing body and medical institutions

Laminin a2 CMD

Limb-girdle MD FCMD DMD

<Self-governing body> 0 0 0 0
Contact individuals with handicaps 0 1 0 2
Check on the safety of individuals with handicaps 0 1 0 2
Help individuals with handicaps flee to safety 0 0 0 1
Contact a shelter 0 0 5 1
Provide battery chargers 0 1 2 1
Mediate with medical institutions 0 0 4 0
<Medical institution>
Emergency consultation 0 2 1
Allow individuals with handicaps to stay at the hospital 0 0 1
Make exceptions to the rule that consultation is by ap- 0 0 1
pointment only
Allow individuals with handicaps to obtain medicine 0 0 0 1
without a prescription
Data are number of families.
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