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Necessary Information/Support (multiple answers)
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Personal Actions to Make People Understand AHC
and Support AHC Patients

Explain details of the disease of the patient, at the time of signing the contract with a supporting
facility.

Preparing a leaflet, containing information on how to support the patient under usual conditions
and during episodes, and provide it to all persons concerned.

Videotaping the patient during an episode to let people know about it, and using it as a reference.

Participating in local meetings of the Physically Disabled and their Parents Associations to let the
members know about AHC.

Introducing the website prepared by the patients’ family association (JAFA).
Educating how to support the patient under usual conditions and during episodes.

Delivering AHC leaflets to schools and companies where the patients are attending or working, and
qiving explanations about the disease (seven members).

Delivering the patient’s profile to people who look after the patient to inform them on how to take
care including responses to episodes.



Questions that You May Want to Ask
Members of Parents’ Associations in Other Countries

During paralytic attacks, how to bathe a patient/how far can a patient going out.

What efforts do you make to increase the number of physicians/researchers who
have an interest in AHC and AHC association?

Activities of a parents’ association in each country

Further advancement of experimental studies on model mice
Actual circumstances of living/family/financial status/future plan.
Is public support such as pensions available? To what extent?
What is the recognition level of AHC in each country?

About physical changes/deterioration after the age of 20, because there are not many
older (adult) patients in Japan.

Average life expectancy of AHC patients

Welfare systems in each country (facilities or support for caring after the parents’
death, etc.)

The public support scheme in each country
What is the current focus of the parents’ association?

What activities are carried out by the parents’ association to help studies of the
disease?



Acknowledgements

This International Exchange Meeting is supported by
The Nippon Foundation (HAREAE]) sueporied by

Y F

THE NIPPON
FOUNDATION

and by
Dr. Masayuki Sasaki (NCNP)
All JAFA Members



