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居住地 

Place of Residence 

関東, 

10 

中部, 4 

近畿, 8 

九州, 

3 

10 

3 

4 

8 

Kanto 

Chubu 

Kinki 

Kyushu 

Basic Information  

on JAFA (Japanese  
AHC Family Association) 



＃801, 6 

＃815, 5 覚えてない, 

8 

その他, 6 

遺伝子のタイプ 

性別、遺伝子タイプ、フルナリジン 

Sex, Genotype, and Flunarizine 

4 

8 

5 

2 

0 

2 

0 

2 

1 1 

0 

2 

4 

6 

8 

10 

10歳未満 10代 20代 30代 40代 

性別 

男 

女 

服用してい

る, 19 

服用していな

い, 6 

フルナリジンは 

Sex 

Under 10 years old   10s 20s   40s   30s 

Genotype Flunarizine 

Others 

Do not  

remember 

Taking 

Not taking 

Male 

Female 

ATP1A3 

801 

ATP1A3 

815 

Basic Information  

on JAFA 



運動レベル 

Motor Performance Level 

Being able to run 

 

Being able to walk 

 

Walking while holding 

onto something 

 

Standing up 

 

Pulling oneself up 

 

Up to a sitting  

position 

 

Being unable to  

leave the bed 
0 

1 

1 

0 

1 

1 

2 

9 

1 

1 

0 

1 

1 

6 

0 1 2 3 4 5 6 7 8 9 10 

寝たきり 

座位まで 

つかまり立ち 

独り立ち 

伝い歩き 

歩ける 

走れる 

男 

女 

Male 

Female 

Basic Information  

on JAFA 



知的レベル（複数選択可） 

Intellectual Performance Level (multiple answers) 

1 

0 

1 

2 

1 

0 

0 

0 

1 

5 

5 

2 

3 

4 

4 

1 

0 

0 

0 2 4 6 

言語不能 

意思表示はある程度可能 

単語レベルで会話可能 

短い語文で会話可能 

日常会話はある程度可能 

簡単な読み書きができる 

小3-4程度の学力 

小5-6程度の学力 

言語等の遅れは見られない 

男 

女 

No language retardation 

 

Scholastically at par with 

5th and 6th graders 

 

Scholastically at par with  

3th and 4th graders 

 

Simple reading and writing 

 

Being able to conduct everyday 

conversation to some extent 

 

Being able to have a conversation 

in short sentences 

 

Being able to have a conversation 

in words 

 

Being able to indicate the  

intention to some extent 

 

Being unable to speak/write 

Male 

Female 

Basic Information  

on JAFA 



発作の症状 

Symptoms of Episodes 
Basic Information  

on JAFA 

21 

16 

5 

8 

18 

5 



週に4回以

上, 9 

週に1回以

上, 4 

2週に1回, 

3 

月に1回, 4 

2～3か月に

1回, 4 

発作の頻度 

発作の頻度と持続時間 
Frequency and Duration of Episodes 

数分～数

時間, 19 

1～2日, 

5 

3～7

日, 5 

発作の持続時間 
Once in  

2–3 months,  

4  

Once in  

2 weeks, 3 
Once or more 

in a week, 3 

Four times or  

more in a  

week, 10 Once a  

month, 4 

3–7 days, 

5 

1–2 days, 

5 

A few minutes 

to a few hours, 

19 

Duration of Episodes Frequency of Episodes 

Basic Information  

on JAFA 



発作の引き金 

Triggering Factors for the Episodes 

13 

4 

20 

15 

9 

2 
4 5 

15 

12 11 

4 

0 

5 

10 

15 

20 

25 

Others: 

Dehydration/rapid 

changes in temperature 

Flashing light /loud 

sound or vibration 

Environmental changes (April) 

Hormone imbalance  

(before a menstrual period) 

Basic Information  

on JAFA 



心配事（１つだけ選択） 

Concerns (single answer) 

1 1 
2 

3 

1 

2 

1 1 

4 

1 

1 

2 

1 

薬や… 進学… 生活… 精神… 経済… 外部… 家族… 親亡… その… 

10歳未満 10代 20代 30代 40代 

Under 10 years old    10s 20s     30s 40s 

Basic Information  

on JAFA 



1 1 1 
2 

1 

1 1 
2 

1 

1 
2 

1 

1 

ＡＨＣを理由に… ＡＨＣを知らな… 支援が… 家族・・・ ＡＨＣに関す… 介護者の肉体… 介護者の精神… 経済… いじめ… その… 

10歳未満 10代 20代 30代 40代 

困っていること（１つだけ選択） 

Difficulties (single answer) 

Under 10 years old        10s        20s     30s  40s 

Basic Information  

on JAFA 



3 
5 

2 1 1 1 2 3 
1 

6 
5 

3 
1 2 3 

1 
2 

3 

8 

2 

6 
2 

2 

3 

2 2 

1 

5 

1 

2 

2 

1 

1 

1 

3 

2 

1 

1 
1 

フル… ＡＨＣの… 進学や… 活用… 発作時の… 入院通院… 家族への… 余暇の… 経済… 車椅子… 世間の… 話し相手… 治療法… 海外… その… 

10歳未満 10代 20代 30代 40代 

必要な情報・支援（複数選択） 
Necessary Information/Support (multiple answers) 

Under 10 years old      10s      20s    30s 40s 

Basic Information  

on JAFA 



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 

giving 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? 
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