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Abstract

Intractable diseases are chronic diseases whose causes are not known. They also have not yet effective therapies. QOL
of the patients with intractable diseases are recognized an important determinant of the effectiveness of the medical or
welfare services since patients have to receive long time care. Although importance of quality of life is widely recognized,
confusion still remains about how quality life is defined and measured. There are two approaches to develop quality of life
instruments. That is to develop the scale for specific diseases or for intractable disease in general. As for amyotrophic
lateral sclerosis, ALSAQ-40 and SIP/ALS-19 are becoming recognized as reliable measure. As for Parkinson’s disease,
PDQ-39 becomes generally used. Also, IBDQ is applied for ulcerative colitis and Crohn’s disease. On the other hand,
intractable disease control measures are dealt with for administrative policy which takes the whole object diseases. In
addition to disease specific measures and comprehensive measures, QOL instrument which are designed to evaluate not
only specific disease but also intractable diseases in general is necessary. One of the scales for evaluating quality of life
common to patients with intractable diseases is “a scale for subjective QOL common to patients with intractable diseases”.

It is necessary to use a comprehensive scale, disease specific scale and the scale which is common to the intractable
diseases according to the purpose of the research since intractable diseases include various diseases with different social
background. Further researches are expected to develop the QOL instruments for each disease and intractable diseases in
general. Although evaluation of QOL is highlighted in this article, our interest is if the medical or welfare program is
effective for intractable disease patients. Besides the research of disease mechanism and treatment measures, QOL
research in intractable disease is expected to be promoted and enhanced.
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#3 ALSAQ—40 (CCHk22) X b5IMH)

Physical mobility
1 Difficulty walking short distance
2 Fallen while walking
3 Stumbled or tripped while walking
4 Lost balance while walking
5 Concentrate when walking
6 Tired when walking
7 Pains in legs while walking
8 Difficulty going up and down the stairs
9 Difficulty standing up
10 Difficulty getting up out of chairs
ADL/indipendence
11 Difficulty using arms and hands
12 Difficulty turning and moving in bed
13 Difficulty picking things up
14 Difficulty holding books/turning pages
15 Difficulty writing clearly
16 Difficulty doing jobs around the house
17 Difficulty feeding myself
18 Difficulty combing hair
19 Difficulty getting dressed
20 Difficulty washing at hand basin
Eating and drinking
21 Difficulty swallowing
22 Difficulty eating solid foods
23 Difficulty drinking liquids
Communication
24 Difficulty participating in conversation
25 Speech not easy to understand
26 Slurred or stuttered when speaking
27 Have to talk slowly
28 Talked less than I usually do
29 Frustrated by speech
30 Felt self conscious about speech
Emotional functioning
31 Felt lonely
32 Felt bored
33 Felt embarrassed in social situation
34 Felt hopeless about future
35 Worried that I was burden to others
36 Wondered why I kept going
37 Felt angry because of the disease
38 Felt depressed
39 Worried how disease will effect future
40 Felt as if I had no freedom
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