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Overview

This survey was implemented for the purpose of ascertaining the health of
thalidomide-impaired people, the problems they face in their daily lives, and the
medical care and welfare services they use, and is a part of the Health and Labour
Sciences Research “Research into the Health and Living Conditions of Thalidomide
Embryopathy Patients” (research implementation period: April 2012 to March 2015
(planned)).

For this survey we implemented a mailed-out and mailed-back questionnaire
survey over the period June to October 2012 to quantitatively assess the living
conditions of thalidomide-impaired people. The target of the survey was the 286
Japanese thalidomide-impaired people of the 295 living as of June 2012 for which a
group that aims to improve their social welfare (the Ishizue Foundation) had
addresses. (Number of respondents: 201)

Moreover, from September to December 2012 we allocated some of the time in the
“Ishizue Regional Exchange & Consultation Meeting” regularly held in regional blocks
throughout Japan to interview surveys, and implemented group interview surveys of
the thalidomide-impaired people participating in the meeting in order to ascertain
qualitative information to supplement the numerical data from the questionnaire
survey. (Number of respondents: 33)

As a result of these surveys, the following living conditions of the
thalidomide-impaired people were revealed.

(i) Basic attributes

o The gender of the respondents was 49.8% males and 49.3% females, with an
average age of 49.9 years old.

o Furthermore, the main types of disability due to thalidomide harm were upper limb
disability (76.6%) and hearing disability (17.4%).

o Looking at household composition, there are 14.9% single-person households,
22.4% of people are living with their parents only and 61.7% live in other kinds of
households (nuclear families with a spouse and children, three generations living
together, living with siblings, etc.).

(i) Conditions in daily life

o The respondents’ most frequent answer regarding their current state of health is
“average” at 39.8%. The combined percentage of people saying “not very good”
and “not good” is 28.4%. Comparing this with other people in the same generation'
(12.6%), a relatively high proportion of respondents feel that their state of health is
not good. _

o Furthermore, 40.8% of the respondents stated that their health problems had an

! “Same generation” refers to people 50-54 years old in the 2010 Comprehensive Survey of Living Conditions
conducted by the Ministry of Health, Labour and Welfare. Refer to Chapter lil, p.44
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impact on their daily life. Comparing this with other people in the same generation
(9.7%), it is apparent that their poor state of health is manifested as specific
obstacles in daily life.

o The highest percentage of respondents, 61%, answered that the degree of impact
on their daily life has grown (become worse) over the last five years. The causes of
the impacts on their daily life are thought to be thalidomide harm (65.9%) and the
aging process (45.1%).

€ We can deduce that thalidomide-impaired people approaching their 50s are facing
new challenges in their daily lives. Responses tailored to the cause of these
challenges, such as thalidomide harm, aging, etc., are required.

(iif) Use of medical and health care services

o The proportion of respondents saying that in the last few days they had some
physical problems (subjective symptoms) was 64.7%, and the number of symptoms
was 7.1. Comparing this with other people in the same generation (32.4%, 3.8), we
can deduce that the thalidomide-impaired people also have specific subjective
symptoms reflecting the fact that their current state of health is not good.

o Moreover, comparing the percentage of thalidomide-impaired people with a disease
or injury currently being treated at a hospital with other people in the same
generation, the thalidomide-impaired people have a higher morbidity rate for both
disease and injury. Specifically, shoulder stiffness and lower back pain (both
between 17% and 17.9%), tooth disease (13.9%) and ear disease or disability
(12.4%) which are all thought to be related to thalidomide harm, and in addition
diabetes (9%), hyperlipidemia (15%) and high blood pressure (13.4%) all had
morbidity rates two or three times higher than other people in the same generation.
Furthermore, obesity (3.5%) had a morbidity rate six times higher than other people
in the same generation.

o However, currently when thalidomide-impaired people receive treatment at medical
institutions, in the case of upper limb disability they have difficulty with blood
collection (22.1%) and blood pressure measurement (7.8%). Furthermore, in the
case of a hearing disability they have difficulty with communication (28.6%) and the
upper gastrointestinal endoscope (14.3%).

€ The above facts reveal the importance for thalidomide-impaired people of health
checkups and when necessary receiving treatment at medical institutions.
Furthermore, it is necessary to write guidelines for medical professionals, including
appropriate blood collection procedures, blood pressure measurement methods,
and precautions to take when performing endoscopies, etc. in order to eliminate
difficulties for thalidomide-impaired people undergoing treatment at medical
institutions.

(iv) Use of welfare and caregiving services
o Using medical and health care services in combination with welfare and caregiving
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services that meet the various needs of the thalidomide-impaired people in their
daily lives is effective for reducing the impact of health problems on daily life.

o 90% of the thalidomide-impaired people have obtained the physical disability
certificate that is a requirement for using the services. However, only 6.5% have
received recognition of classification of their disability level under the Services and
Supports for Persons with Disabilities Act and overall a mere 10% were using the
disability welfare services.

o The most common reason the respondents gave for not using the services was “I
don’t have any problems even if | do not use the services” at 81.6%. On the other
hand, 8.9% said “l do not understand the procedures for using the services” so we
can conclude that development of information provision and consultation and
support structures for the complicated welfare system is necessary. Furthermore,
5% said “I do not satisfy the criteria for using the services” and 4.5% said “there are
no services that | want to use.”

€ Based on the above facts, and based on the results of our examination, revision

of the current service structure and flexible management of the system are
required. Note that there is a need for further verification of whether or not the
respondents who answered “l don’t have any problems even if | do not use the
services” really do not need the services and whether or not there is any risk that
the thalidomide-impaired people are overexerting themselves in a variety of
situations to run their daily lives, causing secondary disabilities, etc.

(v) Worries and difficulties in daily life

o 78.1% of respondents said they had worries and stress in their daily life. This is
much higher than other people in the same generation (53.1%).

o The worries and stress included their own health (72%), post-retirement life design
(62.9%), the health of their family (41.4%), and prospects for future income and
assets (35.7%), etc. so health problems and unease about the future accounted for
most of them.

o The morbidity rate of “depression and other mental illnesses” is five times higher for
thalidomide-impaired people than other people in the same generation.
Furthermore, 11.5% said about their worries and stress that they “want to but are
unable to consult with someone about it.”

€ Based on the above facts, comprehensive consultation and support structures
which can respond meticulously to the diverse disabilities, lifestyles and support
needs of thalidomide-impaired people will be required going forward.
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(2)
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O

Overview of the Survey

Purpose of the survey

The purpose of this survey is to ascertain the health of thalidomide-impaired
people, the problems they face in their daily lives, and the medical care and
welfare services they use, and is a part of the Health and Labour Sciences
Research “Research into the Health and Living Conditions of Thalidomide
Embryopathy Patients” (research implementation period: April 2012 to March
2015 (planned)).

Target of the survey, survey period and methods, the number of respondents
First stage: questionnaire survey

Target of the survey: We implemented a questionnaire survey to quantitatively
assess the living conditions of thalidomide-impaired people. The target of the
survey was the 286 Japanese thalidomide-impaired people of the 295 living as of
June 2012 for which a thalidomide-impaired person welfare group (the Ishizue
Foundation) had addresses

Survey period: June to October 2012.

Survey method: We mailed the survey forms to the survey subjects through the
Ishizue Foundation and recovered them by mail addressed to the lead
researcher.

Number of respondents: there were 201 respondents (response rate 70.3%).
Note that four of the respondents were unable to fill out the survey form
themselves due to their disability, etc. so the caregiver, etc. filled it out on their
behalf.

Second stage: group interview survey

Target of the survey: We allocated some of the time in the “Ishizue Regional
Exchange & Consultation Meeting” regularly held in regional blocks throughout
Japan by the Ishizue Foundation to interview surveys, and implemented group
interview surveys of the thalidomide-impaired people participating in the meeting
in order to ascertain qualitative information to supplement the numerical data from
the questionnaire survey.

Survey period: September to December 2012.

Survey method: At the beginning of the meeting the survey secretariat gave a
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20-minute presentation on the overall approach of the research and the
provisional figures from the questionnaire results and then one-hour group
interviews were held to ask the respondents their views regarding the
presentation.

Number of respondents: a total of 33 including two at the Sapporo venue, ten at
the Tokyo venue, seven at the Nagoya venue, nine at the Kyoto venue, and five at
the Fukuoka venue.
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3.

Survey items

(1) Specific survey items

We surveyed the following items.

* Basic information: age, types of disability, family composition, etc.
* Impact on state of health and daily life

* Physical problems (subjective symptoms), disease and injuries

* Hospitals, etc. visited regularly

* Difficulties when receiving treatment at hospitals, etc.

* Cost burden due to disease and injuries, etc. and subsidies from local
governments

* Use of disability welfare services, etc.
* Job situation
* Family caregiving conditions

* Worries and difficulties in daily life

(2) Points taken into account when designing the survey items

o

When designing the survey items, we took care to achieve consistency with the
items in the Comprehensive Survey of Living Conditions published by the Ministry
of Health, Labour and Welfare in order to analyze the differences and similarities
in the living conditions and challenges of the thalidomide-impaired people
compared to other people in the same generation.

Furthermore, in order to verify the appropriateness of the questionnaire survey
items we asked the 8 thalidomide-impaired people who entered hospital for the
pilot health checkups implemented as a part of this study from November 2011 to
January 2012 (3 males and 5 females, 7 with upper limb disability and 1 with a
hearing disability) to fill out the survey form as a trial, and conducted a preliminary
survey in which we asked these thalidomide-impaired people in individual
interviews if there were any questions that were difficult for them to understand or
were difficult to answer. We were planning to survey 15 thalidomide-impaired
people in the preliminary survey but some of the matters indicated by the survey
subjects were the same so the survey ended with 8 thalidomide-impaired people.

We completed the survey form after taking into account the results of the
preliminary survey, and confirming the views of the director of the Ishizue
Foundation (also a thalidomide-impaired person) from February to May 2012.
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Composition and interpretation of this report

The composition of this report is as follows.
In Chapter 2, we present the summary of the results of this survey.

In Chapter 3, we present the results of the comparisons of the indicators that can
be compared with the fiscal year 2010 Comprehensive Survey of Living
Conditions.

Note that for the diseases and injuries used in the survey items we adopt the
diseases and injuries adopted in the Comprehensive Survey of Living Conditions
in order to perform comparisons with the Comprehensive Survey of Living
Conditions. In addition, the itemized free comments in the report are all verbatim
statements from the original text.
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(1)

Survey Results

Basic attributes and household conditions

Gender and age

Looking at the overall gender breakdown of the respondents, there are 100 male
respondents (49.8%) and 99 female respondents (49.3%).

According to Ishizue Foundation data, the gender breakdown for
thalidomide-impaired people is 55.3% male and 44.7% female so in this survey
there was a slightly higher response rate from females.

The overall average age of the respondents is 49.9 years old (males: 50.0 years
old, females: 49.8 years old).

Figure 1: Gender of the respondents; by type of disability

Upper limb disability (n=154)

0% 20% 40% 60% 80% 100%

Total (n=201)

Hearing disability (n=35)

Other disability (n=6)

2 Male = Female & No answer

(2) Main types of disability due to thalidomide harm

e}

Overall the main types of disability due to thalidomide harm were disabilities of
the upper limbs, 154 respondents (76.6%), and hearing disabilities, 35
respondents (17.4%).

According to Ishizue Foundation data, the main types of disability of
thalidomide-impaired people are upper limb disability, 73.5%, hearing disability,
20.4%, and multiple disabilities, etc. at 6.1%, so the percentage of respondents
indicating upper limb disability was slightly higher in this survey.

Other disabilities mentioned by the respondents included “no language due to
cerebral palsy (intellectual disability at the time of birth),” “paralysis of the right
side of the face,” “imperforate anus,” “deformation of the eyes, fingers, or internal
organs, lack of a gall bladder, appendicitis,” etc.
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Figure 2: Main types of disability of respondents due to thalidomide harm; by gender
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(3) Household composition

o Looking at the overall type of household of the respondents, 30 respondents
(14.9%) were in single-person households, 47 respondents (22.4%) were living
with parents only, and 122 respondents (61.7%) were in other types of
households (nuclear families with a spouse and children, three generations living
together, living with siblings, etc.).

o Looking at type of household by type of disability, among respondents with an
upper limb disability “other types of households” ranked first with 96 respondents
(63.6%), followed by “living with parents only” with 36 respondents (22.1%), and
“single-person household” with 21 respondents (13.6%). On the other hand,
among respondents with a hearing disability there were slightly more
single-person households, with 20 respondents (57.1%) in “other types of
households” followed by 8 respondents (22.9%) “living with parents only” and 6
respondents (17.1%) in “single-person households.”

Figure 3: Type of household; by type of disability
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(i) Relationship to housemates

o Inthe case that the respondent has housemates, looking at the relationship to the
housemates from the perspective of the respondents overall, “spouse” ranked
first with 96 respondents (56.1%), followed by “parents” for 75 respondents
(43.9%), and children (minors) for 54 respondents (31.6%).

Figure 4: Relationship to housemates from the perspective of the respondents if the
respondents have any housemates (multiple-answer question); overall

0 10 20 30 40 50 60 70 80 90 100 (%)

Spouse T | 561

Children (minors) 22

Children (adults) &2 =
Parents & 2 2
Siblings &

& Total (n=171)

Other

—&#3-10 -



2. Conditions in daily life
(1) Current state of health

o Looking at the current state of health with regard to the respondents overall,
“average” ranked first with 80 respondents (39.8%), followed by “not very good”
with 47 respondents (23.4%), and “quite good” with 39 respondents (19.4%).

o Looking at current state of health by type of disability, the pattern is similar but a
slightly higher percentage of respondents with a hearing disability answered “not
good” than respondents with an upper limb disability.

Figure 5: Current state of health; by type of disability
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(2) The impact of health problems on daily life

o Looking at whether or not the health problems have an impact on daily life with
regard to the respondents overall, 82 respondents (40.8%) said “yes.”

o Looking at the results by type of disability the pattern is similar.

Figure 6: Whether or not health problems have an impact on daily life; by type of
disability
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