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Background

* Various measures exist to support persons with intellectual disabilities after the death of
their parents, including the establishment of residential institutions to provide a
guaranteed place to live. However, there is an increasing tendency for persons with
intellectual disabilities to seek places to live in local communities with fewer restrictions,
rather than living in residential institutions with substantial restrictions. However, many
parents of such persons prefer residential institutions with more substantial restrictions
for their children. This desire may be based on the notion that parents are responsible for
the care of their children with intellectual disabilities for as long as possible, and they may
seek out residential institutions that can provide their children access to residential care
when they no longer can.

* In light of this situation, it is necessary to understand the views of persons with
intellectual disabilities regarding the prospect of losing their parents, and to understand
what the loss of parents is like for persons with intellectual disabilities whose parents are
no longer alive.

Purpose

e The aim of this study was to clarify the perceptions of persons with intellectual disabilities
regarding the death of their parents. Using participatory action research methodology, we
conducted interviews with persons with intellectual disabilities who were going through
or had already gone through the loss of their parents.

* Participatory action research is a research methodology in which the parties are involved
in a series of research processes, making use of their knowledge and experience. This
methodology has been developed in various research fields, including social welfare.
Using this research method, we sought to clarify the perceptions of persons with
intellectual disabilities facing problems after the death of pearents. Importantly, the
researchers were also persons with intellectual disabilities who were facing problems
after the death of pearents. Using this approach, individuals facing problems after the
death of their parents were able to discuss the difficulties they experienced and clarify
the strategies they used to cope.

* This method enabled persons with intellectual disabilities to examine the problems faced
after the death of their parents that have previously only been investigated from the
perspective of the parents. Because this study was conducted by persons with intellectual
disabilities who are also experiencing these challenges, the researchers and participants
were able to face the problems after the death of their parents together and clarify their
current situation. It is hoped that this method will help to clarify the support needed by
persons with intellectual disabilities in the aftermath of the death of pearents.

Interview items and survey procedures

The interview questions were developed with the cooperation of members of the study who
have intellectual disabilities and were facing problems after the death of their parents. The
interviewees were then selected with the cooperation of the same group of persons with
intellectual disabilities. Interview data were obtained from 75 persons with intellectual
disabilities facing problems after the death of their parents. The interviews in this study were
conducted between April 2019 and March 2024. The interviewees were persons with
intellectual disabilities facing problems after the death of their parents. Each interviewee
was interviewed by a person with intellectual disabilities for approximately 15 minutes. The
interview data were recorded using an IC recorder, and a verbatim transcript was prepared
on the basis of the recorded data, then analysed.

Method of analysis

The analysis was conducted using MAXQDA 2024 qualitative data analysis software. The first
step in the analysis procedure was open coding, which involved reading each interview
transcript in detail and writing codes as they came to mind. This was followed by focal
coding, in which codes corresponding to a relatively small number of conceptual categories
at a higher level of abstraction were selectively assigned to clarify the relationships between
concepts. The data were then analysed using the continuous comparison method, in which a
conceptual model was constructed through repeated comparisons of the relationships
between multiple codes and between codes and data.

Ethical considerations

Interviews in this study were conducted after receiving approval from the Ethics Review
Committee for Human Research at the University of Tsukuba. When conducting interviews,
interview data that could identify individuals were not disclosed, collected interview data
were stored and managed in locked cabinets, and documents containing personal
information will be shredded or pulverised and destroyed after a certain period of time after
the end of the research period. The subjects were informed that their cooperation in the
interviews was voluntary and that no disadvantage would arise from refusal to cooperate.
Subjects were free to refuse to answer interview questions that they did not want to answer.
Subjects were informed that they would not be disadvantaged in any way if they cancelled or
withdrew their cooperation from the interview. The content of the interview was recorded
after obtaining the subject’s consent.

* Open coding of interview data obtained from 75 persons with intellectual disabilities
facing post-parental loss issues resulted in 188 data being extracted for pre-parental loss
issues, from which 13 codes were generated. Focal coding of these codes was used to
create five categories. The results showed that the categories for pre-parental loss
consisted of “nothing decided yet”, “living arrangements are decided”, “l will manage on
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my own”, “l will get the support | need”, and “l am troubled or anxious”.
 Among these categories, “nothing decided yet” was found to consist of three codes: “I
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haven't talked about it that much yet”, “I haven't heard about it that much yet”, and “I
haven’t thought about it that much yet”. The category “I have decided how to live” was
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found to consist of four codes: “I will live with someone”, “I will live alone”, “I will live
where | live now”, and “l will live in a group home”. The category “l will manage on my
own” was found to consist of two codes: “contact relevant people at funerals” and
“manage money on my own”. The category “l will get the support | need” was found to
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consist of three codes: “rely on someone”, “get help managing money”, and “ask for help
if  am in trouble”. The category “l am troubled or anxious” was made up of one code: “I
have problems or anxiety”.

* Atotal of 145 data were extracted from interviews after the death of pearents, from
which 14 codes were generated. These codes were subjected to focal coding to create five
categories. The results showed that the categories for after the death of pearents
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consisted of “I have decided how to live”, “ | will manage on my own”, “l will get the
support | need”, “I have problems”, and “I have no problems”.
* The category “I have decided how to live” consisted of four codes: “I will live with
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someone”, “I will live alone”, “I will live where I live now”, and “I will live in a group home”.
The category “l will manage on my own” was found to consist of three codes: “do

n u

household chores”, “manage money on my own”, and “cope with what | need”. The
category “l will get the support | need” was found to consist of three codes: “rely on
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someone else”, “get help managing money”, and “consult with me when | need help”. The
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category “l have problems” was made up of three codes: “living is difficult”, “money
matters are hard”, and “funerals and inheritances are difficult”. The category “l have no
problems” was found to consist of one code: “nothing particularly difficult”.

| haven't talked about it that much yet
Nothing decided yet | haven't heard about it that much yet
| haven't thought about it that much yet
| will live with someone
| will live alone
| have decided how to live
| will live where | live now
Before one's parents died | will live in a group home
Contact relevant people at funerals
| will manage on my own
Manage money on my own
Rely on someone
| will get the support | need Get help managing money
Ask for help if | am in trouble
| am troubled or anxious | have problems or anxiety
| will live with someone
| will live alone
| have decided how to live
| will live where | live now
| will live in a group home
Do household chores
| will manage on my own Manage money on my own
Cope with what | need
After one's parents died
Rely on someone else
| will get the support | need Get help managing money
Consult with me when | need help
Living is difficult
| have problems Money matters are hard
Funerals and inheritances are difficult

| have no problems Nothing particularly difficult

Conclusion

Regarding the situation after the death of parents, the tendency of responses was
generally similar for “I have decided how to live”, “I will manage on my own”, and
“I will get the support I need”, for interviewees before and after the death of
pearents. However, “nothing decided yet” and “I have problems” tended to be the
most common responses before and after the death of pearents, respectively. For
“I have problems”, difficulties in terms of living, money, funerals and inheritance
were most often cited, indicating that these difficulties are commonly faced after
the death of pearents. However, respondents also commonly reported “I will
manage on my own” or “receive necessary support”’ after the death of pearents,
and that they would receive necessary support if it was not possible to manage
alone. Money management was also mentioned by respondents who reported “I
will manage on my own” or “I will get the support I need” both before and after
the death of pearents, suggesting that money management is an issue that
should be focused on after the death of parents.
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