Changes in the Lives of Youths with Home Mechanical Ventilation

Using Online Tools During the COVID-19 Pandemic
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Background

* |In Japan, the ‘Oshima Classification (1971)’ is widely used in the fields 1. Participants

of medical care and welfare for patients with SMID (severe motor * The study included seven participants with an average age of 20.4
and intellectual disabilities). However, from the early 2000s, children years old.
emerged whose conditions did not fit within this classification. These e All of them lived with their families and utilized social services.

children constantly require medical care while having mild disability  All participants received TPPV (Tracheostomy Positive Pressure
levels or no physical or intellectual disabilities at all. These children are Ventilation) therapy. All of them required either full assistance or
called ‘children with medical care needs ’. Approximately 40% of them partial assistance.

are estimated to have no intellectual disabilities. e Communication was through conversation for three people, while the
e In 2019, the number reached 20,000, and among them, the others used ICT tools.

proportion of children and young people with HMV(home mechanical :
ventilation) has been increasing. (Reference:Tables 1 and 2) 2. Changes through Online Tool Use

* Their social participation, considered to be severe cases, faces * All seven respondents felt that their lives had changed through the use of
) V4
difficulties due to challenges such as lack of places for social online tools during the COVID-19 pandemic.

.. " . : . : :
interaction and shortage of support personnel. However, following the * The participants felt that "opportunities for direct interaction with people
COVID-19 pandemic, digitization has accelerated, and online tools are other than family members increased,” "even though they couldnt go to
becoming part of people's lifestyle. These tools may be helpful for the actual location, they felt like they could visit virtually," "it was very
young people with HMV, especially in the period following high school enjoyable to interact with people from all over the country,” and "social
graduation, by providing avenues for social connection and skills were developed through conversations with others" via these online

’
participation. tools.
 Four participants used the tools for work and academic purposes.
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Source:

* Children and Families Agency,: https://www.cfa.go.jp/assets/contents/node/basic_page/field_ref_resources/5218c3a3-610e-4925-8596-
a9116889756f/0a061093/20240912_policies_shougaijishien_care-ji-shien_02.pdf

* National Center for Child Health and Development : https://www.ncchd.go.jp/center/activity/kodomo_thinktank/pr/ima01.pdf

This study examined how the lives of youths with HMV in Japan
changed through the use of online tools during the COVID-19
pandemic.
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Research Design

Qualitative Descriptive Study

Recruitment

Participants were recruited nationwide with the cooperation of the CO“C'USIO“S

National Association of Families of Children with Medical Care Needs and
the SMA (Spinal Muscular Atrophy) Family Association.

* The participants used online tools not only for work and study but also to
expand their relationships with many people and places.

Research method * As a result, participants developed meaningful interactions with others,
Semi-structured interviews with seven youths with HMV without which _improved their social _skills including vocabulary and
intellectual disabilities. communication abilities. This accumulation of experiences has

contributed significantly to their personal development.

* Although these individuals were previously classified as severe cases with
limited social engagement, it has become evident that online tools may
have the potential to play a crucial role in facilitating their participation in

Analysis
Data were collected on the online tools they used, the purpose of their
use, and how their lives have changed.
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