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Background:

The author has been in charge of education at the Faculty of Nursing for home-bound patients with
intractable diseases, especially ALS patients. These patients live using artificial respirators and commun
icate through electronic communication tools. In recent years, their opportunities for activities and soci
al participation have increased, with patients contacting each other using ICT, conducting self-presentati
on activities, and even starting a business from home. Given these circumstances, we began to conside
r the kind of support these patients seek from their care staff, especially the support the nursing profe
ssion can provide.

In 2021, we learned of the existence of ALS self-help groups that engage in social participation acti
vities through self-presentations and that five ALS patients had agreed to participate in online classes
at university.

An exercise was conceived in which patients could interact with students through online question an
d answer sessions (June 2021). Through a post-event semi-structured interview, we collected and analy
sed the patients’ unique and valuable opinions in response to student questions. This study was design
ed to investigate the nursing support ALS patients seek for their independence and social participation.

Aim:

This study aims to understand ALS patients’ needs from society, expressed through their peer support
activities through dialogues between the patients, university professors, and undergraduate nursing stude
nts. It also seeks to clarify the nurses’ role as members of care teams supporting the independence an
d social participation of home care recipients.

Methods:

We selected five patients from the *Self-presentation Executive Committee’ peer support group to pa
rticipate (on-demand) as special lecturers at the Faculty of Nursing. Each of them received a research
cooperation request, a study explanation through a University Ethics Committee approved format, and
a consent form which they agreed to attest. After receiving approval from the Ethics Committee of th
e university, we propose to design a semi-structured interview to be conducted online. We plan to con
duct post-event online interviews with these five patient participants who will interact with students thr
ough online classes at the Faculty of Nursing. Transcriptions of audio recordings of semi-structured on
line interviews collected as data will be examined. Qualitative research analysis software (MAXQDA 2
022) will be used for the analysis, and the results will be analysed using mixed method analysis. Furt
her, anonymisation with a correspondence table will be performed to protect participants’ personal info
rmation.
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