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No response to baseline
guestionnaire (n=3)
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Response to baseline questionnaire (n=26)

v

Held the group intervention program

* Received perfectly (all 4 times) (n=20)
* Received partly (1 to 3 times) (n=6)

* Not received at all (n=0)

v

The second questionnaire
* Gave response (n=26)
* Did not give response (n=0)

A 4

The third questionnaire
* Gave response (n=24)
* Did not give response (n=2)

Wakimizu R, Matsuzawa A, Fujioka H, Nishigaki K, Sato I, Suzuki S, and Iwata N : Effectiveness of a peer group-based online intervention program in empowering

*  Not matched schedule (n=1)

Wait-list control group (n=30)

WLCE¥

\ 4

guestionnaire (n=1)

No response to baseline

A\ 4

Response to baseline questionnaire (n=29)

\ 4

The second questionnaire
* Gave response (n=28)
* Did not give response (n=1)

\ 4

Held the group intervention program

* Received perfectly (all 4 times) (n=20)
* Received partly (1 to 3 times) (n=7)

* Not received at all (n=2)

A\ 4

The third questionnaire
* Gave response (n=27)
* Did not give response (n=2)

families of children with disabilities at home. Frontiers in pediatrics 2022 Oct 24; 10 : 929146, 2022 DOI :10.3389/fped.2022.929146, KYELE
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Development of family empowerment programs for caregivers of children
with disabilities at home: Interim report up to “implementation of
pretesting”

Rie Wakimizu, PhD'(E), Hiroshi Fujioka, PhD[), Kaori Nishigaki, PhD(E), lori Sato, PhDA(),
Naoko Iwata, MSc(f), and Akemi Matsuzawa, PhD(®)

'Department of Child Health Care Mursing, Division of Health Innovation and Nursing, Faculty of Medicine,
University of Tsukuba, Tsukuba, Japan, *Department of Nursing, Faculty of Health Sciences, Ibaraki Prefectural
University of Health Sciences, Ami, Japan, ‘Department of Child Health Nursing, Graduate School of Nursing
Sciences, St Luke's International University, Tokyo, Japan, ‘Department of Family Nursing, School of Health
Sciences and Nursing, Graduate School of Medicine, The University of Tokyo, Tokyo, Japan, “Tsukuba University
Hospital, Medical Liaison and Patient Support Services Center, Tsukuba, Japan, and ‘Department of Nursing,
School of Nursing, Ibaraki Christian University, Hitachi, Ibaraki, Japan

Abstract

Objective: For both children with disabilities and their families to continue living at home, families should achieve
and maintain healthy family functioning. This is achieved by enhancing family empowerment. This pilot study sys-
temizes the program development process and identifies the problems and results to move to the program imple-
mentation. Methods: The program was developed through a siep-by-step process emphasizing on the previous
research findings, theories, and collaboration with families. We identified the factors related to family empowerment
from an in-depth interview study of 34 families and the Delphi method questionnaire survey of 158 professionals.
Next, we identified a family empowerment model by a national survey of 1,659 families. We further reviewed litera-
ture on family intervention programs, set action goals based on the theoretical framework of program formulation,
and finally developed a family empowerment program with the families. The problems and effectiveness of “imple-
mentation of pretesting” were qualitatively and quantitatively verified. Results: Through the program, the partici-
pants created eco-maps and life charts, dealt with issues in their daily lives, set goals for the life they wanted,
worked toward those goals, and took actions to make adjustments in their lives and use resources. Due to the
small number of participants, the efficacy of the program was not significantly confirmed; however, no adverse
events were observed. Conclusions: We developed and pretested a participatory program to enhance family em-
powerment. As a pilot study, the results support the value of conducting the program on a larger scale. Further
verification of the effects of our program is required.

Keywords
family empowerment, children with disabilities, intervention program, pretesting
JINR 2022, 1(1), 2021-0004

ailies raising children with disabilities assume risks to their health and lives. Theref
amilies to improve family empowerment, which is the ability of these families to ¢
ite the collaborative raising of children with disabilities. This is the first online inte
npowerment of families raising children with disabilities whao live at home in Jape
gram consists of four online peer-based group sessions. Moreaver, the families en
wherein they discover their own issues, find measures to resolve them, and take .
nily relationships, including social rescurces, and the status of their family life, witt
2r5. This study is a non-randomized, waitlist-controlled trial. It compares the result:
roup) and the waitlist-controlled group (delayed group). The participants are allo
n the arder of their applications. The main outcome is family empowerment. Oth
en, sel-reported capability to use social resources, self-compassion, and the qual
ar5. The timeline of the online outcome evaluation is as follows: the initial evaluati
before the start of the first early group program, and post-intervention evaluatior
liately (within 1 week) after the early group completes all four sessions (4 weeks) ¢
on (Time 3 [T3]) is conducted 4 weeks after the post-intervention evaluation. This
:d group, but the delayed group will attend the program after a 4-week waiting p

ntention is 1o evaluate whether the provision of the program developed in this st
re feasible and to verify the efficacy of this program
The UMIN Clinical Trials Registry (UMINOO0044172), registration date: May 19, 20

led children, Family, Family empowerment, Caregiver burden, Health care service,
on-randomized waitlist-controlled trial

n-randomized waitlist-controlled trial
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Effectiveness of a peer
group-based online intervention
program in empowering families
of children with disabilities

at home

Rie Wakimizu®™, Akemi Matsuzawa®,
Kaori Nishigaki®

Hiroshi Fujioka®,
lori Sato®, Seigo Suzuki® and Naoko lwata’

Background: The empowerment of families raising children with disabilities
(CWD) is crucial in maintaining their health. We developed an evidence-
based, family empowerment intervention program focusing on  social
resource utilization and reducing care burden

Objective: This study aimed to determine the program's effectiveness in
promcting family empowerment

Methods: We compared an intervention group that started the online
intervention program a week after initial evaluation and a group that received
delayed intervention (waitlist-controlled group) at three time points: initial
(T1). post-course (T2). and follow-up (T3). The required sample size was 52
Results: There were 60 participants who applied to the program. One participant
dropped out due to scheduling issues, and the others were assigned to either the
intervention group [n = 29) or the waitlist-controlled group (7 = 30). Those who
responded to the baseline questionnaire (T1: 26 from the intervention group;
29 from the waitlist-controlled group) comprised the final sample. Among
them, 20 members of the intervention group and 20 of the waitlist-controlled
group attended all four sessions (completion rates of 77% and 69%
respectively). The attendance rate for sessions 1-4 was 94%, 89%, 81%, and
83%, respectively. The participant numbers in each session ranged from 5 to 18
per month. The baseline outcome score did not differ between the groups
The primary outcome, family empowerment, measured using the family
empowerment scale (FES). was significantly higher at T2 for the intervention
group than in the waitlist-controlled group and was sustained in the sensitivity
analysis. The intervention group's FES, in the family relationships (FA) and
relationships with service systems (SS) subdomains, increased significantly,
unlike involverment with the community (SP). The intervention group
experienced lower care burden and higher self-compassion, especially in the
isclation and over-identification iterns of the self-compassion scale-short form
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