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ABSTRACT

A Qualitative Study on the Experience of Caregivers on Gender with

Developmental Disabilities

-Focusing on family, teachers, social workers, counselors, and instructors on

sex education

Cho, Sun Young
Dept. of Counseling and Coaching,
United Graduate School of Theology,

Yonsei University

This study examines how caregivers and guardians cope with the sexual
behavior of individuals with developmental disabilities and explores the
types of support that guardians need. Through this study, we derive
implications for a multi-system structure that helps caregivers and guardians
support the sexual behavior of individuals with developmental disabilities in
an appropriate way. The research questions are as follows: 1. What is the

experience of caregivers or guardians coping with the sexual behaviors and
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development of individuals under their care who have developmental
disabilities? And 2. What type of support do individuals with developmental
disabilities need from guardians and related experts (support systems) in the

support of their sexual development?

The data of this study draw from 226 -caregivers or guardians who
directly experienced the sexual behavior of people with developmental
disabilities. The participants included 76 family members, 30 teachers, 53
social welfare workers, 32 counselors, and 35 sex education instructors.
Data were collected from February 2019 to October 2022. This study
applies a qualitative case study method to the caregiver's experience of
caring and support for the sexual behavior of people with developmental
disabilities and explores the caregiver's experience related to the sexual

behavior and development of individuals with developmental disabilities.

This study was designed as a multiple case study. The experience of the
guardian was analyzed for each system and derived as a major contextual
factor for solving the sexual problem of the developmentally disabled. The
support system was composed of family members, teachers, social workers,
counselors, and sex education instructors. Each was analyzed individually as
its respective data point, and then compared with other cases, examining

mutual topics and discriminatory factors between the different cases.

We find that caregivers and guardians experience a variety of

perspectives and ambivalence in confusion about realistic problems (sex,
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marriage, childbirth, and parenting) while also respecting the rights of
people with developmental disabilities. When witnessing sexual behavior of
people with developmental disabilities, caregivers and guardians who do not
have developmental disabilities mainly experience negative emotions such as
embarrassment, shame, difficulty, and fear, and feel confused and helpless
when attempting to sanction sexual behavior fails. They have great
difficulty in coping with self-defense behavior or sexual behavior in public.
These difficulties primarily stem from a lack of knowledge about sexual
behavior, coping methods, and strategies for problem solving. In addition,
guardians experienced psychological conflict in the process of suppressing
problematic sexual behavior, and strongly felt the need for additional
guardian education so that they could wunderstand and respond more
appropriately to the sexual behavior, development, and needs of people with

developmental disabilities.

Recently, the direction of sexual education for people with developmental
disabilities is shifting, helping them express their sexual needs in a safe
and appropriate way rather than suppressing them. This direction of sex
education should be continued by reflecting the experiences and desires of
not only guardians, but also related experts who form a part of larger
support systems. The experiences and desires of guardians and support
systems are as follows: In the case of families, teachers, and social welfare

workers, 'emotional shock' appeared repeatedly, while educational challenges
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such as 'lack of professional competence' were remarkable for sex education
instructors and counselors. Family was the first to experience shame and
anxiety when they witnessed the sexual behavior of people with
developmental disabilities. They used strategies of avoidance or restraint.
After observing sexual behavior, teachers felt confused and burdened by
lack of coping mechanisms, and there was a strong demand for educational

support from that group of study participants.

This study is significant in that it qualitatively analyzes and assesses the
coping experiences and needs of caregivers who support the sexual
behavior of individuals with developmental disabilities. Through this
analysis, we can offer guidance for sexual education and counseling for
people with developmental disabilities such as integrated and systematic
social support, professional institutions and expert training, special education
and social welfare courses for people with developmental disabilities among
regular subjects in the Department of Social Welfare, education for
guardians and parental counseling, connection with parents and related
workers, establishment of an integrated support system, and sexual
education programs. We expect that if such integrated support is provided,
guardians will be able to cope with the sexual development of individuals
with developmental disabilities more effectively, which will contribute to
the improvement of sexual health and the prevention of sexual violence for

individuals with developmental disabilities.
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