Perspectives of Korean Parents toward Children with Special Needs and Special Education in Korea

Topic and Background of the Study

Today the number of the culturally and linguistic diverse students are growing in special education programs in the United States.  Thus, the professionals in the special education field are faced with increasing number of families whose beliefs and practices differ in significant ways from those of typical American families (Park and Thrnbull, 2000).

In addition, a family-centered perspective is especially appropriate for professionals who have the responsibility of caring and instructing children and youth, because the experiences of children and youth are determined and shaped by their parents (Lambie, 2000).  Therefore, those who are responsible for preparing personnel to support children with special needs and their families need to ensure greater congruence between the experience of learning the rationale and principles of family-centered care.  Additionally, they need the experience of applying this philosophy to practice with children and families from diverse cultures.  (Thorp & Sanchez, 1998)

With respect to these two concepts (i.e. increasing number of diverse children in the special education field and the importance of family-centered perspective), knowledge of different cultures is very important.  

However, the majority of the existing literature for professionals regarding the support parents of children with disabilities from diverse cultural backgrounds is based on African-American and Hispanic families.  Therefore, studies that deal with other ethnic groups such as Asian Indians and Southeast Asians are needed (Park & Turnbull, 2000).  To my knowledge, few studies investigate the listening of Korean parents’ voices toward their children with disabilities, even in Korea.

Therefore, the purpose of this study is to investigate the perspectives of Korean parents of children with disabilities regarding their children and regarding the special education system in Korea.  Through interviews with parents, observations of children and informal conversation, this research will provide information for professionals in the United States regarding important characteristics and the perceptions of Korean parents who have children with disabilities.  They will help to establish a foundation for preparation of Korean families with important critical information.  In addition, this research will provide direction regarding (a) what Korean parents think about the special education system in Korea; (b) identifying what they’re satisfied and disappointed with regarding the current situation; and (c) what they want to tell to society or the government in Korea

From a personal standpoint, I have a personal interest on doing this research because I myself have a disability, Cerebral Palsy, and I always wonder how other parents who have children with disabilities think about their children and children’s future.  I believe that the way in which parents view their own children with disabilities and how they treat them could influence other unfamiliar people view of their own children with disabilities.  Thus, I am eager to find out about other parents’ attitudes to their children with disabilities.

Background that may helpful to understand this paper

Yonsei Rehabilitation School

I did my internship in Yonsei University Medical Center Special School during last summer (2001) for 6 weeks. The Yonsei Rehabilitation School is attached to both the Yonsei Rehabilitation Center and the Yonsei University Medical Center (YUMC).  This medical center's roots date back to 1885 when Christian missionaries founded "Kwanghyewon," the first hospital in Korea to practice Western medicine. Since then, YUMC has evolved to become a world-class medical institution, renowned for its teaching, research and advanced patient care.
Researcher and her family background

I have cerebral palsy (CP) that affects both my mobility and speech.  I was hospitalized when I was 9 days old, because of severe jaundice.  My jaundice recovered after several days, but as a side effect of the jaundice, I had cerebral palsy.  

My parents did not know and even the doctors could not diagnose what it was that was preventing me from walking and talking by the age of two.  I was finally diagnosed with CP by Yonsei University Medical Center in Korea.  The doctors recommended that my parents enroll and leave me at a special preschool, where I did my internship during this summer, at The Rehabilitation Hospital in Yonsei University Medical Center.  I stayed at the Rehabilitation Hospital during the weekdays and came home on the weekends. 

Over the years, the ways of thinking about and towards individuals with disabilities in Korea has greatly changed.  At the time when I was young, many parents used to hide their children with disabilities from the public in Korea.  However, my parents were different.  My parents brought me anywhere they went.  They always said to me, “You can do anything.  Especially if you study hard, nobody will neglect you.” 

Theoretical background

A. Cultural Diversity

As I stated in the beginning of this paper, today more than ever, preparation for cultural diversity is essential for the special education field, because the student population is changing rapidly to include more diverse cultures in the United States.  Thus, many special educators think that special education must evolve as the population of the children is changing to become more diverse.  

Despite these efforts, according to the National Academic of Sciences (NAS) report, Minority Children in Gifted and Special Education, released on Jan. 16, 2002, children from diverse backgrounds are over-identified for special education and under-identified for gifted and talented programs.  Thus, in order to resolve this problem, special educators should be trained to cope with diversity.  The first step to successfully handling cultural diversity is understanding a specific culture.  Best cultural learning occurs as a result of informal relationships and interaction (Thorp, 1997).   

B. Public Attitude toward disabilities in the U.S.

As noted in the summary of the 1998 National Organization on Disability/Harri

Survey of Americans with Disabilities:

Many people with disabilities continue to feel that the rest of the population treats them as if they are different, and to have a strong sense of common identity with other people with disabilities. Fewer than half (45%) of adults with disabilities say that people generally treat them as an equal after they learn they have a disability.
I found that the public in America does not treat people with disabilities negatively.  

C. Korean’s View toward Disability

Traditionally, Koreans have looked at individuals with disabilities negatively; they have been seen as being stubborn, irresponsible, unsocialized, and incapable (Park, 1992).  However, public attitude towards individuals with disabilities have changed for the better over the years, as the degree of welfare in the country has increased (Park, 2000).  Nevertheless, according to my own experiences as a person with a disability, and comments made by parents through my interviewing them, there are still some misconceptions toward people with disabilities.  Sometimes, people treat individuals with disabilities as needy, unable, and even tragic. 

D. Special Education in Korea

In order to better comprehend this paper, the reader needs to have a background of special education in Korea.  Special education in Korea has made great strides for the last 30 years since the enactment of the Special Education Promotion Law in 1977.  Of course, there still is room for more improvement, particularly in the areas of kindergarten education and high school education.  Despite these many remaining problems, it seems safe to conclude that there has been a considerable degree of expansion in special education in Korea. (Park, 2001).   According to the newsletter of KISE (Korean Institute Special Education)---(2001, present), five special schools have been newly established since November 2000.  Thus, there are a total of 134 special schools as of 2001.   On the other hand, the number of special classrooms in general schools amounts to 3,846, which shows an increase of 44 classes over last year.  
Methods

Participants

The participants in this study consisted of six mothers of children attending the Yonsei Rehabilitation School.  Because the students there have various disabilities, I was very curious to learn if the mother’s of children with different disabilities have different views about their children.  Table 1 provides specific information about each child.  The age range of the children was from 9 to 14 years old (second grade to fifth grade).  Four children have different kinds of cerebral palsy and two children have cognitive delay due to accidents (i.e. drowning accidents and falling accidents).

Data Collection

The interviews were conducted in Korean.  The open-ended questions and guide for the interviews were developed by the researcher based on the purposes of the study.  Each interview session lasted between 60 to 90 minutes.  All interviews were tape-recorded and transcribed.

Data Analysis

I divided each page on which the transcriptions were written into two columns.  I wrote memos on the right column of the paper.  The memos included keywords, comments, and/or my questions to participants.  I then wrote each keyword on a 4 by 6 index card.  Next, I looked for a set of codes throughout all my transcripts, and grouped my codes into larger categories that then became my findings.  

Findings

1. Lack of information

All of mothers whom I interviewed strongly complained about the lack of information provided to them regarding special education or medical treatment.  All of the mothers said, when I asked if they received help from somebody or from a society, “No help at all from others or society.”  From the time when they found about their children’s disabilities, their difficult journey began.  They all expressed having hard times finding adequate and appropriate services for their children after their children’s diagnoses were made.  

2. The utmost satisfaction within the current situation

2.A.  Satisfied with Yonsei school special teachers

All of the mothers are very satisfied with their children’s teachers at Yonsei Rehabilitation Medical School.  One of mothers says that most mothers often refer to their teachers to “angels without wings”.  This satisfaction comes from the warm-hearted, humane, and hard working traits of the teachers.  

2.B.  Feeling of trust with professionals who have not only exhibit professional ethics but who are also warm-hearted

Some mothers expressed thankful feelings to other professionals, including physical therapists, occupational therapists, etc.  They become more trustful when the professional has not only professional knowledge but is also warm-hearted.  I learned that Americans sometimes believe that “professional distance” needs to be exhibited by professionals.  However, I believe that Koreans feel more trustful of professionals when professionals express their humanity.

2.C.  Feel very happy when witnessing the development of their children’s abilities.  

Mothers expressed extreme happiness when they noticed any progress from their child, regardless of whether it was physical or cognitive.  One mom said she was very happy when her son stopped drooling.  And one mom said she was very happy because her daughter is now literate while attending the school.

3. The most dissatisfaction

3.A.  Too much burden for parents of children with disabilities, especially mothers

Moms whom I met at Yonsei Rehabilitation School seem to have no personal life.  I was very surprised at the fact that most of the moms are waiting at school all day until their children’s classes are over.  During the break, they spend their time helping their children to go to the bathroom, eating lunch, etc.  

Traditionally and even for now, mothers (wives) in Korea are responsible for raising the children and doing house chore while fathers (husbands) are responsible for making the money.  The moms expressed aspects of their lives as miserable.  They strongly expressed their need for assistant teachers or volunteers.    

3.B.  Emotional and physical hardship.

Seo (1991) states that 60 % of mothers who have children with disabilities suffer from melancholia symptoms.  Also, another study shows that parents who have children with disabilities experience more stress than those who have children without disabilities and they emotionally suffer from enervation, guilt and shame.

My participants were not exceptions.  Most moms exhibited very emotional feeling during the interviews.  Some of them showed their tears.  

“I was very painful when I knew my son’s disability.”
“I was shocked”
“I want to forget everything sometimes”  

“Why did this happen to me?”  

“Why me?” 

These short sentences show what they are feeling exactly.  Especially, moms are very hurt when they feel others exhibit impolite attitudes toward their children.  Some people express their sympathy, ignorance or look down on individuals with disabilities.  They feel that even their own relatives and their husband-sides of family are being negative.  

In addition, when their children are growing, they have a hard time helping their kids, with such things as bathing and using the bathroom.  They strongly expressed their need for some kind of helper device, such as assistive technology.  

3.C. Suffer from financial problems

Many families who have a member with disability suffer from financial shortage.  Among these families, middle class families can turn into low-income families after their children with disabilities are born.  Most financial problems result from the extensive costs of medical treatment, assistive equipment (such as wheelchair, adapted desk).  In addition, double income families often turn into single income because mothers have to take care of their children with a disability.    

The moms of children in Yonsei School also expressed a specific problem.  One mom said to me that she thinks her daughter needs more speech therapy, but she doesn’t have enough money to afford the medical fee.  

4. Their hope toward their children

I found that the mother’s opinions on the future of their children is somewhat different from other moms who have children with cerebral palsy and cognitive delay.  

4.A.  Self-defense ability

Mothers who have children with cognitive delay are eager for their children to be able to live at very least a basic life, but the life with dignity.  One mom expressed, “I do not hope anything beyond my child ability.  I only wish my child is not neglect by someone…”   

4.B.  Ordinary marriage life

Mothers who have children with cerebral palsy are concerned about their children and whether they will get married someday.  Mothers are also worried about the time when they will not be here for their children anymore.  They are eager to seek very close company such as spouse, for their child because they know that they cannot stay with their children forever.  Therefore, they are very curious about my marriage life, and they are curious about how my husband and my son react regarding my disability.  

4.C.  Independent 

Independent living (IL) is one of the movements providing services to persons with disabilities.  According to the National Council on Independent Living website (www.ncil.org), 

“Independent Living philosophy holds that individuals with disabilities have the right to live with dignity and with appropriate support in their own homes, fully participate in their communities, and to control and make decisions about their lives.”  

Participants in this study were also eager to seek information regarding the possibility of their children living independently utilizing their own skill.  One mom said that she only hope that her son opens small shop and he earns his money to live independently.  

5. Suggestions to the society / government

Most suggestions mentioned resulted from their negative experience.  

5.A.  Need total service

Many moms expressed,

“From the when my son was diagnosed from the doctor, all of looking for services, such as finding right hospital, social service, school, is responsibility of the family itself.”  

“Nobody helped us”  

“Not at all”
They told me that they need to social support networks service from scratch. 

5.B.  Need more volunteers / assistants

All moms stress that they need more volunteers and/or assistants at school.  Usually one teacher handles one grade class (about 8-10 students).  And there is just one assistant (volunteer or internship student) per class.  When an assistant does not appear one day for some reason, a teacher, alone, has to teach the curriculum, wipes a student’s drool, deals with unexpected behavior, etc.  

One mom voiced that volunteers needed to be informed regarding societal needs as well as school needs for individuals with disabilities.  For example, the government makes an organization of volunteers per Dong (County, in the case of U.S.) so that enough volunteers are available, as they are needed.

5.C.  Financial support

Moms expressed there is limited financial aid for therapy and equipment for their children.  For example, speech therapy has no insurance coverage.  They told me that insurance only covers wheelchairs and does not cover accessories even though the accessories are more expensive than wheelchair itself.  

5.D.  Need post-secondary school or occupation school after graduating high school

I heard that mothers who have children with disabilities sometimes refer to their children as “forever unemployable”.  All mothers are worried about what happens after their children graduate from high school.  Like in the United States, up to the high school education is mandatory in Korea.  However, when children graduate high school, there is no where for them to go.  In fact, many post-high school students just stay home and do nothing or sometimes stay in a group home. 

Discussion

Through these interviews, I found out that, in general, the mothers I interviewed are mostly satisfied with Yonsei Rehabilitation school, especially regarding the teacher’s humanity.  Korean parents prefer professional humanity to professional distance.  So, American professionals need to keep this in mind when dealing with Korean parents.

Additionally, these mothers experience high stress emotionally and/or physically.  These stresses can be resolved when the mothers obtain help from others, such as close relatives, friends or neighbors.  With regard to society as a whole, a greater social support network is needed. 

Moreover, Korean mothers feel secure regarding their children when they see or interact with a good model for their children.  They felt very relieved and great encouragement when they saw me --- they viewed me as a kind of successful story for them. 

I asked them about their first reaction when they initially saw me and about their current thoughts while being interviewed.  Most moms told me about their first reaction, “You are not a person with disability comparing with my child.”  Therefore, they did not even compare their children and me.  They felt nothing because they thought that I was a person who could do everything I want.  

However, they soon realized that I am a person with a disability among people without a disability, especially when they saw my difficulty closely, including speech and some spastic movements.  They have since changed their thinking.  They think that I put a great effort by myself, and that I had great support from my parents.  They say that they think I am a good model for their children.  Most moms say to me, “You’re the hope of my children and me.”
Limitation of the study and future implication


Though this study provides information of Korean mothers of children with disabilities and their views regarding special education in Korea and their thinking toward their children through in-depth interviews, this study has many limitations.  First, my participants are not representative of all Korean moms.  Perceptions of moms can vary in specific family cultures among Korean moms.  Thus, further research is needed to look at a larger number of participants.   


Another limitation comes from the fact that I only conducted the interviews in one specific school, a relatively advanced special school in Korea.  Moms from a different school might have different perspectives.  So participants from various schools are needed for future studies.


In addition, voices and impressions from fathers is also needed for future studies.  We know for sure that perspectives from men and women are different.  Father’s opinions will be useful and valuable in dealing with their children and the disability community in Korea.


Lastly, it might be interesting to expand this study to compare the perspectives of Korean immigrant parents in the United States with the perspectives of those living in Korea.  
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Table 1

	Name
	age & grade
	Kind of disabilities
	When diagnosed

	Byoung-wook
	10 years old boy & 3rd grade
	Athetoid cerebral palsy (consistent involuntary movements & speech impairments, but cognitively normal)
	1 year old

	Seung-won
	10 years old girl & 3rd grade
	Mild cerebral palsy (cannot walk, but cognitively normal)
	1 year old

	Chul
	13 years old boy & 5th grade (adopted when 22 months old)
	Spastic cerebral palsy (speech impairments & cognitively delayed)
	2 months old

	Young-gun
	9 years old boy & 2nd grade
	Mild cerebral palsy (cannot walk, but cognitively normal)
	11 months old

	Han-sang
	14 years old boy & 5th grade
	Side paralysis due to drowning accident when 5 years old (cognitively delayed and very weak eyesight)
	N/A

	Sung-hyun
	12 years old boy & 5th grade
	Side paralysis due to falling accident when 23 months old (cognitively delayed and speech impairment)
	N/A


