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Life Experiences of Mothers in Parenting Children with Hunter's Syndrome

Kang, Sung Ye
Department of Nursing, Kkotongnae University, Chungbuk, Korea

Purpose: The purpose of this study was to explore the experiences of Korean mothers in parenting children with Hunter's syn-
drome, an X linked recessive genetically inherited disease usually affecting boys. Methods: Data were collected from 14 moth-
ers having children with Hunter's syndrome, through two focus group interviews and individual in-depth interviews. Qualitative
data from the field notes and transcribed notes were analyzed using the grounded theory methodology developed by Strauss
& Corbin (1998). Results: The core category about the process of rearing children with Hunter's syndrome was identified as
“navigating in the maze”. The process of rearing children with Hunter's syndrome passed through three phases; ‘entering an
unknown region’, ‘struggling to escape from the unknown region’, ‘settling down in the unknown region’. Conclusion: In this
study “navigating in the maze”, as the core category deeply showed joys and sorrows of mothers in the process of rearing
their children with Hunter's syndrome. In this rearing process they gradually adjusted themselves to their given condition. Also
they gained initiatively coping strategies to care for, and protect their children. Therefore health care providers can establish
supportive programs in the clinical field to empower these mothers by reflecting their proactive coping strategies.

Key words: Hunter's syndrome, Parenting, Life experiences
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Table 1. Concepts, Sub-categories, and Categories of Mothers' Life Experiences in Parenting the Children with Hunter's Syndrome

Concepts Sub-categories Categories

Being shocked at the diagnosis of a genetic diseases Crashing into the maze Causal condition
Being anxious about a fatal disease

Feeling severe agony at a quirk of fate

Lost actual sense of feeling because of the extreme shock

The sky seemed to be crashing because of the extreme shock

Being stunned by the news of her son's disease

Became absentminded by the diagnosis of a genetic disease

Injured one's health by heavy drinking

Gave up eating and drinking

Broke family relations

Being hurt by cold attitude from an acquaintance Socio-cultural bias Context
Feeling a secret blame from husband

Became the object of criticism

Feeling as sinners with stigma of maternal inherited disease

Indulging in self-deprecating about their damned disease

Feeling an inherited disease is like divine punishment

Being forced to divorce from husband's family

Complicated procedures for requesting government support Unsupportive socio-medical
Lack of education resource for children with disabilities environment

Social unkind treatment for children with disabilities

Feeling angry to indifferent teachers

Bureaucratic attitudes of social welfare administrators

Having unkind treatment from health providers

Discrimination towards children with disabilities

Treatment worked worse Fatal progressive disease
Child's condition was getting worse and worse

Physical retrogression was under way

Mental regression was going on

Duration of medical treatment extended over a long period

Fatal signs come out on body

Foresaw child's death

Developed relationship with self-help group for Hunter syndrome Supportive human Intervening conditions
Took consolation from family relationship

Received appreciation from husband

Got support of housework from family

Found her alter ego in her weak son Mother's affection
Felt strong tie with weak son on their children
Shared pains with weak son

Became attached to the weak son

Depended on religious faith Internal mechanism
Positive thinking of self control
Praying and meditation

Found worth in life by helping others

Being immersed in piecework at home

Co-coon-ed with her weak son Hiding oneself behind door Action/Interactional
Avoided making relationship with others strategies
Had a grudge against world

Fell into severe depression

Being tired of a life of caring for weak son for all day
Confined oneself at home

Being withered with a scornful look from others
Depended on alcohol and sleeping pills

Found a way to solve problems Inquiring surrounding
Was in contact with an association for Hunter syndrome children conditions

Made relationship with mothers of Hunter syndrome children

Searched for information

Searched eagerly for social support

www.kan.or.kr http://dx.doi.org/10.4040/jkan.2012.42.5.609
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Table 1. Concepts, Sub-categories, and Categories of Mothers' Life Experiences in Parenting the Children with Hunter's Syndrome (Continued)

Concepts Sub-categories Categories

Fed bone powder of corpses to disabled son Cling to heal
Spent money and efforts to heal

Wandered from place to place to find a way for healing

Became immersed in early education for one's disabled son

Persistence in coping with one's disabled son in the ordinary school

Struggled to make one's weak child as a normal person

Imposed excessive study upon one's disabled son

Splendidly revealed one's disabled son to the world Becoming strong mother
Attended a street demonstration to request public support

Took part in TV program to give information about Hunter's syndrome

Took initiative on process of treatment

Showed dignified attitude

Coped actively

Confronted hardship with determination

Fought resolutely against social bias

Created meaning in misfortune Creating meaning
Broke down the boundary between misfortune and fortune

Took optimistic view of misfortune

Understood existence of one's ill son as a gift

Understood the meaning of suffering

Embraced scattered family members Embracing misfortune
Accepted pain of other family members

Intended to make domestic harmony

Opened mind to other family members

Shared gratitude with each other

Had opportunity to talk honestly

Tried to make each other happy

Avoided deep attachment Rational acceptance Consequence
\olitional acceptance of cruel life
Be ready to face son's death

Attained understanding of universal agony Being open to other's agony
Attained an interest on other suffering persons

Sympathized with a person who suffered

Held other's suffering as theirs

Causal Core Category Consequence
Condition Navigating in the maze

Crashing

. + Rational accepta
into the maze P

- Being open to
other’s ago

Entering Struggling Settling
unknown region escape down in
from unknown region

unknown
region

: Unsupportive :
Socio-cultural Fatal progressive
Context bias socio-medical d‘i)seegase
environment
Intervening Supportive Mother’s affection Internal mechanism
Condition human relationship on their child of self control
Action/Interaction * Hiding oneself * Cling to heal * Creating meaning
Strategies behind door * Becoming strong  * Embracing cruel fate
* Inquiring mother
surrounding
conditions

Figure 1. Model of mothers' life experiences in parenting the children with Hunter's syndrome.
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