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Joys and Sorrows in Mothers of Children with Mucopolysaccharidosis

Hye-Sook Park, Kwuy-Bun Kim

Department of Nursing Science, Kyunghee University, Seoul, Korea

Purpose: This study was done to explore the meaning of joys and sorrows in mothers of children with Mucopolysaccharidosis
(MPS). Methods: The participants were 9 mothers who each had a child with MPS. Data were gathered using in-depth inter-
views. The interviews were recorded and transcribed verbatim. Data were analyzed using Colaizzi method. Results: The signifi-
cant results from analyzing the interviews can be grouped into 12 concept descriptions, and 5 theme clusters. The essential
theme clusters for the experience of the mothers were ‘hopelessness about this rare disease’, ‘guilt because of the disease be-
ing hereditary, ‘endless courses of treatment’, ‘wounds in the relationship’, and ‘relative composure of mind’. Conclusion: The
finding of this study offer profound information on joys and sorrows experienced by mothers of children with MPS and provide
basic data for developing nursing intervention strategies for the mothers of children with rare diseases.
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Table 1. Theme Clusters
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Theme cluster Concept description Meaning description
Hopelessness about the Being shattered by the diagnosis of rare disease Believing symptoms of Mucopolysaccharidosis to be natural
rare disease processes of growing

Chagrin to the reality that had never been imagined

Guilt for hereditary disease Feeling guilty and sorrowful due to the disease
being maternally inherited

Sense of guilt to children without disease and
conflict with them

Endless course of treatment Physical and psychological distress with caring

Financial hardship
Lament insufficient circumstances of treatment
and education

Wounds in the relationship Conflict with uncooperative surrounding
people around her

Pain from social lack of consideration

Indignation about indifference of influential

organizations
The relative composure Being thankful to family for understanding and
of the mind cooperation of family

Making up mind for a fresh resolution

Misunderstanding people’s judgment about child with disease

Never thinking that the child has abnormal iliness

Difficulty in taking correct diagnosis

Unacceptable result

Resentment against the cruel fate

Feeling shameful about the disease being passed down
maternal line

Feeling sorry for daughter being a carrier

Conflict with husband due to the disease’s attribute of maternal
heredity

Being regretful to children without disease for not receiving
enough attention

Abnormal worry and obsession over children without disease

Children without disease feeling sensitive about being put at a
disadvantage by sibling with disease

Absence of personal life

Drifting apart from husband

Physical hardness of caring

Mental and psychological sufferings

Difficulty to afford medical expenses

Feeling of hopelessness about the absence of a cure for
Mucopolysaccharidosis

Inadequate treatment facilities

Inadequate education facilities

Sadness about uncooperative attitude of husband

Sadness to indifference of family

Being regretful over the lack of understanding of people
around child with disease

Distress caused by comparison with others

Being daunted by people’s view to the child with disease

Insincere attitude of medical team

Lukewarm attitude of the authorities concerned and
inadequate system

Family trying to understand her

Being appreciative of consolation

Deep understanding of others’ pain

Reestablishing a resolve
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