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Adaptation in Families of Children with Down Syndrome: A Mixed—methods Design

Choi, Hyunkyung
College of Nursing - The Research Institute of Nursing Science, Kyungpook National University, Daegu, Korea

Purpose: The purpose of this study, which was guided by the Resiliency Model of Family Stress, Adjustment, and Adaptation, was
twofold: (a) to explore family and parental adaptation and factors influencing family adaptation in Korean families of children with
Down syndrome (DS) through a quantitative methodology and (b) to understand the life with a Korean child with DS through a
qualitative method. Methods: A mixed-methods design was adopted. A total of 147 parents of children with DS completed a pack-
age of questionnaires, and 19 parents participated in the in-depth interviews, Quantitative and qualitative data were analyzed using
stepwise multiple regression and content analysis respectively. Results: According to the quantitative data, the overall family adapta-
tion scores indicated average family functioning. Financial status was an important variable in understanding both family and paren-
tal adaptation. Family adaptation was best explained by family problem solving and coping communication, condition management
ability, and family hardiness, Family strains and family hardiness were the family factors with the most influence on parental adap-
tion. Qualitative data analysis showed that family life with a child with DS encompassed both positive and negative aspects and was
expressed with 5 themes, 10 categories, and 16 sub-categories. Conclusion: Results of this study expand our limited knowledge and
understanding concerning families of children with DS in Korea and can be used to develop effective interventions to improve the
adaptation of family as a unit as well as parental adaptation.
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506 z[e4
Table 1. Family and Parental Adaptation according to Demographic Characteristics
) Family well-being* Parental well-being
Variables
n M=SD torF (p) n M=SD torF (p)

Gender 147 -0.69 146 0.58
Male 27 12.63£4.88 (.492) 27 48.22+11.51 (.561)
Female 120 13.42+5.46 119 46.69+12.51

Have a job 145 0.03 145 -042
Yes 74 13.24+5.08 (.978) 74 47.37+11.71 (.672)
No 71 13.27+£5.73 71 46.49+13.04

Religion 147 0.21 146 0.01
Yes 97 13.34+£5.22 (.831) 97 46.98+12.22 (.993)
No 50 13.14+5.66 49 46.96+12.60

Education 146 3.49 145 1.58
Graduate school 16 10.94+5.98 (.033) 16 51.38+11.64 (.210)
University 67 12.85+4.74 67 47.06+12.66
Less than high school 63 14.48+5.49 62 4537+£11.71

Number of children 146 1.00 145 0.35
One 40 12.25+5.10 (.372) 40 47.95+13.28 (.708)
Two 68 13.60+£5.59 68 46.04+11.26
Three or more 38 13.74+5.26 37 47.49+13.41

Financial status 147 8.61 146 428
High? 16 8.75+4.71 (<.001) 16 46.69+12.95 (.016)
Middle® 62 13.00£5.01 a<b,c 62 50.24+11.67 b>c
Low* 69 14.57+5.25 68 44.06+12.16

Gender of child with DS 147 -1.03 146 0.61
Male 82 12.87+5.55 (.303) 81 4753+12.13 (.543)
Female 65 13.79+5.09 65 46.28+12.59

Age of child with DS (yr) 147 1.14 146 2.95
0~3 27 11.48+4.95 (.340) 27 46.56+10.99 (.022)
4~7 32 14.41+£5.46 32 41.22+13.45
8~13 25 13.44£5.85 25 50.88+8.87
14~19 32 13.28+5.45 31 47.29+13.11
>20 31 13.52+5.02 31 4981+12.22

Birth oder of child with DS 147 2.22 146 0.24
First 79 12.42+5.14 (.112) 79 46.84+12.68 (.787)
Second 49 14.20£5.52 49 47761117
Third or fourth 19 14.42+5.46 18 45.44+14.08

Diagnosis of DS 147 0.08 146 1.21
Before child’s birth 13 13.39+4.11 (.937) 13 50.92+12.19 (.227)
After child’s birth 134 13.26+£5.47 133 46.59+12.30

Satisfaction regarding the way parents 145 0.90 144 0.47
hear about child’s DS (.914) (.629)
Very satisfied/Satisfied 16 13.25+4.01 15 48.13+£11.67
Neutral 65 13.08+5.55 65 4792+12.29
Unsatisfied/Very unsatisfied 64 13.47+5.21 64 46.00£12.13

*Low values on family well-being indicate better family adaptation; DS=Down syndrome.
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Table 2. Correlations among Family Factors (N=141)
Variables X1 X2 X3 X4 X5 X6 X7 X8 X9 X10 X11
Family well-being* (X1) 1
Family member well-being (X2) - 48" 1
Family strains (X3) 51" - 58 1
Family life difficulty (X4) 60" -.49° 59" 1
Child’s daily life (X5) - 33" 217 -28 -69 1
Condition management ability (X6) - 647 46" -49° -70° 447 1
Family problem solving communication (X7) -.80° 41 -53 -56" 28 597 1
Social support (X8) - 61" 44 -45 - 58  35' 61 58" 1
Relative and friend support (X9) -.38 240 =277 -360 28 36 377 50 1
Family hardiness (X10) - 61" 460 -417 -60° 36 63" 56" 61 43" 1
Parental mutuality (X11) -.69° 43" -577 -59° 347 61 75" 50" 28" 60" 1
*Low values on family well-being indicate better family adaptation; ‘Significant at the 0.05 level.
Table 3. Family Factors Influencing Family and Parental Adaptation
Family factors Categories B SE B t D
Family well-being* (Constant) 36.67 1.61 - 22.74 <.001
(N=142) Family problem solving communication -0.68 0.07 -0.60 -9.73 <.001
Condition management ability -0.16 0.05 -0.19 -2.93 .004
Family hardness -0.11 0.05 -0.16 -2.43 .016
Adj. R?=.69, F=103.92, p <.001
Parental well-being (Constant) 36.74 5.22 - 7.05 <.001
(N=141) Family strains -2.42 0.38 -0.47 -6.46 <.001
Family hardiness 0.44 0.12 0.27 3.65 <.001

Adj. R?=.38, F=4468, p <.001

*Low values on family well-being indicate better family adaptation.

Table 4. Parental Experiences in Families of Children with Down Syndrome

Themes Categories

Sub-categories

Negative appraisal
Positive appraisal

Caring for a child with DS

Family appraisal

Family stress

Child’s growth and development

Family resources Helpful resources

Lacking resources

Problem-focused coping
Emotional-focused coping

Family problem solving & coping

Family adaptation Adaptive life and growth

Difficult life with a child with DS

Various emotions concerning the birth of a child with DS
Life as a parent of a child with DS: A blessing in disguise

Difficulties raising a child with DS
Burden due to unwanted attention toward a child with DS
Concerns related to the child’s developmental stages

Lovely child with DS

Support from family & relatives or friends

Communication with other families of a child with DS
Inappropriate attitudes and lack of support of health care providers
Lack of community resources

Active problem solving
Positive thinking
Adjusting parental expectation for a child with DS

Family life that is not different from others
Family growth: Family as a unit, parents, & siblings
Depression resulting from caring for a child with DS

DS=Down syndrome.

http://dx.doi.org/10.4040/jkan.2015.45.4.501
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