FaSP Coding Scheme

The following codes were applied to the results statements for each report included in the sample. All relevant codes were assigned to each result statement.
Atlas.ti software supported the coding process.

CODES (Each result statement may
be coded with more than one
FAMILY, PARENT, and/ or
CONDITION code)

DEFINITION & SOURCE

FAMILY SYSTEM CODES

Family Structure

Results statements about family composition and the ordered roles and relationships within the family, including routines
and rituals of everyday family life, division of labor in general, not condition-focused

Family Functioning

Results statements about characteristics of the family system (ec.g., resilience, cohesiveness, environment, climate, values,
family system stress).

Results statements about the focus of interactions among family members (e.g., decision making, problem solving,
information sharing, communication). Mealtime interactions related to child’s food consumption.

Family Relationships

Results statements about the nature, quality, correlates and predictors of relationships among family members (e.g.,
marital adjustment, conflict and conflict resolution, withdrawal, attachment, relationship satisfaction).

Results statements about family members’ views of each other; does not include extended family

Family Resources

Results statements about factors external to the family that contribute to the quality of family life, the child’s life, or family
member response including all types and sources of social support, child care, home and neighborhood environment;
relocation for needed services; support from health care providers; support from religion; camp. Includes extended
family.

PARENT AND CHILD CODES - Codes refer to content of result statement and not family member providing data

Parent Experience

Results statements about what it is like to be the parent of a child with a chronic condition, how parents occupy their time,
and what coping processes they use.

Parent View of Child Identity

Results statements about parents’ views of the child and his/her capabilities, vulnerabilities, and overall view of child
identity

Parent Wellbeing

Results statements about the relationship between a child, parent, or family factor, and the nature and quality of parent
wellbeing, including parenting stress, parent physical health, psychosocial functioning, coping as an outcome, and
mother-father comparisons




Parent Role Performance

Results statements about the nature and quality of parenting, including parental competence, parenting style, mothering
versus fathering comparisons, parenting related to the child’s performance of condition management.

Results statements about the relationship between a child, parent, family factor or condition characteristic, and parent role
performance.

Child Wellbeing Results statements about the relationship between some parent or family factor and the nature and quality of child
wellbeing, including child behavior, psychosocial functioning, physical health and functioning, and academic performance.
Results statements about the relationship between some parent or family factor and the nature and quality of sibling
Sibling Wellbeing wellbeing, including sibling behavior and psychosocial functioning and physical health and functioning

CONDITION & DEMOGRAPHIC CODES

Condition Management

Results statements focused on what families and family members do to manage the condition, its demands, and treatments
including adherence, monitoring, advance planning, tricks of the trade, division of labor, orchestrating others’
involvement in condition management, incorporating management into family life.

Condition Characteristics

Results statements about qualities of the condition that are independent from family members’ perceptions — genetic basis,
life shortening, curable versus non-curable, condition duration. Does not apply to transient changes in the condition. Use
when coding across condition comparisons or between well children and those with the condition.

Condition Perceptions

Results statements about child or family members’ perceptions of, beliefs about, and meanings attributed to the condition
and its treatment, including causation/ etiology, trajectory, seriousness, controllability, visibility, intrusiveness; nature
of family discourse about the condition; acceptability and effectiveness of treatment. Does not apply to transient
changes in the condition.

Diagnosis Results statements that describe, explain, or predict some aspect of the child’s, parent’s or family’s experience of coming to
know the child’s diagnosis; results focusing on the time period surrounding the diagnosis. Cross code with other relevant
categories (e.g., parent experience)

Demographics Results statements that link age, gender, ethnicity, education, SES, and/or employment to family, parent, child, or condition

factors. Do not code when the demographic variable is a control variable. Smokers vs. non-smokers in household for asthma
sample.




INTERVENTION OUTCOME CODES - — Codes refer to nature of intervention effect and not family member providing data

Child Behavior and Psychosocial
Functioning

Results statements reporting intervention effects on nature and quality of child behavior and functioning, including problem
behaviors, social competence, self-perception, psychosocial functioning, school attendance and performance, social
activity limitation.

Child Physical Health and
Functioning

Results statements reporting intervention effects on child’s health status, including condition severity, physical activity
limitations, physical functioning, symptoms

Child Perception of Condition &
Treatments

Results statements focused on intervention effects on child’s perceptions of, beliefs about, and meanings attributed to the
condition and its treatment, including condition causation/ etiology, trajectory, seriousness, controllability, visibility,
intrusiveness, and treatment effectiveness and acceptability

Child Condition Management

Results statements reporting intervention effects on child’s ability to manage the condition and treatments, including
adherence, skill, knowledge, seeking help and input, and self-efficacy.

Parent Condition Management

Results statements reporting intervention effects on parent’s ability to manage the condition and treatments, including
adherence, skill, knowledge, and self-efficacy

Parent Role Performance

Results statements reporting intervention effects on the nature and quality of parenting, including parental competence,
parenting style, parenting confidence with respect to general parenting (i.e., discipline) and not in relation to condition
management

Parent Wellbeing

Results statements reporting intervention effects on the nature and quality of parent wellbeing, including parenting stress,
parent physical health, psychosocial functioning

Parent Perception of Condition &
Treatments

Results statements reporting intervention effects parents’ perceptions of, beliefs about, and meanings attributed to the
condition and its treatment, including condition causation/ etiology, trajectory, seriousness, controllability, visibility,
intrusiveness; and treatment effectiveness and acceptability.

Family Structure

Results statements reporting intervention effects on ordered roles and relationships within the family, including routines
and rituals of everyday family life, division of labor both in general and condition-focused.

Family Functioning

Results statements reporting intervention effects on characteristics of the family system (e.g., change/no change in
resilience, cohesiveness, environment, climate, values, adaptability).

Results statements reporting intervention effects on the nature of interactions among family members in major areas of
family life (e.g., change/no change in decision making, problem solving, information sharing).

Family Relationships

Results statements reporting intervention effects on the nature and quality of relationships among individual family
members (e.g., change/no change in marital adjustment, conflict and conflict resolution, withdrawal, attachment, relationship
satisfaction).

Results statements reporting intervention effects on family members’ views of each other (e.g., perceived child
vulnerability or partner self-efficacy to manage condition, child perception of parent support)




Sibling Behavior and Psychosocial
Functioning

Results statements reporting intervention effects on the nature and quality of sibling behavior and functioning and
functioning, including problem behaviors, social competence, self-perception, psychosocial functioning, and school
attendance and performance.
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