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Abstract

Drawing on a social determinants of health framework, we evaluated associations
between perceived family-centered care (FCC) and positive developmental outcomes for youth
with special health care needs across six different family structures (married biological-families,
cohabiting biological-families, married stepfamilies, cohabiting stepfamilies, divorced/separated
single-mother families, and never married single-mother families). Using data from the 2011-
2012 National Survey of Children’s Health, we found that married biological families perceive
greater FCC than do other family structures. Perceived FCC was positively associated with all
three positive youth outcomes evaluated (children’s health, participation in extracurricular
activities, and flourishing) in married biological families, and two of the three outcomes
(children’s health and flourishing) in married stepfamilies and divorced/separated single-mother
families. Implications for health care provision and future research with structurally diverse

families are discussed.
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In 1960, 73% of children under age 18 lived in families headed by their married
biological parents. By 2015 that number had decreased to 46%, with a plurality of children
instead living in single-parent, divorced, cohabiting, or remarried households (Pew Research
Center, 2015). This shift in prevalence of diverse family structures can present a challenge for
doctors’ and nurses’ efforts to promote children’s health and well-being (Chen & Escarce, 2008;
Rusell, Coleman, Ganong, & Gayer, 2016) particularly if children have a Special Health Care
Need (SHCN). SHCNs reflect chronic physical, developmental, behavioral, or emotional
conditions that require additional services beyond those provided to children in general (Bethell
etal., 2011). Approximately 14.6 million children in the United States are estimated to have at
least one SHCN (National Survey of Children’s Health, 2012), and providing care for such
children accounts for over 40% of pediatric health care spending (Newacheck & Kim, 2005).
Family-centered care (FCC) occurs when health care professionals recognize and include family
members as collaborators in the health care process, and is an important and relevant approach to
support positive developmental and health outcomes for youth with SHCNs (Kuhlthau et al.,
2011). Though a handful of qualitative investigations have suggested that family structural
diversity may present challenges for health care delivery and provision to youth with SHCNs
(e.g., Kelly & Ganong, 2011; Russell et al., 2016) empirical evidence of differences in
experiences and impacts of FCC across diverse family structures does not currently exist. In the
present study, we drew on a social determinants of health framework (Viner et al., 2012) to
better understand how family structure may affect parents’ perceptions of FCC and its
associations with positive developmental outcomes for youth with SHCNs. Specifically, we
tested the associations between parental perceptions of FCC and positive youth developmental

outcomes in six different family structures: married biological-families, cohabiting biological-
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families, married stepfamilies, cohabiting stepfamilies, divorced/separated single-mother
families, and never married single-mother families.
Positive Developmental Outcomes in Youth

In an effort to extend knowledge about the health and wellbeing of youth in structurally
diverse families we sought to evaluate how perceptions of FCC was associated with three
positive developmental outcomes among youth with SHCN: excellent child health, youth
flourishing, and participation in extracurricular activities. Historically, research on youth in
structurally diverse families has largely focused on adverse health outcomes (e.g., Ziol-Guest &
Dunifon, 2014), problem-behaviors (e.g., Lansford, Ceballo, Abbey, & Stewart, 2001) and/or the
deficits of structurally diverse families in comparison to families headed by two married parents
(Ganong, Coleman, & Russell, 2015). In order to help increase our knowledge about what is
beneficial to youth, even in the context of potential risks, we instead drew on holistic models that
emphasize adolescence as a period of opportunity to instill values and skills needed for positive
developmental trajectories (Steinberg, 2014). Although several models of positive developmental
outcomes have been developed (see Benson, Scales, & Syvertsen, 2011; Bowers et al., 2010;
Lerner, Lerner, & Benson, 2011), they share several common elements including the importance
of maintaining overall health, developing skills needed for personal or professional success, and
participating in extracurricular activities. As enshrined in the World Health Organization (2007)
constitution, the ability to obtain an excellent sense of physical, mental, and social well-being is
widely regarded as a fundamental aspect of healthy child development. Developmental scientists
have also suggested that the abilities to delay gratification, exercise self-control, understand and
control emotions, and engage or persist with tasks are crucial in helping youth flourish in the

face of challenging and novel experiences (Farley & Kim-Spoon, 2014; Larson & Rusk, 2011;
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Steinberg, 2014). Finally, extracurricular activities (i.e., organized activities outside of the school
day) often operate as a primary context for positive youth development by providing youth with
meaningful opportunities for knowledge and skill development that may not be included in the
school day (Fredricks & Simpkins, 2012; Vance, 2016), and the chance to form caring
connections with friends and adult mentors (Mueller, Lewin-Bizan, & Urban, 2011).

The presence of SHCNs may challenge youths’ abilities to achieve positive
developmental outcomes. For example, functional limitations may hinder participation in
extracurricular activities, thereby depriving them of potentially beneficial social or emotional
experiences such activities can foster (Murphy, Carbone, & The Council on Children with
Disabilities, 2008). Additionally, managing youth with SHCNs’ health care appointments and
regimens is often highly demanding financially, emotionally, and logistically (Lutenbacher,
Karp, Ajero, Howe, & Williams, 2005). As a result, youth with SHCNs may have reduced access
to extracurricular programs, opportunities to build self-regulation skills, or capability to maintain
their health (Redquest, Reinders, Bryden, Schneider, & Fletcher, 2015). To overcome the
additional challenges introduced by SHCNs may require considerable coordination among
physicians, parents, coaches, teachers, and school administrators (Murphy et al., 2008). That is,
FCC provides one approach to integrating and coordinating care among youth with SHCNs
across diverse family structures.

Family-Centered Care

The movement to increase FCC by health care personnel is based on the premise that
mutually respectful, collaborative relationships with the family members of patients are critical
to promoting individual, family, and community health (Committee on Hospital Care and

Institute for Patient- and Family-Centered Care, 2012). FCC reflects an approach to health care



FAMILY-CENTERED CARE 7

decision making that incorporates five core principles: (1) The open, objective, and unbiased
sharing of information between care providers and family members; (2) The development of a
working relationship with family members that includes respect for cultural and care-related
values and practices; (3) The inclusion and involvement of family members as partners in care;
(4) A willingness to negotiate and change medical care plans with families when deemed
appropriate; and (5) Consideration for the context of family, home, school, and the quality of life
of patients and their families (Kuo, Bird, & Tilford, 2011). Care for chronic conditions largely
occurs in the home and by family members of pediatric patients. Thus, FCC may be particularly
important in promoting health and well-being among children with SHCNs by providing adult
caretakers opportunities to discuss their goals, concerns, and questions about children’s care
(Denboba, McPherson, Keeney, Strickland, & Newacheck, 2006; Kuo et al., 2011). Further, as
children with SHCNs are expected to have more frequent and meaningful interactions with
health care professionals than their peers who only see health care providers occasionally for
routine treatment or acute illness, investigating the effects of FCC within this population seems
pertinent (Kuhlthau et al., 2011; Kuo et al., 2011).

FCC may benefit youth and their families through several relational and social
mechanisms. FCC may allow clinicians to communicate to parents that their child can engage in
extracurricular activities, provide a forum to discuss challenges and propose solutions to
cognitive and social impairments, and create an opportunity for youth and their parents to be
heard and contribute to care decisions (Denoba et al., 2006). Additionally, open, trusting
relationships between family members and health care providers are crucial to ensuring pediatric
regimen adherence (Hanghgj & Boisen, 2014; Russell et al., 2016). Previous research with

children with SHCN has found that increased FCC can improve family’s coordination with
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schools, leading to improved school attendance (Barnard-Brak, Stevens, & Carpenter, 2017).
Despite the anticipated benefits of FCC for youth with SHCNs, recent research has illustrated
that medieal health care professionals can find it difficult to implement FCC in diverse family
structures (Russell et al., 2016). Therefore, parent and youth living in different family structures
may have different experiences with FCC. A social determinants of health framework serves as a
useful model for exploring such disparities.
Family Structure as a Social Determinant of Health

The World Health Organization (2010) social determinants of health (SDOH) framework
seeks to evaluate how the economic, political, social, environmental, and cultural conditions in
which people live affect their health and well-being. Often, this framework has been utilized to
study health disparities and inequities that occur on the basis of socioeconomic position, social
class, race/ethnicity, and gender within and across societies (Raphael, 2006; Viner et al., 2012).
Although some SDOH models conceptualize family structure as an intermediate mechanism that
may directly influence children’s health (e.g. Viner et al., 2012), family as a primary topic of
investigation has been largely overlooked in previous SDOH research and family-related
concepts and processes remain underdeveloped within this model (Deatrick, 2017). We contend
family structure may instead operate in a similar manner to socioeconomic position, social class,
race/ethnicity, gender, or other stigmatized minority statuses. That is, the poor health outcomes
for children in diverse family structures may in part be a function of differential and inequitable
access to resources and treatment resulting from membership in underprivileged social groupings
(i.e., World Health Organization, 2010). Figure 1, used to guide our investigation, provides a
conceptual model that displays this reconceptualization of family structure within the social

determinants of health framework used by the World Health Organization.
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There is little debate that children in diverse family structures are at greater risk of
experiencing unequal health outcomes as compared to their peers raised by married parents,
explanations for these disparities, however, are more contested (Amato, 2010; Ganong et al.,
2015). There are consistent empirical findings that living in diverse family structures (as
compared to married biological families) is associated with poorer health outcomes (e.g., higher
incidences of chronic illness) and reduced utilization of appropriate health care services
(Blackwell, 2010; Chen & Escarce, 2008; Scharte, Bolte, & GME Study Group, 2013; Victorino
& Gauthier, 2009; Ziol-Guest & Dunifon, 2014). Much previous comparative research has been
(mis)used as evidence that diverse family structures may be inherently detrimental to children’s
health, or explained away as representative of pre-existing health deficits (Ganong et al., 2015).
A reorganized SDOH framework, however, can be used as a guide to evaluate whether family
structure may be linked in part to children’s health outcomes through intermediate
environmental, economic, and social experiences (Viner et al., 2012). One way to accomplish
this would be to demonstrate that youths’ developmental and health opportunities are constrained
by their social environments, particularly if they belong to social groupings (in this case, diverse
family structures) that lack prestige, power, or resources within society (Viner et al., 2012).

Evidence that disparities in children’s health across family structures are consequences of
societal inequities are increasingly prevalent. Access to monetary resources and social capital
have been repeatedly identified as important mediators of children’s mental and physical health
differences across family structures (Barrett, & Turner, 2005; Wen, 2008). That many divorcing
or separating parents lack access to fair, expedient, and inexpensive court systems often
exacerbates wealth inequalities that exist across diverse family structures (Emery, 2011,

Henderson, 2003. Researchers have recently found evidence that children living in single-mother
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and single-father families are more likely to reside in neighborhoods with higher levels of
pollution (Downey, Crowder, & Kemp, 2017). There is also substantial evidence that divorced
and single-parent families often face social stigma and rejection that may negatively impact their
well-being, and which is indicative of their disadvantaged social status compared to a more
idealized married two-parent household (Coleman, Ganong, & Russell, 2013; Wrzus, Hanel,
Wagner, & Neyer, 2013). As medical technology has progressed it has become possible to
demonstrate that stressful experiences like social exclusion create “wear and tear” on the human
body over time due to physiological responses to perceived threats, concerns, or social rejections
(Ganzel, Morris, & Wethington, 2010; Juster, McEwen, & Lupien, 2010). We contend that
interactions with health care providers, and experiences of FCC, may operate as one additional
such mechanism, helping to explain health disparities across family structures.
Family-Centered Care and Family Structure

Research on family-oriented health care models has overwhelmingly focused on married
families (Brown et al., 2008; Phares, Lopez, Fields, Kamboukos, & Duhig, 2005). As a result
doctors and nurses may lack the resources, willingness, or awareness to provide effective FCC in
the context of the specific challenges that can occur in diverse family systems. For example, it
may be difficult to implement FCC when families have ongoing conflicts and disagreements, as
can be common in post-divorce or non-residential families (Russell et al., 2016). Stigma
regarding diverse family structures may also affect the implementation of FCC. Ganong and
Coleman (1997) found that though nurses provided equal amounts of technical information to
patients regardless of their marital status, they are less likely to provide affective support or
information to recently divorced patients. Additionally, in stepfamilies, significant ambiguity

often surrounds stepparents’ roles as a care providers in health care situations. Stepparents may
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or may not be considered “immediate” family depending on the ranking health care personnel’s
definition (Ganong & Coleman, 2017; Mason, Harrison-Jay, Savre, & Wolfinger, 2002; Zarelli,
2009). Thus, stepparents may be more likely to be excluded from care, or provided with reduced
attention or technical information from health care providers due to legal constraints or family
tensions (Kelly & Ganong, 2011; Mason et al., 2002; Zarelli, 2009). Structurally diverse families
may also face challenges in accessing high quality pediatric health care due to a lack of
economic resources or health insurance. Women in divorced or single-parent families are
substantially more likely to report financial distress than their peers in first-marriage families
(Malone, Stewart, Wilson, & Korsching, 2010) and are also less likely to have consistent health
insurance coverage (Karpman, Gates, Keeney, & McMorrow, 2016). Both lower incomes and
lack of health insurance are associated with parents feeling less like partners in their children’s
care (Denboba et al., 2006). Family transitions such as divorce or remarriage may also bring with
them residential transitions and changes in health care providers, which may further contribute to
undermining the ability of such families to access effective FCC.
Present Study

The present study addressed a significant gap in the current health literature by
conducting a secondary analysis of data provided by parents of youth with SHCNs who
participated in the 2011-2012 National Survey of Children’s Health (NSCH). First, we tested if
family structure was associated with perceptions of FCC. Based on our SDOH model, we
hypothesized that parents in biological-married families would perceive more FCC than those in
other family structures. Second, following various calls for increased within family structure
analyses (see Amato, 2010; Brown et al., 2008; Ganong, 2011) we tested the associations

between FCC and three indicators of positive youth development (excellent physical health,
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youth flourishing, and participation in extracurricular activities) separately for youth with SHCN
living in each family structure. We hypothesized that perceptions of FCC would be positively
associated with all three indicators of positive youth development outcomes in all family
structures. We also hypothesized that differences in perceived social status and familiarity with
diverse family structures would affect the strength of the association between perceptions of
FCC and the indicators of positive youth development.
Methods
Participants
To conduct our analyses, data were drawn from the 2011-2012 NSCH, a cross-sectional
nationally representative survey of households in the United States, with at least one child
between 0-17 years old. In each selected household, a target child was chosen at random to be
the focus of survey. Then a parent in each household completed the survey with regards to the
focus child. For this study we limited the overall NSCH sample to households with a) focus
children between 12-17 years old that had at least one SHCN, b) either a biological-married,
biological cohabiting, married step-, cohabiting step-, divorced/separated single-mother, or never
married single-mother family, and c) complete data on the variables used in this study. Target
children were determined to have a SHCN if parents reported that a doctor or health care
provider had told them the study child had any of a list of 18 chronic health conditions. The final
sample was comprised of 8740 parents (see Table 1 for demographics for each family structure).
Because of our secondary use of a blinded public-use data-set, this research was approved as
non-human subjects research by the Indiana University Institutional Review Board.
[insert Table 1 about here]

Measures
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The National Survey of Children’s Health was developed by a technical expert panel
consisting of state and federal Maternal and Child Health Bureau program directors,
representatives of family organizations, child health services researchers, and survey design
experts (Data Resource Center for Child and Adolescent Health, 2013). All items were selected
based on the technical expert panel’s own expertise and reviews of other national surveys like
the National Health Interview Survey, the National Survey of Children with Special Health Care
Needs, the Consumer Assessment of Health Plans Survey, The National Survey of America’s
Families, and the Youth Risk Behavior Survey in order to permit comparisons and reduce the
need for extensive pretesting (Data Resource Center for Child and Adolescent Health, 2013). In
the following sections, we outline exactly which items and measures were used in our analyses.

Family-centered care. FCC was measured with 5-items (o = .84), regarding experiences
with health care providers during the past 12 months. The 5 items included: “How often did
[child’s name]’s doctors and other health care providers spend enough time with (him/her)”,
“How often did [child’s name]’s doctors and other health care providers listen carefully to you?”,
“When [child’s name] is seen by doctors and other health care providers, how often are they
sensitive to your family’s values and customs?”, “How often did you get the specific information
you needed from [child’s name]’s doctors and other health care providers” and “How often did
[child’s name]’s doctors or other health care providers help you feel like a partner in [his/her]
care?” Each item was rated on a 4-point scale (1 = never to 4 = always). Scores were computed
by averaging across the items; higher scores reflected parents experiencing greater FCC.

Positive developmental outcomes. Positive developmental outcomes were assessed as
flourishing, participation in extracurricular activities, and excellent physical health. Flourishing

was measured with 5-items (a = .78) that reflected youths’ abilities to achieve positive
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interpersonal experiences and self-regulation skills (e.g., “[He/she] finishes the tasks [he/she]
starts and follows through with what [he/she] says [he’ll/she’ll] do.” and “[He/she] shows
interests and curiosity in learning new thing”). Each item was rated on a 5-point scale (1 = never
to 5 = always). Flourishing scores were computed by averaging across the items; higher scores
reflected greater flourishing. Participation in extracurricular activities was measured with 3-
items that asked if (yes or no) in the past 12 months the target child had a) played on a sports
team, b) participate in any clubs or organizations, and c) been involved in any type of community
service. Extracurricular activities scores computed by summing the items; higher scores reflected
participating in more activities. Excellent physical health was measured with 1-item: “In general,
how would you describe [Study Child]’s health?”” There were five response options: excellent,
very good, good, fair, and poor. As responses were skewed towards excellent health we
dichotomized the variable into 1 = excellent and 0 = very good, good, fair, or poor.

Control variables. In line with the SDOH framework guiding our study, and based on
previous research, we included five demographic control variables: child gender (male or
female), child age in years, child race/ethnicity (white non-Hispanic, Black non-Hispanic,
Hispanic, and Other), maternal education (less than high school, high school graduate, greater
than high school), and poverty level based on eight categories ranging from at or below 100%
poverty level to above 400% poverty level. We also controlled for three health characteristics in
an effort to control for variability in illness severity: total number of SHCNs (range 1 to 18),
presence of an individualized education program (IEP; yes or no) and if the target child had any
unmet health care needs (yes or no). Finally, based on substantial existing evidence that parental
knowledge and parent-child relationship quality are associated with child adjustment (Duncan,

Coatsworth, & Greenberg, 2009; Lippold, Greenberg, & Collins, 2013), we controlled for two
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aspects of the parent-youth relationship: parent knows child’s friends based on an item asking
parents how many of the focus child’s friends they have met (1 = knows none of their friends to 4
= knows all of their friends) and parent-youth closeness based on an item that asked parents how
well they and the target child are able to talk about things that really matter (1 = not well at all to
4 = very well).
Analysis Plan

We first used ANVOA models to determine if perceptions of FCC, youth flourishing, and
participating in extracurricular activities differed based on family structure. We used a chi-square
test to determine if family structure was associated with youths’ physical health being excellent.
Then we used multiple regression to test if family-centered care was associated with youth
flourishing or participating in extracurricular activities and used logistic regression to test if
family-centered care was associated youth having excellent physical health. We computed
separate regression models for each outcome for each family structure. An a priori calculation
using the G*Power 3 calculator developed by Faul, Erdfelder, Lang, and Buchner (2007)
suggested that in order to detect a medium effect size (f2 =.15) with limited probabilities for type
I or type Il errors (a = .05; 1- 8 [power] = .80 respectively) in our regression models would
require an estimated sample size of 131 participants. The least prevalent family structure in our
actual analyses (Cohabiting Biological Families) had reports from 135 individuals, suggesting
we had adequate power to detect meaningful effects in each analysis.

Results

Family Structure Differences in Perceptions of Family-Centered Care and Positive

Developmental Outcomes
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Results from the family structure difference tests are presented in Table 2. Perceptions of
FCC differed between family structures, F(5, 8734) = 24.58, p < .001. Parents in married
biological families perceived greater FCC than those in the other five family structures, which
did not differ from each other. Youth flourishing also differed between family structures, F(5,
8734) = 46.59, p <.001. Youth flourishing was higher in married biological families than in the
other family structures, which did not differ from each other. Participation in extracurricular
activities also differed between family structures, F(5, 8734) = 100.57, p < .001. Youth in
married biological families participated in more extracurricular activities than youth in the other
five family structures. Youth in married stepfamilies also participated in more extracurricular
activities than those in cohabitating biological families and both types of single-mother families.
Finally, family structure was associated with excellent youth physical health, ¥%(5) = 145.48, p <
.001. Married biological families had the higher proportion of youth with excellent physical
health and never married single-mother families had the lowest.

[insert Table 2 about here]

Youth Flourishing

Results for the regression models testing if perceptions of FCC were associated with
youth flourishing are presented in Tables 3 and 4. Perceptions of FCC were significantly
associated with youth flourishing in married biological families, #= .10, p <.001, married
stepfamilies, = .10, p <.001, and divorced/separated single-mother families, g = .13, p <.001.
Thus in these families, perceiving more FCC was associated with greater youth flourishing.
Perceptions of FCC were not associated with youth flourishing in cohabiting biological families,

S =.05, p =.578, cohabiting stepfamilies, #=.10, p =.133, or never married single-mother

families, f= .04, p = .338.
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(Tables 3 and 4 about here)

Participation in Extracurricular Activities

Results for the regression models testing if perceptions of FCC were associated with
participation in extracurricular activities are presented in Tables 5 and 6. Perceptions of FCC
were significantly associated with participation in extracurricular activities in married biological
parent families, = .03, p =.029. For youth living with married biological parents, perceptions
of FCC were associated with having participated in more extracurricular activities. Perceptions
of FCC were not associated with participation in extracurricular activities in married
stepfamilies, = .06, p =.069, divorced/separated single-mother families, 5= .01, p = .584,
cohabiting biological families, f= .16, p = .060, cohabiting stepfamilies, g =-.11, p = .115, or
never married single-mother, g =-.01, p = .812.

[insert Tables 5 and 6 about here]

Excellent Physical Health

Results for the logistic regression models testing if perceptions of FCC were associated
with youths’ physical health are presented in Tables 7 and 8. Perceptions of FCC were
significantly associated with parents perceiving youths’ health as excellent in married biological
families, OR = 1.62, p <.001, married stepfamilies, OR = 1.49, p = .01, and divorced/separated
single-mother families, OR = 1.28, p = .009. In each of these family structures, perceiving
greater FCC is associated with being more likely to report that youths’ physical health was
excellent. Perceptions of FCC were not associated with youth physical health in cohabiting
biological families, OR = 1.30, p = .417, cohabiting stepfamilies, OR = 1.50, p =.129, or never
married single-mother families, OR = 0.98, p = .868.

[insert Tables 7 and 8 about here]
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Discussion

Our results suggest that youth with SHCN in diverse family structures have different
perceptions of FCC, and variable developmental outcomes. Analyses supported our first
hypothesis that married biological parents would perceive greater FCC than do parents in other
family structures. Regarding our second hypothesis, however, perceptions of FCC were related
to positive youth developmental outcomes in select family structures and domains. In line with
our expectation that the association between perceptions of FCC and youth developmental
outcomes would be the strongest in married biological families, we found such families to be the
only family structure in which perceptions of FCC was associated with all three positive youth
development outcomes included in our analyses. We also found evidence that perceptions of
FCC benefitted youth flourishing and physical health in married stepfamilies and
divorced/separated single-mother families. These results support the notion that continuing to
implement FCC in health settings can be valuable for improving youth with SHCN’s health and
positive development, despite the difficulties health care providers may face in doing so, for
some of the most common family structures (Foster, Whitehead, & Maybee, 2016; Kuo et al.,
2011). No such relationship existed between perceptions of FCC and positive developmental
outcomes, however, in cohabiting biological, cohabiting step- or never married single-mother
families.

Drawing on the SDOH framework that guided our investigation, we believe our null
findings carry as much importance as the significant findings. It is crucial to understand why
perceptions of FCC do not appear to benefit positive youth outcomes in cohabiting biological
families, cohabiting stepfamilies, and never married single-mother families. As the presence of a

current or previous marriage differentiated the families and youth that appear to benefit from
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perceptions of FCC from those that did not, perhaps marriage continues to retain a privileged
position within U.S. society and health care systems (Coontz, 2000; Walker, 2009). This would
in-part explain differential treatment or attitudes by health care professionals directed towards
children and adults in structurally diverse families (Ganong & Coleman, 1997; Zarelli, 2009).
We speculate that marriage may be used by nurses and doctors as the primary mechanism for
identifying “family members” and making determinations about whether they should invest time
in “other” caregivers. Among unmarried couples, stricter boundaries among family members
may mean there are care providers (e.g., parent’s cohabiting or non-cohabiting romantic partners
or extended family members and friends) who provide significant care or supervision of youth,
but whom may be excluded from health care appointments (and unrepresented in surveys
completed solely by a primary caregiver). Unmarried caretakers may be perceived as less
committed or invested in children’s care (Lundberg, & Pollak, 2015), and so may not receive the
attention from health care providers that married (or previously married) parents would. Health
care personnel may consider such a designation reasonable given legal preferences for marital
and blood ties (Jacobs, 2007), and federal policies that limit the sharing of health information
beyond such ties (e.g. the Health Insurance Portability and Accountability Act of 1996), but it
may also be costly to the health and flourishing of youth living in diverse family structures.

An alternative explanation for our pattern of findings could be that youth with SHCN in
non-marital family structures have other characteristics or family dynamics that suppress or
overpower any potential benefits of FCC. In our analyses, we controlled for several other
common social groupings within the social determinants of health model (e.g. gender,
race/ethnicity, socioeconomic position), aspects of illness severity, and the quality of the parent-

child relationship (WHO, 2010). Our results showed that across various family structures these
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indicators were often important predictors of several of the positive developmental outcomes we
investigated. Previous research on youth with SHCN have found that children with increased
medical complexity, who belong to minority racial or ethnic groups, who experience multiple
family transitions; and who are economically vulnerable, are at substantially increased risks for
having unmet health care needs and challenges with schooling (Amato, 2010; Bethell et al.,
2012, 2014; Brown, Green, Desai, Weitzman, & Rosenthal, 2014; Kuo et al., 2014). It is possible
that these other “risk factors”, which were in some instances more prevalent in cohabiting
biological families, cohabiting stepfamilies, and never-married single mother families, may
result in FCC having little discernable effect in impacting children’s positive developmental
outcomes. Regardless, we would still propose that this may be evidence for the need to adapt
family-centered care for such families if health care practitioners seek to promote the positive
development and wellbeing of their patients.
Implications for Practitioners

Our results suggest that FCC can be beneficial for improving the health and positive
development of many youth with SHCN, but is not, as currently practiced, a universal elixir. Bell
(2013) contended that too often FCC has been operationalized and implemented through family-
friendly visiting hours, reducing redundancy and waiting times for families, and a predominant
focus on quick fixes to institutional policies and procedures. She asserted that despite the family-
friendly rhetoric used, most FCC does not focus on building relationships with families (rather
than a single care provider) or providing truly family-based interventions. As a result, despite
health care practitioners increased efforts, family members may fail to recognize practices like
extended visiting times or longer clinic hours as truly reflecting family-centered care. The

presence of several nonsignificant effects in our results, and our finding that there were reduced
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perceptions of FCC in structurally diverse families, may reflect the need to broaden FCC training
to better address the variability that exists in contemporary American families.

Family nurses are well-positioned to lead these adjustments, by recognizing the need to
reach out to the entire family, not just a primary caretaker. Inviting secondary and tertiary
caretakers to family conferences, who may live in a child’s household only part-time, or even in
an entirely separate household, may be critical to ensuring a child is receiving the care and
responsiveness they need (Russell et al., 2016). Family nursing tools like the 15-minute family
interview (Wright & Leahey, 2013), nurse-family meetings (Nelms & Eggenberger, 2010), or
genograms and ecomaps that can be used to build and recognize family capacity and resources
could be especially valuable in working with structurally diverse families (Rempel, Neufeld, &
Kushner, 2007).

Our results also demonstrate the importance of building relationships within families, and
particularly, between parents and children, as holding important implications for the health and
wellbeing of children with SHCN. Across most of our models, parent-youth closeness, and
parental knowledge of youth peers were significantly associated with positive youth outcomes.
Simple interventions, such as encouraging parents to engage in “mindful parenting” by asking
youth about their friends and listening compassionately, may lead to improved parent-child
relationships, parental knowledge, and ultimately more positive youth adjustment (Duncan et al.,
2009; Lippold et al., 2013).

Limitations

It is important to understand the findings of this study within the context of its

limitations. One important limitation is the cross-sectional nature of the data. As a result, we

cannot determine if FCC leads to changes in positive developmental outcomes, or if positive
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developmental outcomes lead to more FCC. Perhaps, it is easier for doctors and nurses to engage
in FCC when youth already demonstrate positive well-being. It also means we could only
account for family structure at a single point in time, whereas accounting for stability and
instability in family structure, or other aspects of family dynamics (e.g. levels of conflict or
communication among parents) may have provided further insight and explanatory power to our
statistical models (Amato, 2010).

A second limitation is that data in the National Survey of Children’s Health are reported
by a single informant. It is possible that health care professionals or other family members could
perceive FCC quite differently. The items used to evaluate FCC in this analysis rely on a target
parent self-reporting their experiences of being included and treated respectfully by a care
provider. As noted previously, this may result in other important caregivers (e.g. romantic
partners, extended family and friends) being less or unrepresented by the primary caretaker’s
responses. Measurement non-equivalence across family structures could also be a potential
concern. Researchers often utilize measures of family processes and functioning that were
developed and psychometrically validated primarily with white, middle-class, married families
(Henrich, Heine, & Norenzayan, 2010). It cannot be taken for granted, however, that such
measures can be equivalently interpreted in the context of various racial, cultural,
socioeconomic, and family structure contexts (Henrich et al., 2010).

Third, it is important to recognize we did not have equal samples of each family structure
within our analyses. It should be noted that cohabiting biological families, cohabiting
stepfamilies, and never married single-mother families were the three least prevalent family
structures in our study. Having fewer participants in these family types makes it less likely to

detect significant associations than in the family structures with more participants (i.e., married



FAMILY-CENTERED CARE 23

biological families, married stepfamilies, and divorced/separated single-mother families). That
noted, our a priori calculations indicated our samples of each family structure were sufficient for
detecting meaningful effects. Furthermore, given that conducting research on less populous
family structures is a common challenge for both family and health research (Brown et al., 2008;
Ganong, 2011) we believe our findings represent an important contribution to the literature.

Finally, we were unable to completely control for illness severity within our sample.
Though there is little evidence that a child’s illness diagnosis greatly increases the likelihood of
parental divorce, there is evidence that children’s chronic conditions (and the severity of that
condition) may add additional stressors to marriages (for a review see Brown et al., 2008) which
could in turn impact youth flourishing and well-being. The nature of the secondary data analyses
we conducted unfortunately did not allow us to test for such reciprocal or confounding effects.
Future research should address these shortcomings by using longitudinal methods that follow
individuals over time, collecting data from multiple reporters, and making use of contextually-
sensitive measures that can account for family background or illness severity. Future research
may also benefit by incorporating additional information about the context in which families are
experiencing FCC (e.g., how many health care providers are they interacting with, frequency of
health care visits, parental work-schedules, and distance to health care providers). Such
contextual variables may interact with family structure related barriers to shape parents’ and
youths’ experiences of FCC.

Conclusion

With the increasing prevalence of diverse family structures, understanding how to

provide effective FCC should be an important priority for health care and family professionals.

This study provides additional evidence that further attempts to actively include family members
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as valuable collaborators and partners in the care of youth with special health care needs can be
beneficial not only for youth with SHCN’s health but also other aspects of positive development.
That these benefits are not universal across family structures, however, remains concerning.
Future work should look to address these shortcomings and help support caretakers and children
in contemporary families.
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Demographics and Descriptive Statistics for the Full Sample and for Each Family Structure.
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Married Cohabiting Married Cohabiting  Divorced/Separated Never Married
Biological Biological Stepfamily  Stepfamily Single-Mother Single-Mother
Family Family (n=916) (n =220) (n =1520) (n=518)
(n=5431) (n=135)
% or M+SD % or M+SD % or MSD % or M£SD % or M+SD % or M+SD
Male child 57.9% 60.0% 57.9% 59.1% 55.3% 57.9%
Child age 14.63+1.71 14.67+1.78 14.70+1.72  14.37+1.81 14.68+1.71 14.32+1.73
Child race
Hispanic 7.6% 19.3% 9.1% 18.6% 11.3% 12.7%
White non-Hispanic 80.0% 59.3% 72.7% 57.3% 64.5% 30.9%
Black non-Hispanic 4.4% 10.4% 9.4% 15.0% 13.6% 41.1%
Other 8.0% 11.1% 8.8% 9.1% 10.7% 15.3%
Maternal education
<HS 4.8% 20.0% 7.5% 17.7% 9.7% 13.5%
HS graduate 16.6% 37.0% 25.0% 30.0% 21.3% 31.5%
> HS 78.6% 43.0% 67.5% 52.3% 69.0% 55.0%
Poverty level (PL)
At/below 100% PL 6.4% 33.3% 15.9% 29.1% 30.3% 40.9%
100%-133% PL 4.8% 17.8% 8.3% 14.1% 13.0% 13.7%
133%-150% PL 1.0% 1.5% 2.3% 2.7% 2.8% 1.7%
150%-185% PL 4.7% 11.9% 8.8% 9.5% 7.8% 9.7%
185%-200% PL 2.0% 4.4% 2.9% 2.3% 3.5% 2.1%
200%-300% PL 15.7% 9.6% 19.2% 20.0% 16.1% 12.4%



300%-400% PL

Above 400% PL
Child has unmet health care need
Child has IEP
# special health care needs
Parent knows child’s friends

Parent-youth closeness

16.1%

49.3%
8.7%

30.8%
1.86+1.47
3.07+0.67
3.55+0.62

9.6%
11.9%
17.8%
36.3%

2.36+1.80

2.98+0.83
3.45+0.79

12.2%
30.2%
13.3%
32.5%

2.03+1.58
2.87+0.73
3.46+0.68

8.2%
14.1%
17.7%
37.3%

2.05+1.47

2.92+0.76
3.44+0.75

8.8%
17.7%
17.7%
36.1%

2.22+1.78

2.98+0.75
3.49+0.70

6.2%
13.3%
14.7%
44.4%

2.36+1.79

2.95+0.80
3.51+0.72

37

IEP=Individualized Education Plan
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Table 2.
Family Structure Differences in Family-Centered Care and Youth Development Outcomes.
Married Cohabiting Married Cohabiting Divorced/ Never Married
Biological Biological Stepfamily Stepfamily Separated Single-Mother
Family Family (n=916) (n =220) Single-Mother (n=518)
(n=5431) (n=135) (n =1520)
% or M+SD % or M+SD % or M+SD % or M+SD % or M+SD % or M+SD F or 2
Family-centered care 3.54+0.55,  3.28+0.68;, 3.43+0.64y 3.40+0.65,  3.42+0.67p 3.36+0.68y 24.58***
Youth flourishing 3.97+0.67.  3.77+0.79, 3.71+0.78y 3.75+0.79,  3.72+0.83; 3.74+0.83y 46.59***
Extracurricular activities 2.1740.93,  1.45+1.06y 1.83+1.03; 1.63+£0.99,c 1.69+1.03, 1.63£1.05p 100.57***
Physical health is excellent  48.7% 37.0% 38.6% 34.5% 36.6% 29.7% 145.48***

Notes. Means in same row with different subscripts are significantly different at least p < .05.



Table 3.

Regression Models Testing the Association between Family-Centered Care and Youth Flourishing in Married Biological Families, Married
Stepfamilies, and Divorced/Separated Single-Mother Families.

Married Biological Family Married Stepfamily Divorced/Separated Single-
(n=5431) (n=916) Mother
(n =1520)
b SE S b SE S b SE S

Male child -0.19 0.02 -14*** -0.25 0.04 -16*** -0.21 0.04  -13***
Child age -0.01 0.010 -02 0.00 0.01 .01 -0.00 001 -01
Child race?

Black non-Hispanic 0.08 0.04 .02* -0.03 0.08 -.01 -0.08 0.06 -.03

Other 0.09 0.03 .04** 0.06 0.08 .02 -0.01 0.06 -.00

Hispanic 0.12 0.03  .05*** 0.07 0.08 .03 0.08 0.06 .03
Maternal education 0.04 0.02 .03* 0.01 0.04 .01 0.04 0.03 .03
Poverty level -0.00 0.00 -01 0.00 0.01 01 -0.00 001 -01
Child has unmet health care need  -0.03 0.03 -.01 -0.05 0.07 -.02 -0.03 0.05 -.02
# special health care needs -0.11  0.01  -.24*** -0.12  0.02  -24*** -0.09 0.01  -.18***
Has IEP -0.10 0.02 -.Q7*** -0.06 0.05 -.04 -0.12 0.04  -07**
Parent knows child’s friends 0.11 0.01  .11*** 0.15 0.03 14%xx* 0.11 0.03 10***
Parent-youth closeness 029 0.01  .26%** 0.37 0.03 33F** 0.37 0.03 N Radei
Family-centered care 0.13 0.02  .10*** 0.13 0.04 10*** 0.16 0.03 3%
F(df) 143.00(13, 5417)*** 32.43(13, 902)*** 43.05(13, 1506)***
R? .256 319 271

Notes. ®White non-Hispanic is the referent group. *p < .05, **p <.01, ***p <.001, IEP=Individualized Education Plan
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Table 4.

Regression Models Testing the Association between Family-Centered Care and Youth Flourishing in Cohabiting Biological Families,
Cohabiting Stepfamilies, and Never Married Single-Mother Families.

Cohabiting Biological Cohabiting Stepfamily Never Married Single-
Family (n = 135) (n =220) Mother (n = 518)
b SE S b SE S b SE S
Male child -0.13 0.13 -.08 -0.21 0.10 -13* -0.19 0.06  -.11**
Child age -0.04 0.04 -09 -0.05 0.03 -11 -0.01 002 -03
Child race?
Black non-Hispanic 0.43 0.21 A7 -0.02 0.14 -.01 -0.04 0.07 -02
Other 0.14 0.20 .06 0.27 0.17 10 0.01 0.0 .00
Hispanic 0.54 0.17 27 0.01 0.13 .01 0.01 0.10 .01
Maternal education -0.03 0.09 -.03 0.07 0.07 .07 0.06 0.05 .05
Poverty level -0.03 0.03 -.08 -0.01 0.02 -.04 -0.01 001 -02
Child has unmet health care need  -0.01 0.17 -.00 -0.05 0.13 -.02 -0.17 0.09 -.07
# special health care needs -0.06 0.04 -13 -0.09 0.04 -17* -0.06 0.02  -14**
Has IEP -0.25 016 -15 -0.05 0.11 -.03 -0.21 007  -13**
Parent knows child’s friends 0.14 0.08 A5 -0.05 0.06 -.04 0.15 0.04 5%**
Parent-youth closeness 0.24 0.09 24** 0.48 0.07 45%** 0.42 0.05 37F**
Family-centered care 0.06 0.10 .05 0.11 0.08 10 0.04 0.05 .04
F(df) 3.73(13, 121)*** 7.95(13, 206)*** 18.41(13, 504)***
R? .286 334 322

Notes. ®White non-Hispanic is the referent group. *p < .05, **p <.01, ***p <.001, IEP=Individualized Education Plan



Table 5.
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Regression Models Testing the Association between Family-Centered Care and Youth Participation in Extracurricular Activities in Married
Biological Families, Married Stepfamilies, and Divorced/Separated Single-Mother Families.

Married Biological Family Married Stepfamily Divorced/Separated Single-
(n =5431) (n=916) Mother
(n=1520)
b SE S b SE S b SE S
Male child -0.09 0.02  -.05*** -0.13 0.07 -.06 -0.11 0.05 -.05*
Child age -0.02 0.01  -.04** 0.02 0.02 .05 -0.02 0.02 -.04
Child race?
Black non-Hispanic -0.03 0.06 -01 011 011 .03 -0.02 0.08 -01
Other -0.00 0.04 -.00 012 011 .03 0.03 0.08 .01
Hispanic -0.04 005 -01 0.02 0.11 .00 -0.18 0.08 -.05*
Maternal education 034 0.02 20%** 0.14 0.06 .09* 0.21 0.04 13x**
Poverty level 0.07 0.01 16*** 0.05 0.01 13x** 0.06 0.01 16***
Child has unmet health care need 0.08 0.04 .03 0.02 0.10 .01 0.03 0.07 .01
# special health care needs -0.08 0.01  -13*** -0.08 0.02  -12** -0.07 0.02 - 12%**
Has IEP -0.19 0.03  -.09*** -0.24 008  -11** -0.15 0.06 -07*
Parent knows child’s friends 0.13 0.02 9*** 0.16 0.05 A1 0.14 0.04 10***
Parent-youth closeness 0.08 0.02 05*** 0.14 0.05 09** 0.08 0.04 .05*
Family-centered care 0.05 0.02 .03* 0.10 0.05 .06 0.02 0.04 .01
F(df) 89.49(13, 5417)*** 11.84(13, 902)*** 18.57(13, 1506)***
R? 177 146 138

Notes. ®White non-Hispanic is the referent group. *p < .05, **p <

.01, ***p <.001, IEP=Individualized Education Plan
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Regression Models Testing the Association between Family-Centered Care and Youth Participation in Extracurricular Activities in Cohabiting
Biological Families, Cohabiting Stepfamilies, and Never Married Single-Mother Families.

Cohabiting Biological

Cohabiting Stepfamily

Never Married Single-

Family (n = 135) (n =220) Mother (n = 518)
b SE S b SE S b SE S

Male child -0.27 018 -12 028 0.13 14* 0.01 0.09 .00
Child age -0.07 005 -11 -0.04 0.04 -.08 -0.01 0.03 -.02
Child race?

Black non-Hispanic -0.16 029 -05 042 0.18 5% 024 0.0 A1

Other 0.34 0.28 10 012 0.23 .03 033 014 A1*

Hispanic 0.23 0.24 .09 -0.12 0.18 -.05 018 0.15 .06
Maternal education 0.21 0.13 15 0.07 0.10 .05 0.25 0.07 A7FE*
Poverty level 0.13 0.04 31** 0.08 0.03 23*** 0.06 0.02 16**
Child has unmet health care need 0.26 0.24 10 0.08 0.18 .03 0.00 0.13 .00
# special health care needs -0.05 0.06 -.09 -0.00 0.05 -.00 -0.05 0.03 -.08
Has IEP 0.07 0.22 .03 -0.37 0.15 -.18* -0.12  0.10 -.06
Parent knows child’s friends 0.15 0.12 A1 0.15 0.09 12 0.13 0.06 J10*
Parent-youth closeness 0.12 0.12 .09 0.26 0.09 20%** 0.16 0.06 A1
Family-centered care 0.26 0.13 .16 -0.16 0.10 =11 -0.02  0.07 -.01
F(df) 2.75(13, 121)** 4.26(13, 206)*** 6.39(13, 504)***
R? 228 212 145

Notes. ®White non-Hispanic is the referent group. *p < .05, **p <.01, ***p < .001, IEP=Individualized Education Plan



Table 7.

Logistic Regression Models Testing the Association between Family-Centered Care and Excellent Physical Health in Married Biological
Families, Married Stepfamilies, and Divorced/Separated Single-Mother Families.

Married Biological Family

Married Stepfamily

Divorced/Separated Single-Mother

(n=5431) (n=916) (n =1520)
b SE OR 95% ClI b SE OR 95 ClI b SE OR 95 ClI

Male child 029 0.06 1.33*** [1.19,1.49] 032 0.15 1.37* [1.03,1.82] 046 0.12 1.58*** [1.26,1.98]
Child age -0.01 0.02 0.99 [0.96,1.02] -0.03 0.04 0.97 [0.90,1.05] -0.02 0.03 0.98 [0.92, 1.04]
Child race?

Black non-Hispanic -0.40 0.14 0.67** [0.51,0.89] -0.35 0.25 0.71 [0.43,1.16] -0.00 0.17 1.00 [0.72, 1.40]

Other -0.05 011 0.95 [0.77,1.18] 051 0.25 1.66* [1.03,2.69] -0.25 0.19 0.78 [0.53, 1.14]

Hispanic -0.03 0.12 0.97 [0.78,1.22] -0.31 0.26 0.73 [0.44,1.23] -0.28 0.20 0.76 [0.52,1.11]
Maternal education 0.28 0.06 1.32*** [1.17,150] 0.03 0.13 1.03 [0.80,1.33] 0.15 0.10 1.16 [0.96, 1.41]
Poverty level 0.13 0.02 1.14*** [1.10,1.17] 0.04 0.03 1.04 [0.98,1.11] 0.13 0.02 1.14*** [1.09,1.19]
Child has unmet -0.25 0.1 0.78* [0.62,0.96] 0.11 024 112 [0.70,1.78] -0.44 0.17 0.64** [0.46, 0.90]
health care need
# SHCNs -0.29 0.03 0.75*** [0.72,0.79] -0.31 0.06 0.74*** [0.65,0.84] -0.29 0.05 0.75*** [0.68, 0.82]
Has IEP 031 0.07 1.36*** [1.18,1.56] 042 0.17 1.52* [1.08,2.13] 0.11 0.14 1.12 [0.86, 1.45]
Parent knows child’s 0.09 0.05 1.09* [1.00,1.20] 0.05 0.10 1.05 [0.86,1.28] 0.01 0.08 1.18 [0.86, 1.18]
friends
Parent-youth 0.17 0.05 1.19*** [1.08,1.31] 0.00 0.11 1.00 [0.80,1.25] 0.07 0.09 1.08 [0.90, 1.29]
closeness
Family-centered care  0.48 0.06 1.62*** [1.44,1.81] 040 0.12 1.49** [1.16,1.90] 0.25 0.10 1.28** [1.06, 1.55]
2A(13) 559.45%** 68.98*** 1.84.52%**

Notes. ?Referent group=White non-Hispanic. SHCN=Special Health Care Need.

.001.

IEP=Individualized Education Plan *p < .05,**p < .01,***p <



Table 8.

Logistic Regression Models Testing the Association between Family-Centered Care and Excellent Physical Health in Cohabiting Biological
Families, Cohabiting Stepfamilies, and Never Married Single-Mother Families.

Cohabiting Biological Family Cohabiting Stepfamily Never Married Single-Mother
(n=135) (n=220) (n=518)
b SE OR 95 ClI b SE OR 95 ClI b SE OR 95 ClI

Male child 032 043 137 [0.59,3.20] 0.81 0.33 2.24* [1.17,428] 0.04 0.21 1.05 [0.70, 1.57]
Child age 0.03 012 1.03 [0.81,1.30] -0.08 0.09 0.92 [0.78,1.09] 0.07 0.06 1.07 [0.95, 1.20]
Child race?

Black non-Hispanic  0.13 0.64 1.14 [0.33,3.96] 003 045 1.03 [0.43,248] 0.24 024 127 [0.80, 2.03]

Other -139 087 0.25 [0.05,1.38] -0.17 0.60 0.84 [0.26,2.71] -0.16 0.33 0.86 [0.45, 1.64]

Hispanic 0.18 054 1.19 [0.41,344] -030 046 0.74 [0.30,1.83] -0.12 0.34 0.89 [0.46, 1.73]
Maternal education -0.06 031 0.95 [0.52,1.73] -0.09 0.24 091 [057,146] 0.28 0.16 1.32 [0.96, 1.82]
Poverty level 013 0.09 1.13 [0.95,1.35] 0.14 0.06 1.16* [1.02,1.31] 0.06 0.04 1.06 [0.98, 1.15]
Child has unmet -1.00 0.68 0.37 [0.10,1.40] 0.13 045 1.14 [0.48,2.75] -048 0.32 0.62 [0.33,1.16]
health care need
# SHCNs -0.66 0.21 0.52** [0.350.78] -0.21 0.14 081 [0.61,1.07] -0.27 0.08 0.77*** [0.66,0.89]
Has IEP 096 054 262 [0.91,756] 0.19 0.37 1.22 [0.59,249] 050 0.23 1.64* [1.04, 2.59]

Parent knows child’s  -0.41  0.29 0.66 [0.38,1.16] 0.25 0.22 1.28 [0.84,1.96] -0.10 0.14 0.90 [0.69, 1.18]
friends

Parent-youth -0.24 029 0.78 [0.45,1.38] 0.14 0.23 1.15 [0.73,1.81] 0.36 0.17 1.43* [1.03, 1.98]
closeness

Family-centered care 0.26 32 1.30 [0.69,2.45] 041 0.27 150 [0.89,2.55] -0.03 0.16 0.98 [0.72, 1.32]
2A(13) 29.20** 24.76* 37.06***

Notes. ?Referent group=White non-Hispanic. SHCN=Special Health Care Need. IEP=Individualized Education Plan *p < .05,**p < .01,***p <
.001.
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