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Abstract
Self-report family functioning measures play a critical role in advancing our understanding of
how families are impacted by, and adapt to, the demands of childhood health conditions. In this
paper, we present key considerations when conceptualizing, assessing, and analyzing dynamic
family processes in research, discusses related implications for selecting instruments, and
provides an update on the evidence base of self-report family functioning measures. Researchers
need to consider theory, definitions of the family, informants, instruments, and procedural and
data analytic issues when designing family research. Examples of questionnaires assessing
general family functioning, dyadic relationships, and family functioning within the context of
pediatric health conditions are provided. Additional evidence of validity, reliability, clinical
utility, and cultural sensitivity of these measures is needed within pediatric chronic illness
populations. Future research should include multiple family members and utilize varied
assessment methods to obtain a comprehensive understanding of family functioning in the
context of pediatric health conditions.
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Families play a fundamental role in the lives of all youth, including those with chronic
health conditions. Pediatric researchers are frequently interested in evaluating how childhood
chronic illness impacts the family, and simultaneously, how family processes can impede or
facilitate adaptation to and management of pediatric chronic health conditions (Knafl et al.,
2015). However, conceptualizing, assessing, and analyzing dynamic family processes presents
many challenges (Alderfer et al., 2008; Holmbeck & Devine, 2011). Researchers must evaluate
relevant theoretical models, operationalize the family system, and decide which domains of
family functioning are important to assess (e.g., communication, cohesion, problem solving) at
what levels of measurement (e.g., individual family members, dyads, family as a whole) and in
what contexts (e.g., general vs. illness-related family processes). Whether quantitative,
qualitative, or mixed methods approaches are selected to assess families, researchers must
develop or select corresponding assessment tools, determine which family members should
provide data, and formulate data analytic strategies that can accommodate complex, nested data.

Fortunately, for researchers aiming to apply quantitative methods to examine family
processes, various surveys, observational tools, and clinician-rated interviews have demonstrated
reliability and utility in pediatric samples. Alderfer et al. (2008) systematically reviewed the
evidence base of family measures relevant to pediatric chronic health conditions and categorized
19 instruments as “well-established” and 10 as “approaching well-established” in the general
population. The majority of these instruments assess perspectives of those inside the family
system (i.e., self-report questionnaires). Self-report family assessment tools offer several
advantages. Relative to other assessment methods (e.g., clinician-rated interviews, observational
coding systems), self-report questionnaires are accessible, inexpensive, and efficient. Many self-

report measures are also flexible, as they can be administered in various settings (e.g., research



lab, clinic or hospital, community space), over the phone, or online, which has become
particularly useful in the context of the ongoing COVID-19 pandemic. As a result, self-report
questionnaires are widely used in family research, which facilitates replication of prior research,
systematic and meta-analytic reviews, comparisons across different pediatric chronic illness
populations, and refinement of existing or development of new theoretical models of family
functioning in the context of pediatric chronic health conditions.

In this paper, we discuss key considerations in designing and conducting research using
self-report family functioning measures in the context of pediatric chronic health conditions. We
provide a range of examples of such instruments, including updated information on the measures
highlighted by Alderfer et al. (2008), and present promising new family assessment tools that
have been developed over the past decade. Lastly, we provide recommendations and describe a
research agenda to advance family assessment in pediatric chronic illness populations. While the
use of validated family assessment tools is not restricted to research, a comprehensive review of
the utility of these instruments in clinical practice is beyond the scope of this paper.

Theoretical Issues

General Systems Theory (Engel, 1980; von Bertalanffy, 1968) posits that systems are
unified wholes comprised of interdependent components, their organization and relationships,
and rules that shape their behavior and interactions (Stanton, 2009). Open systems, such as
families, are constantly in flux; they achieve homeostasis through continuous exchange with the
larger systems in which they are embedded (e.g., extended family, community). Accurately
capturing family systems requires that all components, and the bidirectional relationships
between them, are taken into account (Kazak et al., 2009). Open systems also demonstrate

equifinality, as they can achieve the same final state from various starting points and through



divergent paths. Over time, systems transform from homogenous wholes to hierarchically
organized, specialized subsystems with defined purposes and processes (Hildenbrand &
Alderfer, 2019).

Based on principles of General Systems Theory, various models of family functioning
have been proposed. Some of these models, including the Beavers Systems Model (Beavers &
Hampson, 2003), the Circumplex Model of Marital and Family Systems (Olson & Gorall, 2003),
the McMaster Model of Family Functioning (Ryan et al., 2005), and the Process Model of
Family Functioning (Skinner et al., 2000), describe aspects of families considered fundamental
to how all families function. These include family constructs, such as structure and organization
(e.g., roles, rules, leadership, adaptability), relationship patterns (e.g., communication, conflict),
and emotional environment (e.g., warmth, cohesion; Alderfer et al., 2008; Bray, 2013; Lebow &
Stroud, 2012). For researchers interested in examining family adjustment and functioning in the
context of pediatric chronic health conditions, the Process Model of Family Functioning may be
especially informative, as it focuses on a family’s ability to accomplish basic, developmental,
and hazardous/crisis tasks through differentiation, assignment, and performance of specified
roles, communication, affective expression, involvement with one another, flexibility and
control, and a system of values and norms (Skinner et al., 2000).

Other models describe family processes specifically within the context of a stressor.
These family stress and coping models (Hobfoll & Spielberger, 1992), including Hill’s ABC-X
model (Hill, 1949), which was later expanded on in the Double ABCX model (McCubbin &
Patterson, 1983), and the Family Adjustment and Adaptation Response (FAAR) model
(Patterson, 1988; Patterson & Garwick, 1994), posit that, when faced with a stressor (e.g.,

childhood illness), families cope by using individual family member strengths (e.qg., self-esteem)



and family-level resources (e.g., flexibility, cohesion), changing perceptions of the stressor and
their resources, or removing demands associated with the stressor, in order to adjust to day-to-
day challenges and restore balance or equilibrium within the family. The Double ABCX and
FAAR models have demonstrated utility in guiding studies of family adaptation and resilience
across a wide range of childhood chronic health conditions (Patterson, 2005).

Given increasing recognition of the unique demands of chronic health conditions for
families, frameworks such as the Family Systems IlIness Model (Rolland, 1984, 1987, 2018)
were developed to describe family adaptation to illness and disability. This resilience-based
model proposes bidirectional interactions between characteristics of the family unit (e.g.,
organization, communication), illness attributes (e.g., onset, course, level of uncertainty,
outcome), and illness time phases (e.g., initial crisis, chronic, terminal). The Family Systems
[lIness Model can inform research on how families’ strengths and vulnerabilities interact with the
psychosocial demands of chronic illness over time to shape family-level adaptation (Rolland &
Walsh, 2006).

Family researchers should carefully consider which theoretical model they will apply
when studying families of youth with chronic health conditions. Indeed, family functioning
frameworks should guide all aspects of research conceptualization and implementation,
including the development of research questions, decisions about study design and measure
selection, and data analysis (Davey et al., 2014). In turn, research on family functioning among
youth with chronic illness has the potential to advance and refine these theoretical frameworks.

Operationalizing the Family
Prior to studying family functioning among youth with chronic health conditions,

researchers should stipulate how they will define the family system (Feetham, 2018). This task
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can be more challenging than it appears at first glance, as families are increasingly diverse and
complex. In the United States, for example, many youth are raised in households with single
parents, same sex parents, grandparents, blended families including stepparents, stepchildren,
and/or half-siblings, or foster families (Teachman et al., 2013; Widiss, 2016). Some may also
consider extended relatives, fictive kin, and/or friends as part of their primary family unit. As
such, the common practice of defining the family as individuals connected by blood, marriage,
adoption, or living within the same household may be incomplete, or inappropriate, in some
contexts. In addition, family composition changes over time and in response to life events. For
instance, after the diagnosis of pediatric cancer, grandparents or other extended relatives may
take a more prominent role in caregiving for healthy siblings (Van Schoors et al., 2018). In these
circumstances, operationalizing the family based on identifying who meets important family
functions (e.g., decision making, caregiving) can be particularly useful (Feetham, 2018).

Alternatively, families can be conceptualized as overlapping networks that encompass
multiple households (Cherlin, 2010), though this approach may complicate assessment and data
analysis. Specifically, researchers who apply this social network strategy will likely receive
different lists of family members from individuals within the same household. Researchers might
assess characteristics of these family networks (e.g., perceptions of intimacy and communication
between individuals) and the extent of overlap between different household members’ family
networks, variables that can be used to provide additional context and nuance in subsequent
analyses of individual- and family-level outcomes of interest. For additional discussion on this
social network approach, see Amato (2014).

Selecting Informants and Survey Instruments
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After considering relevant theoretical models and defining the family system, researchers
must decide who to include in the measurement protocol. Given that perspectives on family
functioning can differ across individual family members (Alderfer et al., 2009), it is
recommended that researchers target multiple reporters within the family (Alderfer, 2017; Bray,
2013). However, obtaining information from every family member is seldom feasible,
particularly for pediatric health researchers who may be recruiting participants in settings such as
busy medical clinics. In addition, some argue that assessing dyadic processes (e.g., partner-
partner, parent-child, sibling-sibling interactions and relationships) may provide more focused
information to inform interventions that may still result in changes for the family as a whole
(Bray, 2013). Researchers must consider whose perspectives are most important to gather to
understand the dyadic or family construct of interest. For example, Coakley et al. (2002) noted
that, when assessing parent-child conflict, low correlations between reporters can be expected.
As such, they measured mothers’, fathers’, and children’s perspectives on parent-child conflict
and used each of these variables to examine family conflict over time in youth with spina bifida.
If children are selected as informants, researchers must also consider the impact of potential
cognitive deficits related to pediatric chronic health conditions. In populations where cognitive
impairments are likely, researchers should carefully review an instrument to determine whether it
is developmentally appropriate (e.g., reading level, complexity of response options, length) and
whether modifications in administration are needed (e.g., reading questions aloud, allowing
written, spoken, or physical responses such as pointing, using visual stimuli and response cards).

The next step is to design an assessment protocol. To assist researchers in selecting an
appropriate tool, we compiled examples of various self-report instruments designed to assess

general family functioning (see Table 1), dyadic family relationships (see Table 2), and family
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functioning within the context of childhood health conditions (see Table 3). These measures
were selected based on those included in the systematic review conducted by Alderfer et al.
(2008) and review of relevant recent literature. We also included frequently employed measures
identified in the International Family Nursing Association (IFNA) 2017 Family Measures
Survey, a project conducted to identify family functioning measures used by nursing researchers
across 20 countries. The instruments included in Tables 1 to 3 do not represent a comprehensive
list of family assessment tools; rather, we aimed to provide targeted information (e.g., theoretical
basis, constructs assessed, format, prior use in pediatric chronic illness populations) on well-
established and newly developed (i.e., published between 2008 - 2020) self-report family
measures that are relevant to pediatric researchers. We focused specifically on measures of
systemic processes rather than instruments that assess individual family member functioning.
Below, we turn to additional considerations for researchers in selecting a self-report family
assessment tool.

[Insert Table 1 about here.]

[Insert Table 2 about here.]

[Insert Table 3 about here.]
Measures for the General Population vs. Families of Children with Chronic Health
Conditions

When selecting a survey, researchers must decide whether to use a measure of family

functioning developed for the general population of families or one designed specifically for use
with families of children with chronic health conditions. Generic family functioning measures
may be advantageous, as they can serve as a common metric thereby enhancing our ability to

draw comparisons across different populations (e.g., families of children with chronic illness and
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healthy comparisons) and contexts, and advance theoretical frameworks of family functioning
that have broad applicability across pediatric chronic health conditions (Leeman et al., 2016).
Conversely, it has also been argued that measures developed for use with pediatric chronic
illness populations assess more salient aspects of family functioning that may be strongly linked
to health outcomes (Long & Marsland, 2011). Specifically, these instruments can help to
elucidate the impact of pediatric chronic health conditions on various domains of family life,
including relationships, communication, roles, illness management activities, and daily activities
(see Table 3). Moreover, some family processes that are described as abnormal or unhealthy,
based on measures designed for the general population (e.g., very high cohesion and flexibility),
may actually be protective when families are confronted with pediatric chronic illnesses
(Alderfer et al., 2008).

Ultimately, the decision to administer a general family instrument, or one developed
specifically for pediatric chronic health conditions, depends on the question to be answered.
Some aspects of family life may differ in relation to a child’s health condition (e.g., family
communication, conflict management, problem solving in normative family contexts vs. in
pediatric illness management). Family researchers might consider using both types of family
measures to compare general and illness-related family processes, each of which can inform
models of family functioning and clinical interventions. This approach may be especially
relevant for multi-informant research given the limited availability of instruments specifically
developed for use in pediatric chronic illness populations that assess family functioning from
children’s perspectives.

Psychometric Properties
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A critical consideration when selecting a family assessment tool is its psychometric
properties. As outlined by Holmbeck and Devine (2009), an instrument demonstrates high
validity when the construct of interest, purpose of assessment, target population, and context are
clearly defined and items were generated and revised using multiple strategies (e.g., expert input,
focus groups with target population, review of theory and empirical research). Measures with
sound validity are also robustly related to other assessments of the same construct, divergent
from measures of unrelated concepts, concurrently related or predictive of criterion measures,
and explain a greater proportion of variance in important outcomes relative to similar measures
(Holmbeck & Devine, 2009). Empirically supported measures demonstrate high internal
consistency, inter-rater reliability and agreement, and temporal stability when constructs are
thought to remain constant. Alderfer et al. (2008) outlined specific standards for
psychometrically-sound family measures, including “internal consistency (coefficient a)) > .70,
test-retest reliability consistent with the purported stability of the construct, inter-rater reliability
(o or ICC) > .70 and/or inter-rater agreement (k) > .61, and at least two forms of evidence of
concurrent/ predictive or convergent validity” (p. 1048). Readers are referred to Holmbeck and
Devine (2009) for a checklist that can inform measure selection and Hamilton and Carr (2016)
for additional details on the psychometric properties of many of the instruments included in
Table 1. Additional information on the psychometric properties of the measures included in
Tables 1 and 2 is included in Supplementary Tables S1 and S2.

In addition, whenever possible, researchers should select measures that have been
validated in samples similar to the population under study. This is difficult in the context of
pediatric chronic health conditions, as many family measures were developed, tested, and

normed on typically developing youth and their families. As mentioned above, some family
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interaction patterns may be adaptive and expected within the context of childhood chronic illness
but mistakenly described as maladaptive when using general population norms (Alderfer et al.,
2008). In addition, some instruments have only undergone empirical validation with
predominantly White, English-speaking, well-educated, and middle to high income samples
(Sanderson et al., 2009). Many family constructs vary in meaning and significance across
cultural groups (e.g., communication, affective expressiveness, roles, responsibilities); as a
result, factor structures and cutoff scores likely differ across cultures (Lebow & Stroud, 2012).
Moreover, some family constructs may only be salient in certain populations (e.g., familism).
Indeed, measures developed with families of majority ethnic/racial backgrounds or traditional
structures may contain embedded cultural biases that threaten the validity of data obtained and
conclusions drawn when those measures are applied to diverse, nontraditional families (Linville
et al., 2014). Examples of instruments validated in culturally diverse samples include the
Systemic Clinical Outcome and Routine Evaluation (SCORE; Carr & Stratton, 2017),
Relationship Assessment Scale (Hendrick, 1988), the Family Problem-Solving Communication
Index (McCubbin et al., 1996), and the PROMIS Pediatric and Parent Proxy Family
Relationships scales (Bevans et al., 2017).

While many family functioning measures have been translated into additional languages
(see Supplementary Tables S1 and S2), researchers who aim to use translated versions of these
instruments should consider the process through which they were adapted and validated. For
instance, many translations of the McMaster Family Assessment Device (FAD) are available, but
these translated versions demonstrate varying validity, reliability, and factor structures (e.g.,
Barroilhet et al., 2009; Juliusdottir & Olafsdottir, 2015; Speranza et al., 2012; Tsamparli et al.,

2018). Whenever possible, researchers should seek to employ adapted instruments that have
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demonstrated linguistic, construct, and measurement equivalence to the original versions. For
more information about cross-cultural adaptation of questionnaires, see Byrne (2016) and
Epstein et al. (2015).
Sensitivity to Change

Family researchers are often interested in examining change in family processes during
and after intervention, in conjunction with changes in health status, or across developmental
periods. Unfortunately, few family assessments have demonstrated responsiveness to change
(Hamilton & Carr, 2016). One exception is the SCORE (Carr & Stratton, 2017), though its
sensitivity to change has not yet been examined for families of youth with chronic health
conditions. Measures that are more likely to capture change are those that contain easily
understood, non-redundant items and response options, assess a wide range of levels in the latent
construct (i.e., not prone to ceiling or floor effects), are culturally sensitive for the target
population, and are flexible across diverse contexts (e.g., surveys that can be re-administered as
youth and families progress through developmental stages; Fok & Henry, 2015). Families of
youth with chronic illness, particularly those marked by a progressive course, unpredictability,
and/or demanding treatment regimens, must continually reorganize family roles and
responsibilities to adapt to ongoing health-related stressors (Alderfer et al., 2008; Rolland &
Walsh, 2006; Van Schoors et al., 2018). These stressors are in addition to the typical challenges
that many families face (e.g., births, separation/ divorce, relocation, employment changes). As
such, there is an urgent need for instruments that can detect fluctuations in family processes in
the context of pediatric chronic health conditions.

Implementing Self-report Family Functioning Measures
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Using self-report family functioning measures in the context of pediatric chronic health
conditions can present unique challenges. Data are frequently collected in healthcare settings,
which have high potential for distractions and interruptions (e.g., during clinic visits). In
addition, negative affect related to the hospital environment, upcoming procedures, or concurrent
symptoms (e.g., pain, nausea, fatigue) may influence ratings of family functioning. Holmbeck
and Devine (2011) proposed that home-based data collection is convenient and acceptable to
families of youth with chronic illness and can improve enrollment of multiple family members.
Alternatively, researchers might consider administering measures online when budgetary or
logistical constraints preclude home visits (e.g., organization serves a very large catchment area).

As all self-reported methods have potential for response bias, researchers must take
special precautions when administering these instruments with families (Linville et al., 2014).
For example, family members completing measures concurrently may interact in ways that shape
their responses (e.g., viewing others’ responses, discussing questions). If multiple individuals
within a family will complete surveys without research team oversight (e.g., at home, online),
researchers should attempt to minimize response bias by providing clear instructions about
whether family members should answer questionnaires together or independently. In the event
that questionnaires are likely to cause distress or conflict between family members, researchers
are ethically obligated to ensure participant safety and provide resources as needed. Pilot testing
family assessments is recommended to determine how to prevent or mitigate respondent distress
as well as threats to the reliability and validity of data obtained.

After collecting data and prior to conducting primary analyses, researchers should
examine how the selected family functioning instrument performed in their sample. At the very

least, internal consistency within the sample under investigation should be calculated and
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reported (Alderfer et al., 2008). For repeated measurement of constructs thought to be relatively
stable, test-retest reliability should also be evaluated. When a survey is administered to multiple
family members, researchers should also evaluate the extent of non-independence between
scores (e.g., Pearson correlation, intraclass correlation, Kappa) to ensure that these relationships
are accounted for in primary analyses (Kenny et al., 2006). In addition, measurement invariance
(i.e., stability of associations between survey items and latent factors) should be examined, as
relational concepts can differ in salience and meaning across family members (e.g., mothers vs.
fathers) and within the same individual over time (Busby & Poulsen, 2014). When the factor
structure of a tool varies over time or across family members, traditional statistical methods that
assume measurement invariance (e.g., growth curve analysis) may be inappropriate (Busby &
Poulsen, 2014). Alderfer et al. (2008) noted that such information is rarely reported. Examining
papers published since then suggests that, with the exception of internal consistency, this
continues to be a limitation of the evidence base.
Analyzing Data from Self-report Family Functioning Measures

Generally speaking, theoretical models of family functioning have advanced at a faster
pace than data analytic methods needed to test these models (Ram et al., 2014). Many traditional
statistical approaches (e.g., analysis of variance, multiple regression) assume that data obtained
from one individual are unrelated to that of other individuals in the sample (Kenny et al., 2006).
When the non-independence of linked or nested observations is not accounted for in the
statistical analysis, estimates are likely to be biased (Kenny et al., 2006). As a result, some
researchers aggregate the responses of multiple family members to create summary or mean
scores (Sayer & Klute, 2005). However, this approach may disguise meaningful differences in

perspectives within the family system. Alternatively, researchers sometimes conduct parallel
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analyses on subgroups (e.g., mothers vs. fathers) and compare findings, though this strategy
likely oversimplifies the complex, interactional processes inherent in dyadic relationships and
family groups (Fuligni, 2014; Lebow & Stroud, 2012).

Newer statistical approaches have facilitated more sophisticated analysis of systemic
observations. For example, hierarchical linear modeling (HLM), a complex variation of ordinary
least squares regression, allows researchers to nest data from individuals within hierarchical
levels (e.g., families, clinics, regions) in order to examine variance in outcomes between and
within groups and over time (Davey et al., 2014; Kenny et al., 2006). HLM approaches were
developed across various fields simultaneously, and thus this method is referred to by many
names (e.g., multilevel, mixed level, growth mixture, mixed linear, mixed effects, random
effects, and random-coefficient modeling; Woltman et al., 2012).

Similar to HLM, structural equation modeling (SEM) enables researchers to model
associations between different individuals, couples, families, and/or higher units (Bushy &
Poulsen, 2014). SEM tests theoretical relationships between a series of observed and latent
independent and dependent variables (Schumacker & Lomax, 2010). Although HLM and SEM
yield similar parameter estimates in measurement and factor analytic models, SEM has unique
benefits. For example, SEM offers greater flexibility in model specification and constraints,
more information that can be used to test and refine theoretical models, and many extensions
appropriate for a wide range of systemic research questions (Wendorf, 2002). In addition, some
common dyadic analysis models (e.g., Actor-Partner Interdependence Model; Cook & Kenny,
2005) may be more easily conducted using SEM (Kenny et al., 2006). SEM can also examine
curvilinear relationships, which is advantageous for situations in which moderate levels of a

family construct (e.g., cohesion) are considered optimal. For further information on extensions
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and applications of HLM and SEM in dyadic and family research, see McHale et al. (2014),
Keiley, Dankowski, et al. (2005), Keiley, Martin, et al. (2005), and Kenny et al. (2006).
Future Directions for Assessing Family Processes in Pediatric Chronic Health Conditions

Self-report family functioning measures play a critical role in advancing our
understanding of how families are impacted by and adapt to the demands of childhood chronic
health conditions. As highlighted in Tables 1 and 2, many family and dyadic measures developed
in the general population have been used with samples of families facing pediatric chronic health
conditions. However, rarely have these questionnaires undergone comprehensive psychometric
evaluation in pediatric chronic illness populations. This is problematic considering the family-
wide changes that can occur in response to unique challenges associated with pediatric chronic
health conditions. For example, a study conducted by Marsac and Alderfer (2011) raised
concerns regarding the construct validity of some subscales of the Family Adaptability and
Cohesion Scale IV (FACES-1V) among families of youth with cancer. Additional investigation
of the psychometric properties of general family functioning measures in pediatric chronic illness
populations will fill a significant gap in the field and enable researchers to select the most valid
and reliable instruments.

Of particular concern for those interested in family research is the clinical utility of
questionnaires (IFNA, 2017). Unfortunately, given lack of information regarding the predictive
validity and sensitivity to change of general family functioning measures within pediatric chronic
illness populations, it is challenging to determine which of these instruments may be best for
informing clinical care (see Supplementary Tables S1 and S2 for information on measures that
have demonstrated predictive validity and/or sensitivity to treatment effects in other

populations). One exception is the Family Impact of Childhood Disability (FICD; Trute et al.,
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2007), which has demonstrated predictive validity in mothers of children with a broad array of
disabilities including complex health conditions (Benzies et al., 2010). Additional longitudinal
work is needed to examine how family functioning instruments perform in predicting important
outcomes over time and detecting meaningful changes that occur as individuals and families
move through stages of illness, treatment, and development. Relatedly, in order to appropriately
allocate psychosocial resources to those most in need, improved norms on general family and
dyadic functioning measures are needed for families coping with pediatric chronic health
conditions. Continued development and refinement of efficient tools to assess family functioning
are also warranted, as many existing measures are lengthy and may not be feasible to integrate
into fast-paced healthcare settings.

Across both generic family functioning measures and those developed for pediatric
chronic illness populations, additional work to validate these instruments in culturally diverse
families is a high priority for the field. Many generic family and dyadic functioning tools were
developed using samples of primarily White, English-speaking, two-parent, and middle to high
income families (Hamilton & Carr, 2016; Lebow & Stroud, 2012; Sanderson et al., 2009). This is
a significant concern given the increasing variation in family structures and the high proportion
of ethnically diverse youth with chronic illness (Mitchell et al., 2011). Aspects of family life may
vary across cultures, and applying family functioning surveys developed with one cultural group
to other populations may increase the risk of biased results and erroneous conclusions. Future
work could address this limitation by validating these family instruments in culturally diverse
samples, which will likely require engagement of key stakeholder partners, multisite
collaboration, and use of coordinated, multipronged sampling, recruitment, data collection, and

retention strategies to ensure adequate sample diversity and size. For more comprehensive
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reviews of specific strategies to reach underserved populations in research, see Bonevski et al.
(2014) and Yancey et al. (2006).

Future research on family functioning in pediatric chronic illness populations should also
move beyond single-informant protocols by assessing perspectives of multiple members within
the family system. Similar to the trend noted by Alderfer et al. (2008) over a decade ago, the
predominance of what we currently know about family functioning in the context of pediatric
chronic illness comes from mothers and patients. Assessing other members of the family,
including fathers, other caregivers, and siblings, will contribute to a more complete
understanding of family functioning. Including multiple family members in assessment protocols
also enables researchers to examine the proportion of variance in outcomes explained by
differences within and between families, which may have important implications for intervention
development. Because survey items, response options, and the broader constructs they assess can
vary in their salience and meaning across different respondents within the same family,
additional research establishing measure equivalence for existing family assessment tools is
critical to facilitate research incorporating multiple family members. In addition, further
development of measures designed to assess the perspectives of children in families facing
pediatric chronic health conditions is needed, as most family measures developed specifically for
these populations rely on parent report.

Finally, it is important to note that self-report methods will always involve some
disadvantages (e.g., recall, social desirability bias). To capture the true complexity of family
systems, application of diverse methodologies is needed (Davey et al., 2014; Stanton, 2009).
While this review focused on self-report family functioning questionnaires, observational tools

and interviewer-rated assessments may also provide informative outsider perspectives on family
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interaction patterns that may not be readily apparent to those inside the family system. Moreover,
qualitative methods such as interviews and focus groups may offer opportunities to obtain deeper
insight on bidirectional, complex associations between health and family systems processes. As
such, mixed methods research may be particularly valuable to advancing the scientific study of
families. In turn, a more thorough understanding of how families function in the context of
pediatric chronic health conditions can improve the design of rigorous family-based research,
provision of impactful family-centered care, and advocacy efforts for policies to better address

families’ unmet needs when coping with pediatric chronic health conditions.
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