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Theorizing About Family Quality of Life
Value of a Theory of Family Quality of Life

In the past two decades, research and scholarship have led to greater advancements
in the conceptualization and measurement of quality of life (QOL) for individu-
als with intellectual disabilities (Cummins, 2005; Schalock et al., 2002; Verdugo,
Schalock, Keith, & Stancliffe, 2005). More recently, researchers in the international
disability field have begun a similar process of conceptualization and measurement
of family quality of life (FQOL) in families of individuals with intellectual disabil-
ities (Isaacs et al., 2007; Turnbull, Brown, & Turnbull, 2004; Turnbull, Summers,
Lee, & Kyzar, 2007). Despite these advancements, several critical issues remain
unresolved. Several conceptual frameworks proposing domains of FQOL circu-
late the field (Brown, MacAdam-Crisp, Wang, & Iarocci, 2006; Hoffman, Marquis,
Poston, Summers, & Turnbull, 2006; Verdugo, Cordoba, & Gomez, 2005). This
diversity is reflected in a range of measurement indicators and response stems pro-
posed to assess FQOL. The accumulated research also reveals varying stages of
psychometric development of the current FQOL assessment tools (Turnbull et al.,
2007). Finally, with FQOL researchers primarily directing their attention toward the
identification of indicators of FQOL and development of measures to assess FQOL
as an outcome, little attention has been devoted to theory development to propose
critical elements both within and outside the family that may explain variations in
that outcome. To date, no theory of FQOL has been explicated in the literature.
Given research conducted to date, it is an opportune time to engage in the the-
orizing process to guide future FQOL research. As we will note in this chapter, a
theory requires (a) definitions of concepts, (b) a set of propositions hypothesizing
the relationships among variables, and (c) an overarching premise that provides an
explanation for an outcome of interest. We will demonstrate that current research on
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FQOL in the disability field has provided sufficient evidence to enable us to propose
a unified theoretical framework to depict relationships among multiple variables
impacting FQOL in families who have a member with a disability. Theory guides
research; research informs policy and practice. Therefore, we hope that research
derived from a unified theoretical framework of FQOL would (a) inform systemic
operations across education, health, and social service agencies to effectively and
efficiently serve families who have a child with a disability, (b) result in new and
enhanced legislation and agency policy to address families’ fundamental needs,
and (c) demonstrate the necessity of a sufficient number of appropriately staffed
programs to meet families’ service and support needs.

Further, it is our aim to present a unified theory of FQOL that would help to
inform and organize an interdisciplinary research agenda. As an area of research,
FQOL for families who have children with intellectual disabilities does not reside
within the disability field alone. Similar to person-first language for referring to an
individual with a disability, families who have a member with a disability are a
family first— a family that seeks to (a) access and enjoy all the benefits of their com-
munity, (b) reside in a safe home and neighborhood, (c) live, grow, and experience
all the joys and sorrows a family encounters, and (d) remain emotionally, physically,
and financially strong. Families are an integral part of every culture; understanding
them and ensuring they remain the core unit of society is paramount. While our
immediate aim is to understand families of children who have an intellectual dis-
ability, a theory of FQOL with respect to this population must still take into account
factors that not only impact all families, but also all families who have children with
a variety of disabilities. Meeting these comprehensive goals requires a collective
research agenda — one that is guided by a unified theory.

This chapter has three primary purposes. First, we present a brief summary from
methodologists and theorists to highlight the components of a theory and to illustrate
the process of theory-building. Second, we review current FQOL definitions, con-
ceptualizations, and models to determine if an emergent framework exists that may
serve as a beginning step toward theorizing about family quality of life for families
who have a member with a disability. Third, based on theory components and the
findings from our review, we propose a unified theory illustrated by the theoretical
linkage of multiple concepts to explain FQOL. As will be explained later, theories
include unified (or grand) theories as well as less ambitious explanations of more
narrow phenomena, in the form of middle-range or micro-theories. We will use our
proposed unified theory to identify middle-range theories that have been previously
tested in the literature to predict FQOL.

Components of a Theory

What Is a Theory?

The most simplistic definition of a theory is that it is an explanation of an observa-
tion or experience (Bengtson, Acock, Allen, Dilworth-Anderson, & Klein, 2005).
Theories are often used to explain causal relationships. They are valued because
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they represent a “parsimonious way of summarizing knowledge” (Burr, Hill, Nye, &
Reiss, 1979 p. 20). However, beneath this deceptively simple definition lies the fact
that a true understanding of a theory encompasses its parts: concepts, variables, and
propositions. To understand the proposed theories we will present in this chapter,
we first provide brief explanations of each of these terms.

Concepts

Concepts are the most basic components of a theory. Concepts provide individuals
with a way to “organize experience” (White & Klein, 2002, p. 10) that precludes the
necessity to invent new terms to describe routinely occurring events. Researchers
often refer to a concept as the summation of the essential characteristics of a phe-
nomenon (Burr et al., 1979; Fawcett, 1999; Shoemaker, Tankard, & Lasorsa, 2004;
White & Klein, 2002).

Variables

Shoemaker et al. (2004) define a variable as a concept which has measurable com-
ponents assuming two or more values. Shoemaker et al. provide further clarification
to distinguish between a concept and a variable, using female and sex as an example.
Female is a concept which can be defined by biological characteristics; one typically
would not measure femaleness, but instead would measure sex as a dichotomous
variable with two outcomes: male or female. Similarly, family is a concept, but size
of family is a variable.

Propositions

Fawcett (1999) defines propositions as “a statement about a concept or the relation
between concepts” (p. 1). White and Klein (2002) similarly agree that proposi-
tions occur when concepts are meaningfully linked by a relation to another concept.
These definitions of a proposition appear to have emanated from older research
on theory in which propositions were restricted to only “identify relationships
between variables” (Burr et al., 1979, p. 19). Concepts and variables represent
the building blocks of a theory; propositions represent the link between vari-
ables, but a theory usually “comprises several propositions” (White & Klein, 2002,
p. 12).

How Is a Theory Organized?
Theoretical and Operational Linkages

Theory organization begins with an explanation of the plausibility of the theory
and the relationships therein. Theoretical linkages describe the plausibility — why
the concepts are included in the theory and why they may be expected to have an
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impact on the outcome. The purpose of a theoretical linkage is “to give the the-
ory explanatory power” (Shoemaker et al., 2004, p. 52). This can be accomplished
in three ways: citing existing theory, using existing literature to illustrate results
that are similar to the proposed hypothesis, and using a researcher’s own logic to
support hypothesis development (Shoemaker et al., 2004). While theoretical link-
ages explain the plausibility of a relationship among concepts, operational linkages
explore the festability of the proposed relationships among variables which have
been selected to represent those concepts. The relationship among variables may
be depicted pictorially or statistically. Simple relationships among two—three vari-
ables are easily depicted in graphic format; more complex relationships are often
illustrated using path diagrams. Statistical relationships may be stated a priori in
the form of strength and direction of a correlation coefficient or other type of effect
size.

Unified, Mid-Range, and Micro Theories

A theory may also be organized by its specificity. A grand theory attempts to explain
an overall understanding of a phenomenon or provide a general structure of knowl-
edge for a phenomenon (Peterson, 2004). Rather than the term grand theory, we
prefer to use the term unified theory to describe the overarching conceptual theory
of FQOL which we will propose in this chapter. Because a unified theory is by its
nature intended to provide a broad overview of a phenomenon, it tends to be stated
in terms of concepts rather than variables. However, this broadness serves a specific
purpose in guiding theory development. The unified theory enables researchers to
identify and define concepts as testable variables, to develop a set of propositions
illustrating the operational linkages among the variables, and to propose a theory
to explain the outcome, in our case, FQOL. Recognizing that no single study could
test the broad scope of a unified theory, we will present our overarching conceptual
theory as a framework upon which to build FQOL theory one study at a time.

In contrast, middle-range theories are much narrower than unified theories. They
consist of “a limited number of concepts and propositions,” are “generated and
tested by means of empirical research,” and are typically the type of theories
presented within research proposals (Fawcett, 1999, p. 5). Because middle-range
theories represent smaller sections of the mosaic of a unified theory, these are the
tools for empirical testing through research. Thus, the concepts and propositions of
middle-range theories may be translated to variables and testable hypotheses. The
unified theory provides both a big picture perspective and an opportunity to place
within this big picture a series of middle-range and micro-theories that will allow
us to understand results of existing research and to propose next steps in the FQOL
research agenda. Micro theories are “less abstract, more specific, and narrower in
scope than middle range theory” (Peterson, 2004, p. 34). They are often referred to
as practice theories or situation-specific theories. The main goal of a practice theory
is to be action-oriented and to “shape reality to create a desired goal” (Peterson,
2004, p. 34). Due to space limitations, we will not address micro theories in this
chapter.
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Theory Development

Theory-building involves using a combination of sources: (a) existing theory, (b)
existing literature, (c) researcher assumptions, and (d) logical reasoning (Shoemaker
et al., 2004). Currently, no theory exists to explain FQOL for families of individuals
with disabilities; therefore, we must draw upon (a) existing theories in the general
family literature, (b) empirically based data from FQOL studies, and (c) our own
assumptions to build logical relationships among theoretically important variables.
This methodological approach will lead to the development of a logical, testable
structure. The value of such a structure is that it presents a set of propositions
describing relationships among variables which may be tested through individu-
ally designed repeated measures, single-subject methodology, and/or correlational
research.

A theory of FQOL, like families themselves, should be dynamic, open to change,
and based upon a continuous feedback loop which can be re-tested as the field
develops a richer understanding of the variables impacting FQOL. It is this inher-
ent flexibility that adds complexity to the development of a theory of FQOL.
Borrowing from the more contemporary views of theory, we embrace multiple
ways to approach theory development. Bengston and colleagues (2005) present
three ways to utilize theories: scientific approach (e.g., explanation and prediction),
interpretative approach (e.g., understanding), or critical approach (emancipation
or empowerment of oppressed peoples or social groups). Each provides useful
explanation “to view and understand the world of families ...” (p. 13).

We seek to explain what causes FQOL to vary among families of children with
intellectual and other disabilities, with a particular emphasis on understanding the
variables that are amenable to change (i.e., policies, programs, services, and sup-
ports) and the role of static or unchanging characteristics or demographics (e.g.,
type of disability or family ethnicity) in predicting FQOL. While static traits should
be included in the overall structure of a theory, they should primarily be used to
describe interactions with various programs and services (e.g., ethnicity as a mod-
erator variable) in order to create a model predicting optimal FQOL for families
with different characteristics. For example, understanding how ethnicity interacts
with different program and service variables in predicting FQOL provides useful
information to administrators and practitioners to ensure the appropriate cultural
adaptation of programs and services. Knowing which variables are responsive to
change via supports and services provides an excellent opportunity to inform future
research and is an impetus for advocacy at the policy and practice level. Thus,
we believe a theory of FQOL should have value for applications by policymakers,
practitioners, and researchers as well as families.

With these parameters in mind, we present a review of the literature on FQOL.
After a brief description of our review methodology, we examine the literature
related to the components of a possible theory (i.e., the definitions, concepts, vari-
ables, and relationships among variables) to explain FQOL. Based on this analysis,
we will conclude by proposing a theory of FQOL, which we hope will be an impetus
for intellectual interchange and consensus-building.
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Literature Review Methodology

Article Location Methods

We conducted a key word search in 21 databases representing the categories of
education, health, and social sciences. In line with our interest of studying FQOL in
families of children with disabilities, we chose the following key words and combi-
nation of key words: (a) family quality of life, (b) quality of family life, (c) family
well-being and disabx (xdenotes disabled, disabling, disability, or disabilities), (d)
family life and disabx, (e) familx (denotes family or families) and quality of life,
(f) familx and disabx and impact, and (g) life satisfaction and familx and disab:.
Because the phrases, family quality of life and quality of family life often resulted
in a return of a limited number of articles, in conjunction with the word “disabil-
ity,” the keyword disability (or more specifically, disabx) was not used as a pair
word with these two phrases. We also chose to exclude the disability term for key
phrases, family quality of life and quality of family life because we were interested
in collecting articles on family quality of life and quality of family life outside of the
disability field to enrich our understanding of the conceptualization of FQOL for all
families.

Article Selection

While a larger key word scope was used to collect articles, the authors used a much
narrower scope to select articles for inclusion in this review. Our literature search
resulted in 113 articles. We used a two-tiered process to select articles. At the first
tier, we selected articles if the title or abstract contained the following key phrases
or key phrase and word combinations: “family quality of life,” “quality of family
life,” or “quality of life” and familx. This first-tier selection resulted in 37 articles.
For the second-tier selection of articles, we selected articles for inclusion in this
chapter review based on the criterion that the article provided insight to defining,
conceptualizing, measuring, or theorizing about family quality of life (or a related
term as long as the article addressed the quality of life of parents or all members
of the family). We were primarily interested in quantitative studies that examined
predictors of FQOL and selected our articles accordingly. The second-tier selection
resulted in 24 articles. For purposes of theory-building, however, we must note that
these 24 articles contain some redundancy due to the fact that two research teams
are overrepresented. Of the 24 articles included in this review, two were related to
the work of the International Quality of Life team (Brown, Anand, Fung, Isaacs,
& Baum, 2003; Brown et al., 2006) and six emanated from the FQOL research
generated at the Beach Center on Disability at the University of Kansas (Bayat,
2005; Hoffman et al., 2006; Summers et al., 2007; Verdugo et al., 2005; Wang et al.,
2006; & Wang et al., 2004).

Table 15.1 presents a brief overview of each of the 24 selected articles, which
we have analyzed to identify the essential components of a theory (i.e., the defi-
nitions, concepts, variables, and relationships among variables). The first column
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includes the reference and a brief description of the sample. The second column
includes a description of the FQOL definitions and concepts described in the chap-
ter. The third column includes a description of the specific variables, methodology,
and results as depicted through the relationships among the variables to predict
FQOL. To construct a unified theoretical framework of FQOL, we focused pri-
marily on the concepts, variables, and relationships among the variables shown in
Table 15.1.

A Proposed Unified Theory of Family Quality of Life

Defining FQOL - The Outcome

A first step in building a theory is to clearly identify and define the concepts used.
Logically, the first concept to define is the outcome, in this case FQOL. We begin by
reviewing the definitions of FQOL identified in the literature, which we listed in the
second column of Table 15.1. Consistent with a similar review of family outcomes
in the disability literature (Turnbull et al., 2007), we also observed that only 6 of
these 24 articles provided an explicit definition of FQOL. We hasten to say that this
does not mean these research teams do not have a definition; rather, the definitions
were not articulated in the articles. In attempting to determine how these researchers
were defining FQOL, we made some inferences from the measures they used as well
as any explicit definitions provided.

We identified several common themes among the FQOL definitions. First, sat-
isfaction as a concept was mentioned explicitly in three definitions. Family sense
of well-being, perceptual indicators, and judgment by personal values were also
mentioned as definitional components. Collectively, these components suggest a
principle: The nature or quality of family life is not to be judged by outsiders but
rather is dependent on the subjective impressions of family members’ satisfaction
with their quality of life. Family satisfaction, in short, is “one’s positive or negative
assessment of family life” (Weigel, Weigel, Berger, Cook, & DelCampo, 1995, p.
10). In terms of measurement, satisfaction as an explicit concept was operational-
ized as all or part of the dependent variable (i.e., satisfaction used as the response
stem in measurement of the respondent’s ratings across a variety of items) in 15 of
the 24 articles in this review.

A second theme emerging from these definitions is the notion of meeting indi-
vidual family member needs. For example, Rettig and Leichtentritt (1999) note: An
individual’s experience of family life will . .. “depend upon the extent to which per-
sonal needs are met, as judged by the personal values, standards, and aspirations
one has for an ideal family life” (p. 310). Thus, the idea of FQOL reflects the belief
that the family as a unit has a responsibility to meet the individual needs of each of
its family members. This idea may or may not be true across all cultures, as in some
cultures there is a much stronger collectivist as contrasted to individualistic orien-
tation (Lynch & Hanson, 2004; McGoldrick, Giordano, & Pearce, 1996). However,
five of the six available definitions mention the notion of meeting individual family
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member needs. In terms of measurement, the theme of meeting individual fam-
ily needs resulted in the creation of a series of domains or factors which the
researchers used to categorize aspects of individual need. These included, for exam-
ple, daily family life (Abbott, Watson, & Townsley, 2005); emotional, physical, and
social well-being (Brown et al., 2003; Hoffman et al., 2006); and satisfaction with
resources (Rettig & Bubolz, 1983).

Finally, a third theme is that the family as a unir has characteristics of its own that
cannot be described simply by understanding its individual members. The Weigel
et al.’s (1995) definition refers to family cohesion, family decision-making, and
family satisfaction as components of FQOL, suggesting that different knowledge
may be gained by considering the family as a unit as opposed to assessing and
aggregating the satisfaction of individual needs of each family member. In terms of
measurement, only a few researchers measured FQOL as a collective or summative
construct using multiple family members’ perspectives (Anderson, 1998; Rettig &
Bubolz, 1983; Rettig & Leichtentritt, 1999; Zabriskie & McCormick, 2003) or at
a minimum assessed FQOL by considering multiple family sub-systems (e.g., mar-
ital, parental) (Voydanoff, Fine, & Donnelly, 1994). Anderson (1998), using the
Olson and Barnes QOL measure (1982), calculated a family mean score to “repre-
sent the behavior of the family as a unit” (p. 177). Both Rettig and Bubolz (1983)
and Rettig and Leichtentritt (1999) assessed FQOL as a collective average of hus-
band and wife scores across six areas of family life (e.g., love, goods, money) using
a scale ranging from 1 (terrible) to 7 (delighted). Zabriskie and McCormick (2003)
collected FQOL scores from parents, as well as youth, using a revised version of the
Satisfaction with Family Life Scale (SWFL) (Diener, Emmons, Larsen, & Griffin,
1985). The revised SWFL scale measures individual family members’ satisfaction
of their collective family life on a scale from 1 (strongly disagree) to 7 (strongly
agree). Finally, Voydanoff et al. (1994) conceptualized FQOL as overall satisfaction
within two family sub-systems: marital relationships and child—parent relationships.

Based on the three themes, we have identified as common across the articles we
reviewed, we offer the following definition of FQOL as an outcome for purposes of
theorizing about FQOL:

Family quality of life is a dynamic sense of well-being of the family, collec-
tively and subjectively defined and informed by its members, in which individual
and family-level needs interact.

FQOL Concepts — Explanatory or Influencing Concepts

Consistent with theory-building principles, we now turn to identifying and defining
the specific concepts within the overall FQOL model. In a later section, we pro-
vide examples of how the variables are used within the selected research studies
to predict FQOL. In reviewing the studies, we chose concepts that were directly or
indirectly related to FQOL as an outcome. To build our unified theory, we iden-
tified the concepts represented by the variables used as predictor, independent, or
mediator variables in the studies we reviewed (see the third column of Table 15.1).
While we primarily included quantitative studies (n = 22) to develop our theoretical
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model, we also included two qualitative studies that provided additional theoretical
insight (Abbott et al., 2005; Poston et al., 2003). Across all of the studies, four clus-
ters of concepts emerged: (a) family-unit concepts, (b) individual family-member
concepts, (c) performance concepts (e.g., services, practices, and supports), and (d)
systemic concepts (e.g., systems, policies, and programs). To clarify, the individual
and family-unit explanatory concepts described in this section are different con-
cepts than individual and family-level needs previously discussed and defined as
part of FQOL as an outcome. The concepts described herein represent the broad
categories from which variables are selected as predictors of FQOL, not defining
components of an FQOL measure. These four concepts, together with their theoret-
ical linkages to each other and to the FQOL outcome, form our proposed unified
theory.

Before attempting a parsimonious statement of our unified theory, we first present
an in-depth explanation of the four concepts, each of which encompasses a large
number of potential variables. Because FQOL as a field of study is still in its
infancy (as compared to individual quality of life), sufficient empirical data are not
available across all four concepts. In fact, much of the available research assesses
the impact of individual and family-unit performance concepts (e.g., services or
practices) on FQOL. However, the lack of empirical data across the four concepts
should not preclude theory development. On the contrary, it provides an opportunity
for theorizing. In this manner, we incorporate both tested and untested hypotheses
within one theoretical model and use evidenced-based data from empirical stud-
ies and novel ideas and assumptions from researchers to build a theoretical model.
Interjection of researcher assumptions within theory-building is in line with contem-
porary views of theory-building (Bengtson et al., 2005; Fawcett, 1999; Shoemaker
et al., 2004) which encourage creativity and curiosity as an input to inform
science.

Family-Unit Concepts

The family-unit is defined as the collective number of individuals who consider
themselves to be part of a family and who engage in some form of family activities
together on a regular basis (e.g., eating, social gatherings, school/sporting events).
A family-unit describes a family as a whole. Two family-unit concepts consistently
reported in the FQOL literature were family characteristics and family dynamics
(Fig. 15.1). We define family-level characteristics as traits or descriptors of the
family as a whole, including, for example, family income, size of family, family
geographic location, religious preference, ethnicity, or family form (e.g., stepfamily
versus first marriage family). We define family dynamics as aspects of interactions
and ongoing relationships among two or more family members. Examples of family
dynamic concepts typically assessed include family sense of coherence, adaptabil-
ity, hardiness, and decision-making. Of the 24 articles we reviewed, nine studies
included one or more family characteristic or family dynamic concept which were
operationalized as variables and then used either as a predictor or as a mediator
related to the FQOL outcome.
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Fig. 15.1 Family-unit and individual family member interaction

Individual Family Member Concepts

In contrast to family-unit concepts, individual family member concepts refer to
aspects of the person with a disability, parent, siblings, or other individual family
member. Individual family member concepts, especially those related to the child
with the disability, were frequently operationalized as variables and used as predic-
tors in many of the FQOL studies included in this review. We identified three types
of individual family member concepts: individual family-member characteristics,
demographics, and beliefs (Fig. 15.1). We define individual demographics as basic
traits such as the child’s age, type of disability, or gender; or parent’s education
level, ethnicity, or employment status; or sibling’s age or gender. We define indi-
vidual characteristics as more complex and multidimensional traits which might
vary over time, such as child behavior, parent depression, or sibling health sta-
tus. We define beliefs as an individual family member’s attributions of meaning,
expectations, or understanding about a phenomenon, such as the meaning of the
child’s disability for the family, expectations about the child’s future, or understand-
ing/expectations about parental roles in partnership with professionals. We found
that 11 of the 24 articles included one or more individual characteristics and/or
demographic concepts articulated as variables and used in the research. However,
only two studies (Bayat, 2005; Mellon & Northouse, 2001) utilized beliefs as a
variable.
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Performance Concepts

The three performance concepts include services, supports, and practices. The per-
formance concepts represent the crux of the FQOL theory and are represented at
the individual (Fig. 15.2) and the family (Fig. 15.3) level. As the name suggests,
performance concepts imply an action — something that is delivered or acted upon
on behalf of individuals with intellectual disabilities and their families. In our uni-
fied theory, these are the formal services, supports, and practices developed and
offered to individuals with intellectual disabilities and their families. Services are a
range of educational, social, and health-related activities expected to improve out-
comes for the individual or of the family as a whole. Examples include respite
care, counseling, medical/dental care, or therapies such as speech-language ther-
apy. Supports are more difficult to define, and we recognize that the distinction
between services and supports is not always clear. For purposes of our theory, we
suggest that supports are less tangible resources provided to the individual or to the
whole family which are expected to improve outcomes for the individual or family.
Examples of supports include the emotional supports provided through a parent’s
interaction with an early intervention service provider, knowledge and information

\ o dividual Leygs ™
A 7 yndiv Ve/
7 gerson With a Disap;

Fig. 15.2 Individual level performance concepts
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Fig. 15.3 Family-level performance concepts

received through participation in a parenting class on positive behavior support,
or self-advocacy skills achieved by an individual with a disability through par-
ticipation in a self-determination training. Finally, we define practices as specific
procedures or processes through which services and supports may be delivered.
Examples of practices include routines-based early intervention (i.e., incorporat-
ing interventions such as range of motion or language activities in the family’s daily
routine) and positive behavior support (i.e., describing a set of procedures to assess
behavior and rearranging the environment to reduce the individual’s challenging
behavior). Among the 24 articles we reviewed, only eight utilized some aspect of
services, supports, or practices, with services and supports being the most frequently
researched.

Systemic Concepts

We identified three systemic concepts which we propose as influencing FQOL:
systems, policies, and programs. We define systems as a collection of interre-
lated networks organized to meet the various needs of society, such as health
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care, education, and legal systems. These systems are present in all industrial-
ized nations and have often been linked to quality-of-life issues (Phillips, 2006).
Policies are guidelines establishing, organizing, and regulating the procedures for
implementing programs and systems. Policies differ by country. With respect to
the United States, a few policies relevant to FQOL theory include: Individuals
with Disabilities Education Act (IDEA), Americans with Disabilities Act (ADA),
and Family Opportunities Act (FOA). Policies might also be established to encour-
age cross-systems cooperation. An example of this policy would be a government
regulation requiring the creation of inter-agency (across systems) agreements to
ensure services provided to families are coordinated across programs and systems.
We define programs as formally or informally organized entities that provide ser-
vices and supports to an identified population. Examples include early intervention
agencies serving young children with disabilities and their families, developmental
disabilities agencies that provide supports and services to children and adults with
disabilities, or family support programs such as Parent to Parent (Santelli, Turnbull,
Marquis, & Lerner, 2000), providing supports to families by matching a veteran
parent with a parent needing supports. Programs, in other words, are located within
systems or networks, and are regulated by policies. None of the 24 articles examined
the impact of programs, systems, or policies on FQOL using a quantitative predic-
tive model; however, one article qualitatively examined the impact of multi-agency
systems on families’ quality of life (Abbott et al., 2005).

Variables and Propositions — A Unified Theory of Family Quality of Life

Figure 15.4 is a graphic representation of our unified theory of family quality of life.
It depicts the complex interactions (i.e., their theoretical linkages) among the con-
cepts which we propose as explaining variations in FQOL outcomes. Figures 15.1,
15.2, and 15.3 are subsumed within the larger theoretical framework represented
in Fig. 15.4. Following is a description of a few relational linkages drawn from
our proposed unified theory that researchers could use to develop middle-range
theories:

e Family characteristics and dynamics interact with individual characteristics to
influence FQOL outcomes.

e Family and individual performance factors (i.e., supports, services, and prac-
tices) act as mediating or moderating variables on the effects of family-unit or
individual family member factors to predict FQOL.

e Program quality predicts implementation of best practices; implementation of
best practices impacts an individual child factor (e.g., reduction in tantrums),
which in turn impacts FQOL.

In Fig. 15.1, the family-unit and individual family member cogs illustrate the
interaction among family dynamics and family characteristics with each individual
member’s characteristics, demographics, and beliefs. Figures 15.2 and 15.3 illustrate
the performance factors for the individual and family-unit, respectively. The inner
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Fig. 15.4 Unified theory of FQOL

circle of Fig. 15.4 illustrates the multiple interactive operational linkages between
the family-level and individual-level performance factors, between family-unit and
individual member factors, and among all seven inner cogs. Figure 15.4 also illus-
trates the distal impacts of systems, polices, and programs; these are represented
by the outer circles. We placed the systemic factors as circles with dashed lines
around the edge of the interactive cogs to emphasize their role as indirect influ-
ences on the directly interactive elements within the inner circle of the theoretical
model.

If one of the system factors changes (i.e., elimination of a program or policy), this
will disrupt the smoothly running “cogs,” leading to changes in FQOL until adapta-
tion or homeostasis occurs within the individual or family. For example, if a service
is denied or a support falls through, this impacts FQOL. If a parent suddenly loses
his or her job or becomes chronically or terminally ill, this again impacts FQOL.
If a child “ages out” of the educational system and needs to be served by an adult
service system, FQOL will be impacted while a whole new set of performance fac-
tors, with new services, practices, and supports, is activated. Each factor addresses
the complexity of families’ lives at the unit and individual level. The model is com-
plex because families are complex. Using our theoretical model (Fig. 15.4), we now
present our unified theory. A unified (or grand theory) is the most abstract of the
three levels of theory (i.e., grand, middle-range, and micro theory) (Peterson, 2004).
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A grand theory is often viewed as a way to organize knowledge using a conceptual
framework and serves as the “starting point for middle-range theory development”
(Fawcett, 1999, p. 5). We state our unified FQOL theory as:

Systems, policies, and programs indirectly impact individual and family-level supports, ser-
vices, and practices; individual demographics, characteristics, and beliefs and family-unit
dynamics and characteristics are direct predictors of FQOL and also interact with individual
and family-level supports, services, and practices to predict FQOL. Singly or combined, the
model predictors result in a FQOL outcome that produces new family strengths, needs, and
priorities which re-enter the model as new input resulting in a continuous feedback loop
throughout the life course.

If nothing has changed, then FQOL will be relatively stable; if, as indicated ear-
lier, services are dropped, policies are changed, or new practices are implemented,
this may result in new levels of FQOL. Our theoretical model represents FQOL as
an outcome of a dynamic process consisting of multiple interactive factors — an out-
come to be individually experienced and defined by the family and its members. It
is the innermost framework of the model (Figs. 15.1, 15.2, and 15.3) that is unique
to each family resulting in unique FQOL outcomes. Each individual and family will
have different characteristics and beliefs that interact with the provision of services,
supports, and practices leading them to make unique decisions about their life and
their family’s life.

Current FQOL assessment tools have typically measured FQOL at one point in
time, not throughout the lifespan. Further, researchers have represented FQOL as
a relatively stable trait; however, this is yet to be determined. Because the goal of
FQOL researchers is to lead to improvements in FQOL, we can not avoid that which
is difficult to measure or complex to articulate. Disability is one aspect of families;
a theory of FQOL of families who have a member with a disability must address
multiple aspects of families’ lives. Our model aims to meet this goal.

Our general theoretical framework enables us to proceed in two steps. First, our
unified theory enables us to present a “thoughtful and insightful appraisal of existing
ideas or creative intellectual leaps beyond existing knowledge rather than by means
of empirical research” (Fawcett, 1999, p. 4). Second, it provides us with a useful
unified theoretical model to present and generate middle-range theories with the
explicit purpose of validating empirical research. Recognizing that no single study
could test the broad scope of the unified theory, we present it as a framework and a
procedure to build FQOL theory one study at a time. Next, we present examples of
propositional statements that are supported by the current literature on FQOL. We
will situate these research findings within the unified theory to illustrate how they
contribute to explaining FQOL.

Middle-Range Theories of Family Quality of Life

The unified theory we propose in Fig. 15.4 not only summarizes the many compo-
nents involved in predicting or explaining variations in FQOL, but it also presents
a useable model for researchers to generate multiple testable theoretical statements.
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Shoemaker et al. (2004) note that using models is an excellent method to “suggest
new theoretical statements,” to recognize subsets of variables that “represent chains
of causes or effects,” and to eliminate nonsensical relationships through the use of
“time ordering of variables” (p. 135). Our unified theoretical model clearly illus-
trates that the systemic concepts are distal inputs, while the family-unit, individual
family member factors, and performance factors are the key or direct predictors of
FQOL, both singly and interactively, as mediators and moderators.

Much of the available research on FQOL is characterized by simpler propo-
sitional statements using a limited number of variables — statements which are
logically and statistically capable of being tested. As we noted earlier in the chapter
in defining elements of theories, middle-range theories provide testable propositions
through the use of a more manageable subset of a larger, unified theory. This unified
theory serves as an organizing theoretical framework from which researchers can
draw down specific testable middle-range theories based upon their own research
interests. Additionally, researchers can work collaboratively from a unified theo-
retical framework to understand FQOL. In this section, we present middle-range
theories identified from our literature review that fit within our unified theoretical
model. At this juncture, we also transition our use of terminology from concepts to
variables to illustrate the variables arising from individual member concepts, family-
unit concepts, and systemic concepts, and how they are used in a predictive model.
For example, an individual child characteristic is a concept, but the severity of the
child’s disability is a variable that might be used to predict FQOL.

Individual Family Member Variables

Eight of the 24 articles used some type of child characteristic or demographic as a
predictor variable in the research design. In general, severity of the disability and
presence of behavior problems were negatively related to FQOL. Similarly, families
of typically developing children tended to have higher FQOL than families of chil-
dren with disabilities. For example, Brown et al. (2006) found significant differences
in overall FQOL scores among families who have children with Down syndrome,
families who have children with autism, and families of typically developing chil-
dren. Wang et al. (2004) also demonstrated that for both mothers and fathers, the
severity of the child’s disability was a strong negative predictor of FQOL.

Other family member demographics, characteristics, and beliefs were also
investigated as predictors of FQOL. For example, Wang et al. (2006) examined
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differences in FQOL conceptualization by parent gender and found no differences.
Similarly Zabriskie and McCormick (2003) found no relationship between parent
gender and family satisfaction. Individual family member characteristics may also
impact FQOL. Mellon and Northouse (2001), in their examination of family mem-
ber illness, found that family member’s fear of recurrence (designated a “belief”
in our FQOL theory) contributed to the variance of FQOL. Four studies included a
measure of stress, depression, or negative well-being in parents (Bayat, 2005; Dunst,
Trivette, Hamby, & Bruder, 2006; Feldman & Werner, 2002; Weigel et al., 1995).
In general, higher levels of depression and/or stress had a negative relationship with
FQOL. Collectively, these results are consistent with family research utilizing other
outcomes variables such as stress or depression (i.e., disability tends to create chal-
lenges in families) (Turnbull et al., 2007). Figure 15.5 depicts how these individual
family factors may be expected to predict FQOL.

Family-Unit Variables

The propositional relationships identified across the studies examining family-
unit characteristics suggested that FQOL was lower in families with low incomes
(Hornstein & McWilliam, 2007; Wang et al., 2004), from backgrounds other
than European American (Hornstein & McWilliam, 2007), and in stepfamilies
(Voydanoft et al., 1994).

Family dynamics identified within our article review included such variables
as family sense of coherence (Anderson, 1998), family hardiness (Mellon &
Northouse, 2001), satisfaction with division of family labor (Voydanoff et al., 1994),
and work—family conflict (Weigel et al., 1995). Higher scores on all of these vari-
ables had a significant relationship with higher levels of FQOL, with the exception
of work—family conflict, which had an inverse relationship. Figure 15.6 depicts these
relationships.

The individual concepts (e.g., demographics, characteristics, and beliefs) and
family-unit concepts (e.g., characteristics and family dynamics) are abstract enough
to allow for multiple theories to be generated from these broad concepts; yet,
they also are narrow enough to identify variables for a testable theory. At a more
abstract level, one example of a middle-range theory of FQOL could state that the
interaction of individual and family-unit factors together predict FQOL. A finer
distinction of a middle-range theory may simply propose that individual factors
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predict FQOL, while another middle-range theory might state that family-unit fac-
tors predict FQOL. Both Figs. 15.5 and 15.6 provided examples of what might be
considered smaller testable components within the larger middle-range theories of
individual and family-unit factors predicting FQOL.

Performance Variables

One example was found in the FQOL literature illustrating the relationship between
how a service was delivered (i.e., practice) and FQOL. Dunst et al. (2006) reported
that parents who used everyday family activities as learning opportunities to enhance
their child’s development experienced higher FQOL; however, when professionals
implemented early intervention within everyday activities, FQOL was reduced. This
finding was consistent with the work of Rettig and Bubolz (1983) and Rettig and
Leichtentritt (1999) whose work suggests that satisfaction of some types of individ-
ual and family needs (e.g., emotional needs) varies depending on who addresses the
needs.

Much more commonly observed and measured in the FQOL literature and con-
sistent with our review was the impact of services and supports on FQOL within
programs. Seven of the 24 articles in our review included a variable related to ser-
vices or supports from formal and/or informal sources. In all cases there were some
positive associations between services and supports and FQOL, but in some cases
the results were equivocal. For example, Abbott et al. (2005) investigated the rela-
tionship of multi-agency coordinated services and found that families experienced
improved sleep but other factors (e.g., daily routines) were not affected. Other rela-
tionships were more clear-cut, such as the relationship between type of service and
FQOL. For example, Feldman and Werner (2002) found higher FQOL in families
receiving behavioral training than those who did not receive training or received a
reduced number of hours of training. Similarly, Mellon and Northouse (2001) found
higher FQOL in families who had positive family social supports. Both amount of
and satisfaction with services was also related to FQOL. Hornstein and McWilliam
(2007) found FQOL to be lower with fewer hours of service, while Summers et al.
(2007) observed higher scores on parents’ ratings of service adequacy for them-
selves and their child related to higher levels of FQOL. Figure 15.7 illustrates the
testable theory of the impact of services and supports on FQOL.

Parent
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Cognitive Coping

Fig. 15.7 Performance factor Therapy
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Systemic Variables

None of the 24 studies in our literature review attempted to assess quantitatively
the impact of these large and distal entities (e.g., systems, policies, and programs),
and a comprehensive research effort to do so would be necessarily multifaceted and
cumbersome. However, historical trends exist that provide insight into the impact
of systems, policies, and programs on FQOL. For example, the passage of IDEA,
affording rights to a free and appropriate education to children with disabilities
(Turnbull, Stowe, & Huerta, 2007) likely freed many parents who previously had
been required to stay at home with their children to enter the job market when their
children were allowed to go to school and, thus, did not require daily care during
school hours. Parent first-person accounts of raising children without the current
array of policies provides compelling testimony to the impact of policies on FQOL
(Turnbull & Turnbull, 1978, 1985). Without policies in place, very few programs,
services, and supports for families of children with disabilities would exist. It is
this reason that we include systems, policies, and programs as the backdrop for our
FQOL theory. While the proximal variables are more easily measurable, the distal
variables still have a rightful place in a FQOL theory. Currently, the only way to
assess the distal variables is through state and national data. In the United States
this includes federal agency reporting requirements assessing programs (e.g., early
intervention programs) within agencies (Department of Education). Figure 15.8
illustrates the hypothesized relationship of US early intervention policy and FQOL.
In Fig. 15.8, Variable 1, parents know their rights, is a federal reporting requirement
for all states as well as variable 2, the child’s use of appropriate behavior to meet
their needs (Hebbeler, Kahn, Barton, & Greenwood, 2007). The mediator model
in Fig. 15.8 illustrates the direct effect of parents’ knowing their rights (e.g., par-
ents’ knowledge about the right to request a functional behavioral assessment for
their child) on the child’s use of appropriate behavior and the direct effect of the
child’s behavior on FQOL. This model also illustrates the indirect effect of parents’
knowing their rights on FQOL.

Research Limitations

Before considering the implications of these findings for theory-building, we should
insert a caveat about the quality of the research we reviewed. There were a number of
limitations that warrant caution in the interpretation of these findings across all the

Family Outcome: Child Outcome: Use of
Parents know their rights appropriate behaviorto FQOL
meetneeds

Fig. 15.8 Systemic factor relationship with FQOL
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studies. First, limitations from a design point of view include the fact that the major-
ity of studies utilized convenience samples; in fact, many did not include a control
or comparison group, and still others were qualitative studies and as such should be
considered primarily exploratory. Second, limitations to generalizability are raised
due to the lack of diversity of study respondents across the pool of available liter-
ature. For example, the majority of these studies purporting to report family data
focused on responses from one family member (i.e., the mother). Also, while many
of these articles did not report the ethnicity or income level of study participants,
those that did so reported a predominance of European American and middle-
income families. Finally, the research is limited by the fairly small community of
researchers represented by this literature. Much of the FQOL research from which
the empirical data were drawn to develop this theory (eight of the 24 studies) comes
from two of the most active FQOL research agendas: the International Quality of
Life Research Project (Brown et al., 2003; Brown et al., 2006) and the Beach Center
on Disability (Bayat, 2005; Hoffman et al., 2006; Summers et al., 2007; Verdugo
et al., 2005; Wang et al., 2006; & Wang et al., 2004).

Beyond these research limitations, we should note an important conceptual and
operational limitation in our theory-building, and that is the unfinished business
of the development of consensus about the nature and measurement of FQOL as
an outcome. While we do not advocate that all FQOL researchers in the disability
field should embrace one measure of FQOL over another, we do hope for continued
dialogue and consensus-building about the purpose of measures and the multiple
factors currently used to represent FQOL. We also need to closely examine the
distinction between predictors and outcomes used within the domain structure of
FQOL measures. For example, if FQOL is an outcome and the purpose of the
research is to explore the impact of services and supports (as we present in our
theory), then measures of the FQOL outcome cannot include assessments of the
quality of services and supports as a domain factor. A further issue is the lack of
variability in response when satisfaction is the primary construct for measuring
FQOL. The tendency of families to report fairly high levels of satisfaction (see,
e.g., Hoffman et al., 2006) means that the data are negatively skewed, creating a
number of problems both statistically and conceptually. These and other conceptual
and measurement issues should be addressed to enable more meaningful exploration
of an FQOL theory.

Conclusion: Recommendations for a Research Agenda

In our proposed unified theory of family quality of life for families of individuals
with intellectual and other disabilities, we presented a larger theory than what is
currently supported by research data. Thus, many parts of the theory require addi-
tional research to validate the theory we propose. Similar to a research agenda, our
unified theoretical framework lays the foundation to build upon FQOL theory one
proposition at a time. We hope our contribution provides researchers with a road
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map to guide their research — a place to fit their particular research agenda into the
model, whether it is research on an individual family-member factor (i.e., impact
of parents’ physical or emotional well-being on FQOL), a performance factor (e.g.,
investigating the impact of a family-centered services on FQOL), or investigating a
systemic factor (e.g., the impact of specific policies of FQOL). Particularly at the
systemic level, a coherent theory forces us to think about different aspects of fami-
lies’ quality of life prior to implementing policies and also to consider how we would
develop questions to investigate the impacts of policy implementation in terms of
overall FQOL.

As we review those elements of our proposed theory that have empirical sup-
port, we note that the majority of research in the family literature focuses on the
impacts of individual and family factors on outcomes such as FQOL. More recent
research has begun to investigate the impacts of performance factors (e.g., practices,
supports, and services) on family outcomes. Turnbull and colleagues (2007) make
this observation as well, and call upon the field to move away from repeatedly
investigating what is well-established (e.g., children’s behavior problems negatively
impact family well-being or FQOL) to investigating relationships that are less well-
established and also amenable to change. For example, the work by Dunst et al.
(2006, see Table 15.1) suggests that informal supports in everyday family activity
settings are more effective in terms of family well-being, than supports or services
implemented by early intervention professionals. More research is needed along
these lines to determine the nature of specific performance factors (the who, what,
how, and where of supports and services) that are most predictive of positive FQOL.

However, we cannot be so naive to assume the current FQOL assessment tools
are sensitive enough to measure changes by the various predictors we present in our
theoretical model. This is why continued work to refine the current FQOL measures
is critically necessary. We also need to continue our work in middle-range and micro
theory development to validate further our proposed FQOL theory. For example,
research on the impact of parent training programs (e.g., performance factor) should
investigate the impact of that intervention on family and individual characteristics
such as parents’ sense of empowerment and competence as a pathway to the FQOL
outcome. Different aspects of FQOL may be impacted by different systemic and
performance factors. We need to carefully construct follow-up assessments that are
sensitive enough to detect these changes. However, this unified theory provides the
opportunity for us (and others) to make recommendations for and implement future
research in the inchoate field of FQOL.

Finally, as if our proposed FQOL theory were not complex enough, we must risk
further complexity by pointing out the need to connect FQOL with outcomes for
the individual. In our theory (see Fig. 15.4), we explicitly note that the performance
factors (e.g., practices, services, and supports) impact both the family-unit and indi-
vidual members. We try to show how the quality of life of individuals within the
family (including the person with a disability) is intimately intertwined with the
FQOL as a whole. But from the point of view of policymakers, this is not enough.
Policymakers do not always accept families of people with disabilities as appro-
priate beneficiaries of programs enabled by their policies (Turnbull et al., 2005).
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Advocates for families must, therefore, not only continue to justify the need for
family supports on the rationale that all family members are affected by the dis-
ability of a family member, but also to justify family supports in terms of their
critical link to effective outcomes for the child or adult with a disability. Our uni-
fied FQOL theory proposes a mechanism for why that is true (i.e., supports for the
family affect the well-being of each of its members, including the person with a dis-
ability). Additionally, we need an explicit research agenda to continue strengthening
the linkage between family and individual quality of life.

In conclusion, as we have engaged in theorizing about FQOL, we have embraced
the idea of building theories as a “thoughtful and insightful appraisal of existing
ideas or creative intellectual leaps beyond existing knowledge” (Fawcett, 1999,
p- 4). Families and the world in which they live are extremely complex, and we
have tried to articulate that complexity. Unified theories, such as the one we pro-
pose, are like a large-scale mural or other work of art. One must stand back to see
how the parts fit together. But to truly understand it, one must look closely, piece-
by-piece, to analyze the contributions of each part to the whole. It is a challenge.
But it is one we hope you will agree is critical to the continued improvement of the
quality of the lives of individuals with intellectual disabilities and their families.
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