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Editors’ Note

As comprehensively discussed in chapter 3, language plays an important role
in shaping how disability itself is viewed by others and how disabled people
view themselves. In this volume, we have adhered to the APA 7.0 recom-
mendations with regard to disability-related language; that being, as stated
in chapter 3, either disability identity language or person-first language is ac-
ceptable.






Chapter 1

Introduction and Overview of
the International Classification of
Functioning, Disability, and Health

Michael L. Wehmeyer and Dana S. Dunn

Miiller and Geyh (2015) observed that although personal factors “are a part of
the contextual factors within the bio-psycho-social framework of the World
Health Organization’s (WHO) International Classification of Functioning,
Disability and Health . . . a precise conceptualization [of these personal fac-
tors] is missing” (p. 430). Similarly noting the absence of such a conceptual-
ization, a number of authors have proposed taxonomies and frameworks for
understanding and classifying personal factors (Leonardi et al., 2016; Geyh
et al., 2011; Miiller & Geyh, 2015; Simeonsson et al., 2014). The intent of
this book relates neither to classification nor to the creation of a compre-
hensive taxonomy of personal factors. Instead, we are interested in explor-
ing personal factors that fall under the general category of psychological
personal factors and, more specifically, psychological personal factors that
relate to constructs in positive psychology. Our intent is to synthesize what
is known from research about these positive psychological personal factors
so as to address a segment of the conceptualization gap that exists in the
field and, through doing so, promote a strengths-based approach to support-
ing and enabling disabled people to participate fully in society. The intent of
this chapter is to overview models of disability that emphasize interactions
among and between persons and their environment, to describe the World
Health Organization’s (WHO) International Classification of Functioning,
Disability, and Health (ICF) in the context of these models, and to examine
the role of personal factors within the ICF and their relationship to strengths-
based approaches. In chapter 2, we discuss positive psychology, its constructs
and their application to the disability context, and how the field can contribute
to a greater focus on strengths and abilities of people with disabilities.
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Before proceeding, it is important to state that by focusing on personal
factors, this book is not in any way proclaiming a priority for such factors
in understanding disability or promoting full and active participation. We
are conscious of and will briefly examine understandings of disability that
viewed disability as a problem within the person to be fixed or cured (Dunn,
2015; Wehmeyer, 2013a). Our focus on positive psychological personal fac-
tors reflects the facts that personal factors are important for all people, that
their inclusion in the ICF was not incidental, and that understanding such pos-
itive psychological personal factors can support strengths-based approaches
that empower disabled people to fully participate in society. We are interested
in identifying approaches drawn from strengths-based approaches and posi-
tive psychology that emphasize self-advocacy, autonomy, agency, and self-
determination. Nor are we proclaiming that the ICF itself is a perfect model.
With those caveats in mind, to understand the ICF and the role of personal
factors in understanding disability, it is important to begin with an overview
of social models of disability.

SOCIAL MODELS OF DISABILITY

Disability, as a construct, has been defined across multiple disciplines—Ilaw,
education, psychology, rehabilitation, medicine, and so on—for multiple
purposes. Across these disciplines, disability has, historically, been defined
or constructed as a juxtaposition between normality and abnormality (Bach,
2017); people with disabilities were seen as atypical, subnormal, aberrant,
pathological, incompetent, and so on; as somehow different from the rest of
us (Wehmeyer, 2013b). Inevitably, how disability was understood directly
influenced how society responded to disability. Interventions or treatments
designed to address disability focused on curative aspects, remediation, miti-
gation, and protection. People with disabilities were segregated, sterilized,
discriminated against, and marginalized.

In the late twentieth century, numerous forces converged that began to
change perceptions of disability and, thus, societal responses to disability.
Before the eighteenth century, legal conceptualizations of disability domi-
nated (Wickham, 2013). After the eighteenth century, medical models of
disability prevailed (Ferguson, 2013). By the time psychology emerged as
a discipline distinct from philosophy in the early twentieth century, medi-
cal definitions and conceptualizations were the predominant lenses through
which disability was understood (Noll, Smith, & Wehmeyer, 2013). So-called
biomedical models conceptualized disability through medical lenses, with
disability viewed as a pathology within the person, and the types and severity
of disability were categorized through taxonomies of diseases and disorders.
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In the 1970s, however, health-care professionals realized that viewing
long-term conditions like disability through the lens of pathology had limita-
tions. In 1980, the World Health Organization introduced the International
Classification of Impairments, Disabilities, and Handicaps (WHO, 1980), or
ICIDH. Instead of being a classification of diseases or disorders, the ICIDH
was a means to classify the long-term consequences or impact of diseases
and disorders (Wood, 1989). Though still seated firmly in biomedical models
of disability, the ICIDH was an important step away from past taxonomies.
Disability was defined as “any restriction or lack (resulting from an impair-
ment) of ability to perform an activity in the manner or within the range
considered normal for a human being” that might result in “a disadvantage
for a given individual, resulting from an impairment or disability, that limits
or prevents the fulfilment of a role that is normal (depending on age, sex,
social, and cultural factors) for that individual” (WHO, 1980, pp. 27-29).
The change seems subtle 40 years later, but the ICIDH shifted disability as
understood only in terms of impairments (and classified as diseases and dis-
orders) and placed it in a context of how the impairment impacted a person’s
activities and, eventually, participation.

These themes of activities and participation were expanded upon in the ICF
(WHO, 2001). The ICF conceptualized disability within the context of the
interrelationships among health, environmental, and personal factors and sit-
uated disability as part of, and not apart from, typical human functioning. The
ICF was described as a biopsychosocial model of disability because it shifted
the locus of disability from within the person to existing only, essentially, in
the gap between the person’s abilities and capacities and the demands of the
environment (Buntinx, 2013), one that is consistent with the person-envi-
ronment relation espoused by social psychologist Kurt Lewin (1890-1947)
and those among his students who helped to found the field of rehabilitation
psychology (e.g., Lewin, 1935; Wright, 1983). The ICF will be described in
more detail subsequently, but for purposes of strength-based approaches to
disability, the ICF provided a person-environment fit (or social-ecological)
model with which to build interventions and supports that emphasized per-
sonal capacity, adaptations, and modifications to contexts and environments.

A second, and perhaps more important, movement was emerging as
health professionals began to rethink biomedical models of disability: the
disability civil rights movement. In the early 1980s, disabled people began
to come together to create a global disability rights and self-advocacy move-
ment (Driedger, 1989). One emphasis within this rights-based self-advocacy
movement was the “advancement of a positive disability identity and culture”
(Caldwell, 2011). Longmore (2003) termed the establishment of disability
identity and culture as the second phase of the disability rights movement
and argued that
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while public policy has sought to fashion disability as a generic category and
attempted to impose that classification of people with an assortment of condi-
tions, disability has never been a monolithic grouping. There has always been
a variety of disability experiences. [These] experiences of cultural devaluation
and socially imposed restriction, of personal and collective struggles for self-
definition and self-determination—recur across the various disability groups
and throughout their personal histories. (Longmore & Umansky, 2001, p. 4)

What leaders in the disability rights and self-advocacy movement emphasize
is that by embracing disability identity, they recapture their personhood and
lay claim to social justice, full citizenship, and participation. What emerged
from this movement was what is referred to as a social model of disability,
which views disability as arising “from the discrimination and disadvantage
individuals experience in relation to others because of their particular differ-
ences and characteristics” (Bach, 2017, p. 40). Within a social model,

the unit of analysis shifts from the individual to the legal, social, economic, and
political structures that calculate value and status on the basis of difference.
Informed by principles of human rights, and an equality of outcomes that takes
account of differences, the social model does not reject bio-medical knowledge
of impairments and research on individual rehabilitation. Rather, it celebrates
impairment as part of the human condition, and looks at achieving equity for
people with impairments in terms of the social, cultural, and political contexts.
(Bach, 2017, p. 40)

Social-ecological or person-environment fit models of disability are situated
within the broader context of social models. There is some tension among
advocates who emphasize the identity aspects of disability and ascribe to a
pure social model and the social-ecological models that evolved through the
medical system. For one, the latter still include medical and health formula-
tions with the equation of understanding disability. Bach (2017) noted that
although the WHO changed the term “handicap” in the ICIDH to “impair-
ment” in the ICF, based heavily on the efforts of the civil rights organization
Disabled Peoples’ International (DPI), the retention of the term “impair-
ments” may be construed as reflecting “intrinsic limitations” (p. 40). Bach
discussed the difficulty aligned with ignoring a person’s so-called limitations,
noting that certain social-relational models recognize that “physical or cogni-
tive impairments can have real effects and limitations in a person’s life,” and
that such models (e.g., social-relational models) “acknowledge the reality of
impairment while challenging the assumptions that one person is given the
status to define another as ‘impaired’ from some ‘objective’ criteria of ‘nor-
mal’ functioning” (Bach, 2017, p. 40).
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We recognize the tightrope we must walk when discussing positive psy-
chological personal factors in the context of social-ecological models, and we
understand that “impairment is a lived and subjective reality, given meaning
within the individual and collective narratives expressed by people with dis-
abilities themselves” (Bach, 2017, pp. 40-41). That said, while these issues
are critically important, there are many points of agreement among social and
social-ecological models, the primary one being that one cannot understand dis-
ability without taking into account the person’s strengths and abilities and the
contexts in which people live, learn, work, and play. For the applied disciplines,
such as psychology or education, whose purposes include the development of
interventions to improve human functioning, social-ecological models provide
a framework to approach intervention development in a strength-based manner.
The WHO itself stated that “[t]he ICF provides a scientific, operational basis
for describing, understanding and studying health and health-related states,
outcomes and determinants” (WHO 2013, p. 6). With this in mind, we turn our
attention to examining the ICF in more detail.

THE INTERNATIONAL CLASSIFICATION OF
FUNCTIONING, DISABILITY, AND HEALTH

According to the WHO, the ICF “is a framework for organizing and docu-
menting information on functioning and disability” (WHO, 2001). It “con-
ceptualises functioning as a ‘dynamic interaction between a person’s health
condition, environmental factors and personal factors’” (WHO, 2013, p. 5).

Within the ICF framework, human functioning and disability are under-
stood “as umbrella terms denoting the positive and negative aspects of
functioning from a biological, individual and social perspective. The ICF
therefore provides a multi-perspective, biopsychosocial approach which is
reflected in the multidimensional model”, depicted in Figure 1.1 (WHO,
2013, p. 5). One of the empowering features of the ICF is that it “conceptu-
alises functioning and disability in the context of health” (WHO, 2013, p. 6).
Rephrasing this, we would say that it conceptualizes disability as a part of
typical human functioning and health, and not apart from them; health and
disability are not opposed.

There are a number of definitions in the ICF that are important to under-
stand (from WHO 2001, pp. 212-213). In the context of health,

Functioning is an umbrella term for body functions, body structures, activities
and participation. It denotes the positive aspects of the interaction between an
individual (with a health condition) and that individual’s contextual factors
(environmental and personal factors).
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Health Condition
(disorder/disease)

Body T o
FnE Rt Activities Participation

t f
| |

Environmental Personal
Factors Factors

Figure 1.1 Interactions among and between the Components of the ICF. Source: From
WHO, 2013, p. 18, in the Public Domain.

Disability is an umbrella term for impairments, activity limitations and par-
ticipation restrictions. It denotes the negative aspects of the interaction between
an individual (with a health condition) and that individual’s contextual factors
(environmental and personal factors).

Body functions—The physiological functions of body systems (including
psychological functions).

Body structures—Anatomical parts of the body such as organs, limbs and
their components.

Impairments—Problems in body function and structure such as significant
deviation or loss.

Activity—The execution of a task or action by an individual.

Participation—Involvement in a life situation.

Activity limitations—Difficulties an individual may have in executing
activities.

Participation restrictions—Problems an individual may experience in
involvement in life situations.

Environmental factors—The physical, social and attitudinal environment in
which people live and conduct their lives. These are either barriers to or facilita-
tors of the person’s functioning.

Personal Factors: Personal factors are the particular background of an indi-
vidual’s life and living and comprise features of the individual that are not part
of a health condition or health states. These factors may include gender, race,
age, other health conditions, fitness, lifestyle, habits, upbringing, coping styles,
social background, education, profession, past and current experience (past life
events and concurrent events), overall behaviour pattern and character style,
individual psychological assets and other characteristics, all or any of which
may play a role in disability at any level.
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The WHO (2001) noted that “there is a dynamic interaction among these
entities: interventions in one entity have the potential to modify one or more
of the other entities” (p. 19). About personal factors specifically, the WHO
(2001) noted that “these factors interact with the individual with a health
condition and determine the level and extent of the individual’s functioning”
(p- 19).

As was noted at the onset, the WHO goes no further in trying to define
personal factors. Geyh and colleagues (2011) conducted a systematic lit-
erature review on personal factors as situated within the ICF. From a pool
of 353 papers, these authors narrowed the synthesis down to 79 papers.
Almost 60 percent of the papers focused on one of three areas of disability:
communication disorders, neurological disorders, and musculoskeletal con-
ditions. From among the 79 papers, Geyh and colleagues (2011) extracted
“238 examples of PFs [Personal Factors] not found in the ICF” (Geyh et al.,
2011, p. 1098). Most of these 238 personal factors were mentioned only
in one article, with motivation (n = 7), personality (n = 7), attitudes (n =
5), and depression (n = 5) the only such factors mentioned in five or more
articles. It should be noted that although the WHO does not operationalize
personal factors in the ICF, it does operationalize environmental factors,
categorizing them as either facilitators or barriers to human functioning.
Although this chapter has purposefully focused on positive psychological
personal factors that, by definition, would serve as facilitators to more suc-
cessful human functioning, as is demonstrated by the presence of depres-
sion among the four most frequently mentioned personal factors in the
literature reviewed by Geyh et al., personal factors can be both facilitators
and barriers to successful human functioning.

Geyh et al. (2011) specifically sought out examples of personal factors
that were not found in the ICF, suggesting that there were some examples
found in the ICF itself. Indeed, at a very broad level, the ICF mentioned
fitness, coping styles, individual psychological assets, and other charac-
teristics as examples of personal factors (WHO, 2001, p. 17). Miiller and
Geyh (2015) attempted to go beyond the very broad operationalization of
personal factors in the ICF and the exceedingly large number of personal
factors identified in the Geyh et al. (2011) review by describing extant cat-
egorizations of personal factors in the literature. This effort yielded eight
categorizations, organized mainly in the disciplines or fields in which they
appeared or the purpose they were developed to serve. These eight categori-
zations were (1) personal factors in audiological rehabilitation, (2) personal
factors in work, (3) personal factors in individual sociomedical expertise,
(4) subjective dimensions of functioning and disability, (5) personal fac-
tors for individual-centeredness, (6) inherent or acquired personal factors,
(7) personal factors in motor neuron disease, and (8) personal factors as
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health-related habits and lifestyle. Miiller and Geyh (2015) then mapped
these eight categorization models against twelve content topics (sociodemo-
graphic factors, behavior/lifestyle, cognitive/psychological factors, social
relationships, experiences/biography, coping, emotion, satisfaction, other
conditions, biological/physiological factors, personality, and motivation).

Perhaps the highest level takeaway from this work is the complexity of
conceptualizing personal factors and the fact that personal factors exist as
much in the interaction with other elements of the ICF model as they do as
standalone factors. That, of course, is something that research in positive
psychology has made clear for understanding even this limited subset (e.g.,
positive psychological personal factors) of personal factors (Snyder, Lopez,
Edwards, & Marques, 2021). Indeed, several authors have commented on
the justification for personal factors as a component of the ICF given the
“conceptual and taxonomic problems that are non-consistent with the require-
ments for a scientific classification” (Simeonsson et al., p. 2187). Among the
concerns raised is that the “classification of PFs [Personal Factors] can be
misused as a classification of the person” (Leonardi et al., 2016, p. 1327). As
was noted previously, we are not interested in creating a classification or tax-
onomy system, but simply in identifying and describing one subcategory of
personal factors (positive psychological personal factors) that may contribute
to the development of strength-based interventions to promote optimal func-
tioning for disabled people.

PARTICIPATION

There is another term within the ICF that deserves elaboration as part of a
discussion of the application of positive psychological personal factors to
strength-based approaches: participation. Whether an impairment (defined
as problems in body function and structure) results in disability (defined
as an umbrella term for impairments, activity limitations, and participation
restrictions) is not a function of the presence of the impairment itself but a
function of the interaction between personal and environmental factors that
mediate the impact of the impairment on activity and participation. That
is, in a concrete sense, disability itself exists only when participation is
impacted. Within the ICF, Activities refer to a person’s execution of a task
or action. Participation is defined in the ICF as a person’s involvement in
life situations. While there is an intuitive understanding of activities as tasks
or actions, the same is not true for participation as involvement in life situa-
tions. What constitutes involvement? What is meant by life situations? The
ICF includes Activities and Participation Domains (discussed subsequently),
but these are mainly generic areas in which activities occur and, presumably,
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participation is situated. If we are to understand disability as a function of
limited participation, it would seem important to have a clear definition and
understanding of participation.

Dean and colleagues (2016) conducted a scoping review of the participa-
tion construct in the literature from the field of intellectual disability. Dean
et al. noted that within the broader disability literatures, participation has been
defined as fulfilling social roles, as goal-focused action, and as autonomous
functioning. One difficulty in defining participation is that has an individual
element to it; that is, even when all barriers to full participation are removed,
levels and types of participation will vary a great deal from individual to indi-
vidual as a function of personal preferences, interests, or goals. Further, types
and levels of participation are often context- or domain-specific. Dean and
colleagues identified five themes that were raised consistently throughout the
literature: (1) meaningful engagement, (2) choice and control, (3) personal
and societal responsibilities, (4) access and opportunity, and (5) inclusion.

Drawing from this scoping review by Dean et al., we have conceptualized
participation as a person’s self-determined involvement in a pattern of life
(i.e., roles, life situations, and activities). Participation occurs in and across
contexts and is influenced by multiple personal and environmental factors.
Placing participation within the idea of patterns of life recognizes the tempo-
ral aspect of participation. How participation looks varies not only by con-
text but by one’s stage of life, as it were. As such, participation is not static
across life, but evolves with the person. Patterns of life represent the changing
roles, life situations, and activities that comprise daily life; they represent the
socially defined sets of behavior that support participation. The idea that par-
ticipation refers to self-determined involvement brings in the issues of choice,
control, goal orientation, preferences, and intentionality. People choose how
they spend their time and their resources; participation can look very differ-
ent from one person to the next because it is self-determined involvement in
a pattern of life.

Considering participation as a function of a person’s self-determined
involvement in a pattern of life (e.g., participation) is important to strength-
based approaches to disability in that this aligns with the person-environment
fit nature of social-ecological models of disability. Not only do we identify
the need for interventions and supports by the level of a person’s participa-
tion, but that identification, in turn, aligns such interventions and supports
with a person’s preferences, interests, values, and goals. Systems of support
are driven not by the need to fix or change a person, but by the need to support
a person to engage in activities that lead to full participation.

As was mentioned previously, the ICF does provide Activities and
Participation Domains. To understand these, it is worth considering the aims
of the ICF, as stated by the WHO:
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* to provide a scientific basis for understanding and studying health and
health-related states, outcomes and determinants;

* to establish a common language for describing health and health-related
states in order to improve communication between different users, such as
health care workers, researchers, policy-makers and the public, including
people with disabilities;

* to permit comparison of data across countries, health care disciplines, ser-
vices and time;

* to provide a systematic coding scheme for health information systems.
(WHO, 2001, p. 5)

To this point, we have discussed the ICF only in the context of social-
ecological models of disability. But, as can be seen by these aims, the ICF
allows for and describes a valid and reliable data collection and management
process (Bickenbach, 2011). The ICF is a tool to “provide a consistent and
comparable, international language of the lived experience of health to gen-
erate internationally comparable health and disability data” (Bickenbach,
2011, p. 2). Unlike the personal factors component within ICF, the partici-
pation component does have domains identified so as to facilitate data col-
lection. Specifically, the Activities and Participation Domains are measured
by both performance and capacity indicators and consist of the following
areas:

* Learning and applying knowledge

* General tasks and demands

e Communication

* Mobility

* Self-care

* Domestic life

* Interpersonal interactions and relationships

* Major life areas

e Community, social and civic life. (WHO, 2001, p. 14)

CONVENTION ON THE RIGHTS
OF PERSONS WITH DISABILITIES

Before closing this chapter with a discussion pertaining to strength-based
approaches that have arisen from social-ecological models like the ICF,
it is worth discussing one more international convention that guides our
examination of positive psychological personal factors: the United Nations
Convention on the Rights of Persons with Disabilities (CRPD; UN General
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Assembly, 2007). The relevance of the CRPD to the intent of this book is
readily apparent in the CRPD Article 3: General Principles:

(a) Respect for inherent dignity, individual autonomy including the freedom
to make one’s own choices, and independence of persons;

(b) Non-discrimination;

(c) Full and effective participation and inclusion in society;

(d) Respect for difference and acceptance of persons with disabilities as part
of human diversity and humanity.

The themes of participation, dignity, autonomy, and choice and control
that have been discussed as elements of social models and social-ecological
models of disability are obvious in these general principles. Some authors
have discussed the role of data from the Activities and Participation Domain
of the ICF in providing a means to monitor the progress of countries toward
the CRPD rights and to introduce greater accountability. Bickenbach (2011)
mapped ICF Activities and Participation Domains with CRPD Articles, find-
ing direct relationships between these domains and CRPD Articles on rights
to living independently, personal mobility, freedom of expression, educa-
tion, health, work, rehabilitation, and other areas (p. 6). Although there are
no Personal Factors Domains within the ICF, Geyh et al. (2011) suggested
that personal factors “might reflect the individual’s ‘needs and strengths,’
as required for rehabilitation care in the United Nations’ Convention on the
Rights of Persons with Disabilities, Article 26” (p. 1099).

As was noted at the onset of this chapter, it is not the intent of this book
to provide a classification or taxonomy system for personal factors. To that
end, our focus is on the broader topic of thinking about and understanding
disability, as embraced in both the ICF and CRPD, that emphasizes dignity
and participation and that provides a means to align disability supports with
positive psychology and strength-based approaches to disability. To that end,
we close this chapter with a discussion of what is meant by strength-based
approaches to disability.

STRENGTH-BASED APPROACHES TO DISABILITY

Strength-based approaches to disability are predicated on social models of
disability, but the two are not synonymous. As discussed previously, social
models of disability refer to an understanding of disability emphasizing lived
experiences and the opportunities and barriers introduced by attitudes, struc-
tures, and environments in society. Strength-based approaches begin with
the assumptions of the social model of disability and then translate them into
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approaches to support or enable people with disabilities to function success-
fully in typical contexts.

As mentioned by Wehmeyer (2021), strength-based approaches are not
unique to the disability context. Practice social welfare, for example, intro-
duced a strength-model in the late 1990s (Rapp, 1997). Rapp, Saleebey, and
Sullivan (2005) identified the “six hallmarks of strengths based practice” (p.
81) in social welfare as follows:

1. Goal setting. People who need supports have a meaningful role in setting
goal related to their lives.

2. Assessment of strengths. Support provision begins with assessments of
abilities and interests, and not deficits.

3. Resource-rich environments. Strengths-based approaches emphasize the
critical role of environments and contexts in creating both opportunities
for people and barriers to people achieving what they want to achieve.

4. Goal attainment. Not only are people who need supports actively
involved in goal setting, they are also at the center of self-directed and
self-regulated action to achieve these goals.

5. Relationships create hope. Strengths-based approaches are built on rela-
tionships based on trust and that promote hopefulness.

6. Choice. Strengths-based approaches emphasize the opportunity and
importance of supporting people to make meaningful choices about all
aspects of supports provision. (Rapp, Saleebey, & Sullivan, 2005, pp.
81-82)

Strength-based approaches to disability operationalize social and person-
environment fit models that recognize that disability is not a problem within
the person, but a function of the complex, multifaceted interaction between
a person, their strengths and abilities, the supports that are provided that
enable them to function, and the demands of the environment. Strength-
based approaches build on advances in positive psychology to enable people
with disabilities to obtain optimal outcomes in their lives. The purposes and
focus of positive psychology and its application to the disability context are
discussed in chapter 2.

CONCLUSIONS

Historically, interventions designed to impact the lives of disabled people
were predicated upon deficit-based models of disability. This began to
change with the introduction of two World Health Organization frame-
works, most recently the ICF, that emphasized that disability could only be
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understood in the context of interactions among health, environmental fac-
tors, and personal factors and by examining the impact of such factors on a
person’s activities and participation. The ICF identified personal factors as
among the elements of a social-ecological model of disability but did not
provide an extensive taxonomy of what constitutes such factors. The intent
of this book is to examine in greater detail personal factors that come from
the field of positive psychology and, as such, to begin to identify and build
strength-based approaches to promoting the full participation, dignity, and
well-being of disabled people.
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Chapter 2

Positive Psychology and Disability

Focusing on Intrapersonal Strengths
Dana S. Dunn and Michael L. Wehmeyer

Positive psychology is a subfield of psychology that flourished at the end of
the twentieth century (see Seligman, 1999, 2002) and is now a sustained and
expanded area of scientific inquiry that is itself flourishing. Journal articles,
books and handbooks, dedicated journals, and topical conferences appeared
en masse and the first generation of positive psychologists quickly followed.
Many psychologists who already identified as being social-personality,
clinical, or rehabilitation psychologists, among other types, quickly shifted
their research programs to include questions and issues tied to the strength-
oriented framework of positive psychology. One portrayal of the impact of
positive psychology is how it helps people to flourish in their daily lives; that
is, to report high levels of positive well-being while experiencing low levels
of mental illness (Keyes, 2009, 2013; see also, Keyes & Simoes, 2012).
Languishing is flourishing’s opposing psychosocial process, one where
social, psychological, and emotional well-being as well as mental health are
all low (see, for example, Keyes, 2013).

Like any successful new subfield in psychology, positive psychology has
what we might refer to as a Velcro quality to it: its content “sticks to” or con-
nects with many of the concepts, constructs, or settings to which it is linked.
We know that individuals who are flourishing in their daily lives, finding
meaning and purpose in living, enjoy beneficial social relations with other
people, experience favorable levels of self-esteem, and hold optimistic out-
looks for the future (e.g., Bolt & Dunn, 2016). Clearly, these are intrapersonal
factors that affect interpersonal relations and interact with many situations or
environmental factors.

In this chapter, we discuss the fundamental focus of positive psychology,
some of its theories and constructs, and their application to understanding
the experience of disability. Like the authors represented in this book, we
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are interested in how the field can contribute to a greater focus on strengths
and enhancing the abilities and well-being of people with disabilities.
Our emphasis is primarily on intrapersonal factors, as represented in the
International Classification of Functioning, Disability, and Health (ICF)
(WHO, 2001) model of disability, and how they can moderate the impact
of health impairments on functioning and increase participation for people
with a disability (see chapter 1, this volume). Of course, interpersonal and
situational factors play a role as well. To begin, we discuss a list of perspec-
tives shared between positive psychology and rehabilitation psychology,
and then consider positive psychology’s three levels of analysis: positive
subjective states and experiences, positive individual traits, and positive
institutions.

POSITIVE PSYCHOLOGICAL
PERSPECTIVES ON DISABILITY

Positive psychology can be defined in a variety of ways but at its core it
goes about the business of establishing, building upon, or improving human
strengths. By strengths, we refer to human capacities that can withstand
internal and external stressors, thereby promoting optimal human functioning
when facing unexpected problems or challenges posed by daily life. Positive
psychological research is also said to rest on three pillars: positive subjective
states, positive traits, and positive institutions. Because this book is about
personal factors that promote well-being among disabled individuals, we
are clearly dealing primarily with the first two pillars (although the third can
potentially shape people’s intrapersonal qualities, as, for example, when qual-
ity schools help people develop new skills).

Dunn (2015) identified some perspectives shared between positive psy-
chology and rehabilitation psychology, where the latter field’s purpose is to
leverage research, practice, advocacy, and education to promote well-being
among disabled individuals and people with chronic health conditions. These
perspectives show that:

* Individuals craft their personal and social worlds. How people construe
their personal and social experiences influences their health, well-being,
and whether they believe they can act and exercise choice over their future
lives. This “looking ahead” affects their outlook on their disabilities as well
as their daily lives.

* Individuals are shaped by the physical and the social world. Our physical
selves are determined in part by particular constraints—whether psycho-
logical or social—tied to their physical environments. Yet humans are more
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than physiology, physique, or behavioral responses to given circumstances;
what they can do or try to accomplish is more important psychologically
than any activities that are precluded by any personal or environmental lim-
its. Thus, psychosocial successes and coping responses matter more than
any behavioral setbacks.
* Emphasizing the development of human strengths and assets is essential to
psychosocial well-being. Regardless of disability, individuals are assumed
to have positive strengths or the ability to learn them. Focusing on such
positive characteristics will be more helpful in their own development and
response to challenges than emphasizing any adversities present in their
lives (e.g., Chou et al., 2009).
Positive perspectives are not novel but the focus on them and their poten-
tial might be. Themes of positive strengths and how to acquire them run
through Eastern and Western philosophy, as well as humanistic psychology
and cognitive-behavioral approaches (e.g., self-efficacy) and therapies,
among other areas of the discipline of psychology. Positive psychology is
likely more than “old wine in new bottles,” but many of its insights and
messages about the nature of the or a “good life” are more of a reprise than
something truly new. Where disability is concerned, positive rather than
negative points of view have always been seen as more helpful for combat-
ting stigma, prejudice, and ableism in general. (Dunn & Dougherty, 2005;
see also, Livneh & Martz, 2016)

Relying on these and related perspectives, positive psychology explores, as
noted previously, three levels of analysis: positive subjective states, positive indi-
vidual traits, and positive institutions (e.g., Arewasikporn et al., 2019). We briefly
review the scope of each level where strengths tied to disability are concerned.

Positive Subjective States and Experiences

Positive subjective states are favorable, but private, thoughts and feelings
individuals have regarding themselves and the various events that occur in
their lives. Greater frequency of positive states or experiences is tied to psy-
chosocial success in personal relations (e.g., marriage, friendships), income,
health, and personal accomplishments (e.g., Lyubomirsky, King, & Diener,
2005). Very often, the word happiness is used as a shorthand description to
characterize positive subjective states and experiences (David, Boniwell, &
Conley Ayers, 2013). Although we may view these subjective states and expe-
riences as occurring in the present, they can also be recalled from memory, as
when people call up feelings of joy associated with long-past holidays, vaca-
tions, or even key events from childhood. Familiar positive subjective states
include positive or good moods (e.g., Isen, 2002), positive emotions (e.g.,
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Tugade et al., 2014), optimal experience or flow (e.g., Czsikszentmihalyi,
2014), savoring (e.g., Bryant & Veroff, 2007), and mindfulness (e.g., Langer
& Ngnoumen, 2018), among other possibilities.

Where disability is concerned, the status of positive subjective states fol-
lowing the onset of disability is the issue of focus (thus, whether an impair-
ment is congenital or acquired can matter). If a disability is acquired via
trauma, then a person’s level of subjective well-being may be tested and
even disrupted. Adaptation may occur across time but not necessarily to the
level presumed by the classic hedonic treadmill model proposed by Brickman
and Campbell (1971), as disability can shift self-reported positive states to
significantly lower and thereafter relatively stable levels (e.g., Anusic et al.,
2014; Diener, 2008; Diener et al., 2006). Individuals with spinal cord dam-
age, for example, do report lower levels of happiness compared to the general
population, and their subjective accounts tend to align with the severity of the
acquired disability (e.g., Dijkers, 2005; Lucas, 2007a, 2007b). This lowered
affect is likely due to the onset of secondary complications linked with spinal
injuries, such as depression or depressive symptoms (see Elliott & Kennedy,
2004).

Research questions on subjective states and experiences are generally
present-focused, that is, aimed at determining disabled individuals’ current
reported levels of life satisfaction, overall quality of life, and subjective well-
being. Investigators might be motivated to track the course of positive emo-
tions (and negative ones, as well) across time following a disabling event and
rehabilitative efforts. The appraisal processes used by people with disabilities
are also of interest: Do some individuals find positive meaning in their dis-
ability experience (e.g., Dunn, 1996) or do they attribute some favorable or
“side” benefits to the disabling event? In turn, do positive moods or emo-
tions enable individuals to look forward in optimistic ways to rehabilitative
experiences as well as to their futures? Such positive perspectives imply the
presence of positive traits, like optimism and hope, among other possibilities.

Positive Traits

In contrast to positive subjective states and experiences, positive traits entail
individual dispositional qualities that explain why some people display higher
levels of happiness and psychological health than do others. These positive
traits or other distinguishing qualities guide people’s choices, help them to
see meaning and purpose in everyday experiences, and generally drive their
behaviors across a variety of situations. Positive traits are individual differ-
ence factors that enable people to stand out from larger groups. These traits
can appear as a response to the life circumstances—good and bad—that peo-
ple encounter. One of the important features of positive traits is the working
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assumption that they can be learned and even taught (Peterson & Seligman,
2004; see also chapter 8, this volume). Traits and trait-like qualities include
optimism (Bouchard et al., 2018), resilience (e.g., Ryff & Singer, 2003; see
also chapter 8, this volume), hope (e.g., Cheavens & Ritschel, 2014; see also
chapter 7, this volume), and gratitude (e.g., Ahrens & Forbes, 2014).

Disability is linked to positive traits and dispositions in a variety of ways.
Martz and Livneh (2016) looked closely at the literature in positive psychol-
ogy that was relevant to psychosocial adaptation to disability and chronic
illnesses, identifying six trait-like constructs and intrapersonal factors: resil-
ience, optimism, hope, benefit-finding, meaning-making, and posttraumatic
growth. The investigators argued that these constructs are found to coincide
with important adaptive outcomes, including higher reported quality of life
and levels of well-being, as well as disability acceptance. At the same time,
lower levels of depression, psychological upset, and anxiety were found.
Focusing on the positive rather than negative aspects of clients’ lives was
associated with better adaptation to disabling events. However, Martz and
Livneh noted inconsistencies where the measurement and definitional dis-
tinctions of these constructs were concerned, cautioning researchers to pay
careful attention to both issues (for a discussion of issues tied to assessing
and explicating resilience, see chapter 8, this volume).

One growing form of positive trait research is disability identity, which
addresses feelings of affinity, camaraderie, solidarity, and understanding that
people with disabilities have for one another (Dunn & Burcaw, 2013; Olkin &
Pledger, 2003). Individuals with favorable disability identities harbor benefi-
cial beliefs about their own disabilities, where those with low or even no dis-
ability identity do not view themselves as being disabled (despite awareness
of or apparent evidence to the contrary). Disability identity is best character-
ized as being on a continuum (Dunn, 2015; Olkin, 1999). Bogart and Nario-
Redmond (2018), for example, explored how self-categorization, identity,
and pride tied to disability and disability culture can promote favorable self-
images and understanding, as well as cultivate activism and resistance efforts
to combat prejudice and discrimination linked to overt or covert ableism.

Other positive trait-related research questions include the study of personal
values, value changes, and the broadening of values following the onset of
and adjustment to disability (e.g., Wright, 1983). Examining goal-setting
following trauma and rehabilitation experiences, too, is a way to determine
how positive traits guide recovery and adaptation. Whether and how people
with acquired disabilities leverage their existing assets—the broad array of
resources (including personal traits or skills) that are distinct in each indi-
vidual that can be used to cope with disability—or seek to acquire new ones
(Dunn, 2015, see also chapter 8, this volume). Finally, researchers and prac-
titioners will likely be interested in identifying ways to enhance or further
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develop positive traits that people with disabilities already possess. Niemiec
et al. (2017), for example, examined how character strengths could be culti-
vated among people with intellectual and developmental disabilities (see also,
Shogren et al., 2017). The potential malleability of such strengths and traits
highlights their importance to positive psychology-based interventions (e.g.,
Smirnova & Parks, 2018).

Positive Institutions and Organizations

In contrast to positive subjective states or experiences and positive traits,
positive institutions or organizations benefit the community rather than indi-
viduals per se (of course, people who reside in the community or who work
for such organizations do reap positive rewards). Typifying a group-level of
analysis, positive institutions promote civic virtues, thereby leading people
to behave like good citizens and to seek the collective good. Schools, work-
places, organizations (including local government), and even families can
be recognized as positive institutions. Within these institutions, the goal is a
sort of “civic socialization” so that community members learn to be tolerant,
responsible, and altruistic, thereby willing to acquire a good work ethic aimed
at benefiting others.

At present, the least amount of empirical research and inquiry has focused
on positive institutions. Still, it does not take a great deal of imagination to
consider what sorts of community institutions and values could create positive
environments where concern for the local citizenry could be fostered, includ-
ing promoting the rights and welfare of people with disabilities. Positive
institutions aimed at aiding disabled individuals could be community-based,
national, or international. These institutions could be focused on rehabilita-
tion, vocational training, organized for recreational or social purposes, or
designed to provide other job opportunities for the disability community.
Other institutions might engage in political or advocacy efforts, advancing
legal as well as health interests of disabled persons, issues that were particu-
larly challenging during the Covid-19 pandemic (see Andrews et al., 2021;
Lund & Ayers, 2020).

Where established efforts aimed at ameliorating the experience of disabil-
ity are concerned, the disability rights movement (Charlton, 1998) qualifies
as a positive organization (or an assembly of smaller groups) with a scope
that is often local or national, and sometimes international. In the United
States, national legislative efforts, such as the Americans with Disabilities
Act (ADA) of 1990 and the Individuals with Disabilities Educational Act of
1990, represent positive efforts designed to create positive change, including
education and employment opportunities, in organizations at all levels for
people with disabilities (see also Bruyere & O’Keefe, 1994; Pelka, 1997).
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Dunn (2018) adapted a list of virtues tied to positive institutions from
Peterson (2006) and the National Institute on Consumer-Directed Long-Term
Services (1996). These virtues include:

* Purpose—The organization should offer a clear list of moral goals, per-
haps embedded within a vision statement. Members of the organization are
reminded of the nature of the goals through annual celebrations.

* Humanity—Individually and collectively, the members of the organization
share care and concern for each other.

* Safety—Those who take part in the organization are duly protected from
any exploitation, threat, or other forms of danger.

» Expertise—Members of the organization are treated as experts regarding
their own disabilities as well as any relevant needs or services.

* Fairness—Equity is an important part of the institution’s governance, so
that both rewards and punishments are consistently exercised.

* Dignity—AIll members of the organization are seen as individuals, so that
no one has undue advantage based on role or position.

Two of these virtues—humanity and dignity—are reminiscent of Wright’s
(1972, 1983) value-laden beliefs and principles, which shaped rehabilitation
psychology into a compassionate service provider as well as a source of sci-
entific research on disability. Purpose, fairness, and safety indicate ways that
any positive organization can foster connections to its members. Expertise is
important because it establishes the primacy of the affected individual as the
de facto expert where caring and needs are concerned.

Dunn and Dougherty (2005) suggested avenues for research concerning pos-
itive institutions and organizations, some of which echo Olkin and Pledger’s
(2003) call for disability-focused research that involves people with disabilities
as designers and co-investigators rather than exclusively as participants (much
of the latter grows out of the efforts of the interdisciplinary field known as dis-
ability studies). Dunn and Dougherty’s research suggestions are still relevant.
Research that examines the culture and history of disability as well as cultural
norms and institutions that promote the well-being of people with disabilities
is highly desirable. Any scholarship that informs advocacy efforts aimed at
removing the physical, social, legal, and economic barriers that disabled people
and groups face is also very welcome. The study of positive strengths (and how
to inculcate them) within positive institutions clearly fits here, as well.

LOOKING FORWARD

One of the primary purposes of this book is to identify and examine positive
psychological personal factors that might be considered within the context
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of the ICF (see chapter 1). We believe that this is important as a means to
both elaborate on the role of these personal factors, which are not extensively
defined or elaborated on in the ICF itself, and to provide a foundation for dis-
ability researchers and policy-makers on a strength-based, positive approach
that includes positive psychological personal factors. However, a desired out-
come of the volume is its impact outside of the disability sphere. That is, we
hope to bring attention to positive psychologists and researchers in this field
the importance of including research and practice on disability in the broad
scope of the field. There has, certainly, been a growth in attention to disability
from positive psychology (Dunn, 2017; Shogren, Wehmeyer, & Singh, 2017;
Wehmeyer, 2013). However, a focus on flourishing, well-being, and optimal
human functioning for people with disability remains under-addressed in the
field (Shogren, 2013).

For most of the history of the intersection of psychology and disability, as
discussed in chapter 1, the latter has been conceptualized within deficit mod-
els emphasizing illness and pathology. Until recently, the field has not had a
language with which to talk about disability in the context of optimal human
functioning. There has, however, been a robust examination of quality of life
as an organizing framework within disability supports (Schalock & Keith,
2016) and on promoting the self-determination of youth with disabilities (see
Wehmeyer, this volume), and it is time to move the discussion about flour-
ishing, well-being, and optimal human functioning for people with disability
to the broader context of the field of positive psychology itself. The reality
is that not only do people with disability constitute a sizeable percentage of
the population, but understanding flourishing, well-being, and optimal human
functioning for people with disability will, in turn, provide insight into these
issues across the spectrum of the human condition.
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Chapter 3

Disability Culture,
Identity, and Language

Erin E. Andrews and Anjali J. Forber-Pratt

Galvin (2003) observed that “[i]t is thus within language and discourse that
the potential to unshackle the disabled identity lies” (p. 177). Disability advo-
cates have long promoted recognition of disability as a legitimate minority
group and to have disability acknowledged as a form of diversity alongside
other variables such as gender identity, race and ethnicity, and sexual orienta-
tion. However, disability is often neglected and excluded from the multicul-
tural dialogue in psychology (Mona et al., 2017). Despite training in diversity
and multiculturalism, and even specialized training in disability and reha-
bilitation topics, most psychologists are unfamiliar with disability culture.
Emerging research suggests, however, that disability culture and language
and the related concept of disability identity may be important personal fac-
tors that are related to the well-being of people with disabilities and converge
with the tenets of positive psychology. Disability culture can contribute to
one’s sense of authenticity and is inherently resilient, while the process of
disability identity development embodies growth and self-actualization. The
diversity model of disability postulates that disability is on the continuum of
normal human experience and resists the pathologizing approach of the medi-
cal model (Andrews, 2019). The diversity model builds upon the early work
of Wright (1983), who emphasized the presence of assets among disabled
persons. Consistent with a biopsychosocial or social-ecological model of dis-
ability, the diversity model goes beyond those frameworks to identify aspects
of disability that are positive and even worthy of celebration (Andrews, 2019;
Shogren, 2013).
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DISABILITY CULTURE

Disability culture is not a new phenomenon; however, it historically has not
received the same degree of attention as other cultures in the United States and
elsewhere around the World. Disability culture received increased attention with
the emergence of the field of disability studies (Longmore, 2003). However, dis-
ability is largely still considered a medical experience rather than a cultural one
(Brown, 1996; Gill, 1995). Disability culture, simply put, is the expression of dis-
ability pride through a celebration and reappropriation of an identity that has been
historically viewed by society as wholly negative (Andrews, 2019). Disability
culture shares some elements of other cultures in terms of parallel struggles faced
by other diverse groups (Mona et al., 2017). At the same time, disability is unique
in that any member of society could ostensibly join the group at any given time
following injury or disease. Brown (1996) described disability culture as the
promotion of connection, camaraderie, and shared purpose among the diverse
range of people with disabilities. Gill (1995) emphasized that disability culture
underlies the motivation to address the civil, social, political, and economic needs
of the disability community positively and constructively.

Gill’s (1997) model of disability culture is the predominant and most
well-developed such theory. She postulated that there are four functions of
disability culture, including fortification, unification, communication, and
recruitment. Gill argued that identification with disability culture allows
people with disabilities a sense of belongingness and the opportunity to
express shared beliefs and heritage. Gill was careful to note that identifica-
tion with disability culture is not based solely on the shared experience of
oppression but also on a shared expression of pride. Among the core values
of disability culture, Gill identified the use of disability humor, a flexible and
adaptive approach to tasks, skill in managing multiple problems in systems,
and appreciation of human diversity. There is creativity and resilience inher-
ent in disability culture (Martz & Livneh, 2016).

An important core value of disability culture is interdependence. Western
societies, including the United States, tend to heavily emphasize independence.
In contrast, disability culture accepts interdependence and instead emphasizes
autonomy. Autonomy differs from independence in that it is more important
to be able to make decisions and have control about one’s life then to be able
to execute those tasks on one’s own. For example, in disability culture, it is
not important or valued to be able to complete all of one’s own self-care daily
activities, but rather to be able to have choices about who is assisting or com-
pleting those tasks and how such tasks are executed. This is a core feature that
has been corroborated empirically (Forber-Pratt, 2018). In this way, disability
culture emphasizes individual self-determination and empowerment, rather
than freedom.
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In addition to shared values, there are other aspects to disability culture,
including shared language and terminology. Often this includes slang terms
used by insiders in the disability community, such as the word “crip,” a reap-
propriation of the word cripple. Disability culture is also marked by evolving
symbols and disability art, which emphasize the positive psychology concept
of authenticity. In disability culture, there is both acknowledgment of diffi-
culties as well as recognition of strengths (Andrews, 2019). Identification of
ways in which disability has helped a person make meaning of life and offered
unique benefits are part of the disability cultural experience (Martz & Livneh,
2016). Disability culture in many ways is the ultimate insider experience and
represents the perspective of the lived experience, which is consistently more
positive than the perceptions of outsiders (Dunn et al., 2013).

Disability culture is often associated with a distinct sociopolitical world-
view. This finding is corroborated by Forber-Pratt’s (2018) empirical study that
found elements of social justice were a core characteristic of disability culture.
It is marked by a stance against physician-assisted suicide and eugenic abortion
along with promotion of deinstitutionalization and emancipation from nursing
homes. This is not to say that all people aligned with disability culture share all
of these views, but those involved in disability rights groups such as ADAPT
and Not Dead Yet are often vocal proponents of these issues. These stances
are highly congruent with the positive psychology concept of life worth living.

Although disability is numerically the largest minority group in the United
States, far fewer disabled people align themselves with disability culture
compared with other cultural identities. There are several potential reasons
for this. It is very difficult to claim disability culture because of its disso-
nance with many aspects of Western individualization and associated sex
and gender stereotypes (Mona et al., 2017). Although some people may grow
up in families of other disabled individuals, such as families with hereditary
disabilities, most disabled people are the minority in their families. In these
instances, disabled people are not exposed to disability culture, particularly
in early life. Disability culture is not portrayed frequently or equitably in the
media, which instead relies on stereotypical portrayals of disability (Ellis &
Goggin, 2015). Finally, people with disabilities vary in the degree to which
they identify themselves as disabled at all, much less align themselves with
disability culture. This may be related to the concept of disability identity
development.

DISABILITY IDENTITY DEVELOPMENT

Hahn (1985) asked, “How can one develop a sense of identity with an
attribute that one has been taught to overcome?” (p. 310). The concept of
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disability identity development has only recently received empirical atten-
tion in the scientific literature. Instead, significant focus in the rehabilitation
psychology literature has addressed adjustment to disability or adaptation to
disability (Bogart, 2014). Adjustment to disability is an individual phenom-
enon having to do with one’s personal satisfaction and well-being. Often,
research examines an individual’s response to disability following disability
onset. Psychological adjustment primarily refers to how one thinks and feels
about disability and behaves in response to it. Olkin (2017) argued that the
term of adjustment is inherently pathological—implying something is wrong
and that a disabled person must successfully negotiate or transition through
a series of stages to finally accept their situations (p. 45). Yet, adjustment to
disability is one of the foundational principles of rehabilitation psychology
(Bhattarai et al., 2020). Dunn and colleagues explained that adjustment to
disability is a constantly changing process that includes both adaptation and
acceptance by the individual (Dunn et al., 2016). Further, it should be noted
that the majority of the literature on adjustment or adaptation to disability and
chronic illness has focused on people with acquired disabilities or chronic ill-
nesses. An important tangential thread to this conversation, primarily led by
disabled researchers (i.e., Andrews, Bogart, Forber-Pratt, Gill, Lund, Mona),
is that of disability identity development. Rather than subscribing to a non-
disabled norm being imposed on the disabled person, this thinking recognizes
the value in finding pride and identity from within and from the community
because of one’s disability.

Disability identity, in contrast, is related to a sense of collective group
identity. In other words, disability identity has to do with how an individual
may or may not feel connected to a part of the larger disability community.
Disability identity formation is a collective concept that “connects the social
and the personal and involves the individual putting themselves in a collec-
tive context” (Shakespeare, 1996, p. 99). The extent to which one adapts
(or “adjusts”) to an acquired disability is related to, but not the same as, the
extent to which one integrates disability as part of one’s identity (Forber-Pratt
et al., 2017; Putnam 2005).

Understandably, disabled people tend to internalize the predominantly
negative views of disability espoused by society. Depending on the messages
received by disabled people they may develop negative or incongruent per-
ceptions of disability. Disabled people may recognize their bodies or minds
as being different or abnormal or having to rely on tools such as mobility
devices that others do not. Because of this socialization, it is understand-
able that many if not most people with disabilities reject disability as part
of their identity and instead try to separate themselves from their disability.
Analogous to other models of identity development, including Helms’s
racial identity model and LGBT identity development models (Cass, 1979;
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D’Augelli, 1994), theoretical models of disability identity development
began to emerge. Attitudes toward one’s own disability range widely from
feelings of shame and embarrassment to experiences of disability pride. Some
scholars have argued that younger individuals who have been influenced by
the disability rights movement may be more likely to view disability as an
aspect of diversity (Andrews, 2019; Forber-Pratt et al., 2017; Putnam, 2005).

As such, disability identity has been described in prior literature as “a sense
of self that includes one’s disability and feelings of connection to, or solidar-
ity with, the disability community” (Dunn & Burcaw, 2013, p. 148). As noted
earlier, disability identity formation is impeded by numerous barriers. One
is inaccessibility, which was a much larger barrier prior to the emergence
of the Internet and social media, both of which have allowed for greater
connection among the disability community. Another barrier is segregation,
which occurs in many contexts, including stores and other public environ-
ments. Stigma is a significant barrier in that if people have internalized ableist
rhetoric, they are unlikely to desire to affiliate with others who also have the
stigmatized identity. Finally, poverty plays a role in reducing opportunities
for individuals with disabilities to connect to their own community (Palmer,
2011). Like other groups, disabled people must make decisions about how
much assimilation they wish to make into the dominant (i.e., nondisabled)
culture. While some people have visible disabilities, other people have non-
apparent disabilities and can pass as nondisabled unless they elect to disclose.
As with any marginalized identity, there are inherent risks in celebrating such
differences as valuable (Gill, 1997)

Scholars of disability identity development believe that self-identification
is an aspect of disability identity and maybe a prerequisite for the formation
of a positive disability identity (Bogart & Nario-Redmond, 2019). A strong
disability identity results in particular kinds of outcomes: positive impacts on
mental health (e.g., Bogart, 2015); attitudes toward cure (Hahn & Belt, 2004),
and political activism and participation (Schur, 1998). For example, Bogart
(2015) found that a stronger disability identity is associated with lower
depression and anxiety in participants with multiple sclerosis. There are many
factors associated with whether someone identifies as disabled, including the
level of supports needed and visibility of their disability and their perception
of stigma. Nario-Redmond and colleagues found that between 7% and 18%
of disabled people identify as able-bodied or as nondisabled even though they
report the presence of an impairment. Other studies have shown that despite
objective impairments, functional limitations, and difficulties with activities
of daily living, many people do not identify themselves as disabled (Bogart
et al., 2017; Nario-Redmond et al., 2013).

There are only a few models of disability identity development, includ-
ing Carol Gill’s model, which may be the most well-known. Many of these
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models are based on Erik Erikson’s (1968) psychosocial identity development
process. These models share some aspect of reframing disability, becoming
aware of disability identity politics, beginning to think collectively and develop
a critical consciousness, constructing their own personal identity while mov-
ing toward a more open, public identification with the devalued group, and
finally expressing a need to be valued and accepted as a diverse human form
(McLean & Syed, 2014). Gill’s (1997) disability identity development model
is stage based. The first stage, called coming to belong, involves the disabled
individual integrating into society. In this stage, the individual develops com-
fortable identities and social roles despite their membership in the socially
marginalized disability group. It is also at this stage that the individual asserts
their right to inclusion in society. Coming home is the second stage in Gill’s
model and this is where the individual integrates with the disability commu-
nity. During this stage, the disabled person rejects internalized ableism and
develops peer relationships with other disabled people. They value the shared
experience from disability of disability and separate and individuate them-
selves from the dominant culture. The third stage is called coming together,
and this is where the individual internally integrates how they are both similar
and different from other disabled people. In this stage, individuals affirm dis-
ability as an important and positive feature of their identity, simultaneously
asserting the right to embrace their humanity. The fourth and final stage in
Gill’s model is coming out. This is where the individual integrates how they
feel with how they present themselves. At this point, people identify without
hesitation as disabled and come out to the world. Gill stated that “such persons
have forsaken normality in a quiet healthy defiance” (p. 45).

Weeber (2004) developed what she calls a position model. This model of
disability identity development involves six positions in which the disabled
person may find themselves. The first of these positions is a shame. In this
position, the person will make efforts to pass as nondisabled to the extent
possible and experiences internalized ableism. The second position is intel-
lectualism, where the person may find themselves in crisis as they are forced
to face disability identity. The third position is a sense of belonging, where
the individual develops an allegiance to those with similar disabilities and
may exhibit self-righteous anger. In Weeber’s fourth position, the individual
broadens their self-view. In this position, they are able to honor a full range of
disability experiences. The fifth position involves the development of a social
justice lens and solidarity with other diverse groups. Weeber’s sixth and final
position is transformational wisdom where the disabled person serves as a
mentor to others with disabilities and can integrate disability into the totality
of their identities.

Darling and Heckert (2010) developed a typology of orientations toward
disability, which appears to be related to but broader than the concept of
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disability identity. Darling and Heckert’s model identified three constructs
on which individuals with disabilities are stratified. The first of these is the
social model, wherein a disabled person considers disability to be more a
social issue than a personal or medical one. The second construct is identity,
which is stratified between disability pride and shame. The final construct
is that of role, which ranges from passivity to activism. Across these three
dimensions, people who identify disability as more social exhibit disability
pride and tend to see their role as an activist align most closely with other
models of a strong and positive disability identity (Darling, 2003; Darling &
Heckert, 2010).

Forber-Pratt and Zape’s model of social and psychosocial disability iden-
tity development (2017), which was informed by empirical interviews with
disabled adults, proposed four developmental statuses: acceptance, relation-
ship, adoption, and engagement. The concept of acceptance highlights one’s
ability to accept themselves as being a person with a disability and includes
both internal and external components. There is a facet of internalizing
about one’s disability that includes anger or frustration. Frustration could be
seen as a facet of acceptance; however, acceptance has a positive connota-
tion and frustration carries a negative connotation, with both internal and
external processing components. This is about one’s internal frustration and
wrestling with the negative aspects of one’s disability. Not all people with
disabilities exhibit positive acceptance of or embodiment of one’s disability
identity at all times. This frustration and anger may occur as a result of indi-
vidual factors (i.e., pain, fatigue) or external/societal factors (i.e., inaccessible
environments, discriminatory attitudes, lack of support, lack of solidarity).
Acceptance is heavily impacted by the environment surrounding the individ-
ual. A person’s relationship status relates to the social network that one builds
with other disabled individuals (particularly others with similar disabilities).
Adoption is one’s desire to adopt the values and culture that lie within the dis-
abled community. This developmental status is the midpoint between simply
having relationships with other disabled individuals and engaging within the
disabled community. Finally, one’s feelings of obligation to this community
are what defines the status of engagement.

The developmental processes of disability identity formation embody the
positive psychology principles of growth, authenticity, and self-actualization
(Dunn et al., 2013; Shogren, 2013). This parallels the concept of posttrau-
matic growth, wherein positive changes occur in the aftermath of a difficult
or traumatic situation or personal crisis (Martz & Livneh, 2016). While dis-
ability identity is understood as fundamentally important in this body of lit-
erature, overall, the concept of disability identity development remains vastly
understudied, both theoretically and empirically, and must be continued to be
explored across cultures as well.
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LANGUAGE

Most psychologists accept a modified version of the Sapir-Whorf hypoth-
esis, that language to some degree affects cognition and vice versa (Kay
& Kempton, 1984). This linguistic relativity hypothesis postulates that
language used by people plays a role in their thoughts and perceptions of
reality (Hussein, 2012). Cognitive scientists continue to explore the role
of the evolution of both language and culture, because cultural evolution
is primarily facilitated by language, but the extent to which language may
facilitate cultural evolution is not yet clear (Perlovsky, 2009). Disability
language is an area that has evolved considerably over the past century, and
which remains controversial (Dunn & Andrews, 2015). Language evolves
over time, particularly in multicultural societies, and people with disabilities
have varied preferences about the language used to describe them. Thus,
concrete guidelines about correct or appropriate terms and rules that general-
ize across situations are not suitable for disability language (Andrews, 2019).
For example, Gernsbacher and colleagues (2016) found that some terms
previously used to describe disabled people, such as the word handicapped,
have almost completely fallen out of favor in contemporary times, while the
phrase “people with disabilities” was almost never used prior to the 1970s
and is most commonly used now. A similar analysis of Google books Ngram
data revealed that the term “Hispanic” reached the height of its popularity in
the 1990s, while the term “Latinx” has only been widely used within the past
five years. This illustrates that disability, like Latinx communities, evolves in
both identity and language.

Early disability language was characterized in large part by objectifica-
tion. Terms to describe disability were often used as slurs and insults, clearly
offensive toward people with disabilities. For example, the use of the “R
word” was commonly used as an insult in everyday language in the United
States (Albert et al., 2016). Efforts to combat the use of the “R word” resulted
in the passage of legislation, including Rosa’s law, which prohibits the use
of the term “mental retardation” in federal documentation (Friedman, 2016).
Language from the medical model of disability was also objectifying and
dehumanizing. These terms reduced individuals to labels and diagnoses and
emphasized categorization of disabled people. For example, people with a
certain type of disability might be referred to collectively as “the epileptic” or
“the cerebral palsied.” Similarly, individuals with disabilities may be referred
to by their diagnosis, a depersonalizing approach which was identified by
Beatrice Wright as particularly problematic (Dunn, 2014; Dunn & Andrews,
2015; McCarthy, 2011).

Rehabilitation psychologists have long criticized the use of dehumanizing
medical model language (Caplan, 1995; Caplan & Shechter, 1993). Beatrice
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Wright proposed the use of person first language in order to reduce stigma
against disability (McCarthy, 2011; Wright, 1983). History has shown that
this advance was an important step in the evolution of disability language
and that Wright promoted sensitivity to disabling language and “advocated
the use of ‘people first’ language in the 1960s—Ilong before the expression
‘people first” was even used” (McCarthy, 2011, p. 71). Wright argued that the
person should literally be placed ahead of the disability, emphasizing their
humanity. As a result, the phrase “people with disabilities” became widely
used and “person first language” was adopted in many language guides and
disability guidelines, including the APA style manual. This language was
also implemented in the 1990 Americans with Disabilities Act (Haller et al.,
2006).

In recent years, the use of person first language has been reexamined by
disability scholars. Although it is clear, the development of person first lan-
guage was well-intentioned and may have effectively reduced the common
use of objectifying language (Feldman et al., 2002), some disabled people
wondered if person first language may have overcorrected to the point of
further stigmatizing disability (Andrews et al., 2013). These advocates argued
that person first language may reinforce the notion that disability is bad and
drive a wedge between the person seen as good and the disability seen as
bad. Gernsbacher and colleagues found evidence that person first language
may not or may no longer be effectual as it was intended. They found that
person first language is used most frequently to refer to children with the most
highly stigmatized disabilities: developmental disabilities such as intellectual
disability and autism (Gernsbacher, 2017; Gomes, 2018; Jernigan, 2009; La
Forge, 1991; Vaughan, 2009)

Many contemporary disability rights advocates have elected to use identity
first language. Identity first language emphasizes disability as a central facet
of the person’s identity. This approach is grounded in a disability rights,
equality, and diversity framework. Some disability groups have always taken
the identity first approach, in particular, deaf culture has consistently exerted
the importance of owning and claiming the term “deaf” and dismissed efforts
to be described as persons with deafness or individuals with hearing loss.
This is because deaf culture is such an important part of their identity. By
owning and claiming disability, disabled people reject the notion of being
defective, undesirable, or broken. The choice to adopt identity first language
makes sense in the context of the information that identifying as disabled is
associated with improved well-being, self-esteem, and quality of life across
a wide range of disabilities (Brueggemann, 2013; Dunn & Andrews, 2015;
Gernsbacher, 2017; Nario-Redmond et al., 2013). In addition to adopting
identity first language, disabled people have also sought to reclaim language
that was previously used harmfully, such as adopting the word cripple (often
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“crip”) as a militant source of pride (Haller, 2006). The reclaiming of the
term “cripple” went mainstream with the release of the acclaimed Netflix
documentary Crip Camp in 2019.

In some instances, alternative terms for disability have been created in
order to purportedly be less offensive. These terms are often created by
nondisabled people, often parents of disabled children, as a way of soften-
ing the term “disability” or trying to emphasize the positives of disability.
Examples of these euphemisms are differently abled, physically challenged,
special needs, and handicapable. The disability community has largely
rejected these euphemisms as superficial and ineffective at advocating for real
change (Hojati, 2012; Marks, 1999). The term special needs in particular is
frequently used in the special education field and among parents of disabled
children. The term special needs has been criticized as a vague euphemism
that does not adequately identify people with disabilities. Gernsbacher et al.
(2016) found that people were viewed more negatively when being described
as having special needs than when they are described as having a disability or
having a certain disability. Critics argue that the term special needs connotes
segregation and implies that disabled people are asking for special rights
rather than human rights. A prominent disability rights advocate stated, “A
need isn’t special if it’s something everyone else takes for granted” (Carter-
Long, 2017). Disability advocates have argued that attempts to avoid the
word disability are problematic and harmful to the disability community,
resulting in the social media viral hashtag #saytheword. This campaign was
meant to take back ownership of the word disability and refuse to accept that
disability is a wholly undesirable state.

Although the use of disability terms as “insults,” such as the “R word,”
are less prevalent in everyday use, ableist language persists (Albert et al.,
2016). Many words are used as insults, including blind, deaf, lame, and
crazy. Common in everyday conversation, the use of these words as insults
demonstrates the diminished status and value of disabled people in the soci-
ety (Andrews, 2019). Even if referring to acts or ideas and not to people at
all—their use perpetuates the stigma associated with disability. Phrases such
as “the blind leading the blind,” “turn a blind eye,” or “turn a deaf ear” and
“tone deaf” all constitute disability microaggressions which subtly insult
disabled people (Albert et al., 2016; Andrews, 2019; Friedman, 2016; Whyte
et al., 2013).

The choice between person first and identity first language is contentious.
Individual decisions about language are ultimately personal and appear to dif-
fer based on factors such as disability acquisition and permanency, disability
type, disability identity development, and previous experiences with negative
terminology. For example, advocates in the intellectual disability community
continue to widely use person first language, while people who identify as
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autistic and with the neurodiversity movement have largely opted to adopt
identity first language (Brown, 2001). The most recent edition of the APA
style manual, the seventh edition, discarded the previous recommendation
to universally use person first language when writing about disability. This
edition stated that both person first and identity first approaches are designed
to respect disabled persons and that either choice is fine. The style manual
explicitly guides writers to avoid euphemisms that are condescending and
names special needs as one of the euphemisms that should be avoided.

The evolution of disability language demonstrates many aspects of positive
psychology. Disabled people have faced adversity with resilience, literally
by taking the words used against them and turning them into empowerment.
Claiming disability allows people to live with authenticity and without shame
and is a personal choice to embrace one’s true self.

CONCLUSION

Kerkhoff and Hanson (2015) suggested that ethical practice and cultural com-
petence must include disability culture in order to effectively serve disabled
persons and their families. We agree and further postulate that providers
have an ethical obligation to understand the personal factors that affect those
people we support. In the case of disabled people, these personal factors must
include an awareness of the degree to which the individual aligns with dis-
ability culture, the extent to which they have developed a disability identity,
and their preferences for disability language.

Beyond that, these personal factors are important demonstrations of the
ways that disabled people have thrived despite numerous environmental,
systemic, political, and cultural barriers. Disabled people have come together
to form a cultural identity against the odds, providing an environment in
which they can be themselves and celebrate their lives in spite of the daily
oppressive challenges they face. Many disabled people go through an arduous
process of identity development to come to know and appreciate their true
selves. The disability community shows resilience and creativity in all the
ways in which they have adapted to a world that was not built with them in
mind. Ultimately, the experience of disability culture and identity makes the
case that no matter the adversity, life is indeed worth living.
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Chapter 4

Moving toward Well-Being

Positively Coping with and Adjusting
to Chronic Illness and Disability

Susan Miller Smedema, Yunzhen Huang,
Hannah Fry, and Alexandra M. Kriofske Mainella

People who experience the onset of a chronic illness or disability (CID) will
inevitably go through a process of integrating their new circumstances into
their lives. The individual, as well as their families and support systems, will
react to the changes that a CID brings, and if all goes well, over time they
will reach a level of positive adjustment in which they are able not only to
fully participate but also to flourish in all aspects of daily life. A person who
has successfully adjusted to a CID will persist in working toward meaningful
social, vocational, and personal goals, and will achieve a high level of overall
subjective well-being (Livneh & Antonak, 1997).

Coping with and adjusting to a CID in the pursuit of successful adjust-
ment is a complex and dynamic process that has been the focus of research
for many decades. While some early conceptualizations of adaptation to
disability emphasized the requirement of depression and mourning for the
loss of function brought about by a CID (e.g., Thomas & Siller, 1999), the
field of rehabilitation is now more often characterized by a strength-based
understanding of the process by which a CID is accepted and successfully
integrated into an individual’s self-concept. This shift toward positive psy-
chology in adaptation research and practice (Dunn & Dougherty, 2005)
highlights positive aspects of an individual’s adaptation process, such as their
strengths, resilience (see chapter 8, this volume), and coping resources, sup-
ports individuals through any negative reactions that they might experience,
and does not assume that all people grieve as a result of acquiring a CID.

The field of rehabilitation takes a holistic approach to the understanding
of adjustment of people with CID (Dunn & Elliott, 2008), whereby it is only
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possible to understand how people will respond to the onset of a CID by con-
sidering the context of their environments and other personal factors (e.g.,
coping responses, personality, value systems; Wright, 1960, 1983). This idea
is compatible with research in positive psychology which characterizes well-
being as a profile of multiple factors, rather than with a single well-being indi-
cator (Forgeard et al., 2011; Seligman, 2011). Multidimensional well-being
theories, such the PERMA model (Seligman, 2011), can serve as a founda-
tion on which to design interventions to help individuals with CID achieve
optimal adjustment outcomes. According to Seligman, well-being consists of
five core elements—Positive emotion, Engagement, Relationships, Meaning,
and Accomplishment—which together comprise the PERMA model of well-
being. PERMA reconciles various perspectives regarding the measurement
and theory surrounding well-being in that it includes both eudemonic (i.e.,
living a life full of purpose) and hedonic (i.e., living a life full of pleasure)
components. People with CID and the practitioners that support them can use
PERMA to increase their adjustment and well-being by focusing on feeling
good, living meaningfully, establishing good relationships, accomplishing
goals, and being fully engaged with life (Jones et al., 2014).

Within the International Classification of Functioning, Disability, and
Health (ICF) model (WHO, 2001), coping and adaptation can be considered
as not only outcomes that are dependent upon other personal factors, such
as the components that comprise PERMA, but also as personal factors that
affect overall well-being outcomes themselves. Therefore, if service provid-
ers such as rehabilitation counselors can help a person develop strengths to
cope with and adjust to a CID in a positive and adaptive way, their overall
sense of well-being and quality of life (QOL) will improve. The goal of this
chapter, therefore, is to present and discuss fundamental theories of coping
and adaptation from both evidence-based and practical perspectives. This will
provide researchers and practitioners a foundation on which to develop and
implement services to promote the adaptation process for people who experi-
ence a CID, so as to help them to thrive.

COPING

Coping is defined as “the thoughts and behaviors used to manage the internal
and external demands of situations that are appraised as stressful” (Folkman
& Moskowitz, 2004, p. 745). As one of the personal factors in the ICF model
(WHO, 2001), coping has been linked to various positive psychology con-
structs and psychosocial outcomes among individuals with CID (e.g., Livneh
et al., 2004; Moskowitz et al., 2009). Understanding coping within the con-
text of CID adaptation can help inform evidence-based practice to facilitate
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psychosocial adjustment and promote positive outcomes in individuals with
CID.

This section will introduce two classical coping theories (Wright’s cop-
ing versus succumbing framework and Lazarus and Folkman’s transactional
model of coping), common classifications of coping strategies, research on
coping and positive psychology, and frequently used measures of coping. In
addition, the clinical implications of coping in relation to positive psychology
and adjustment to CID will be discussed.

Wright's Coping versus Succumbing Framework

One of the first classical theories related to coping in the context of CID was
developed by Beatrice Wright. Wright (1983) proposed the coping versus
succumbing framework, which described two responses to CID. In the coping
response, one takes an active role in one’s own life and focuses on what they
can do despite the presence of CID. The person views CID as a manageable
challenge and attempts to reduce its impact through environmental accom-
modations, medical procedures, assistive devices, and learning new skills. On
the other hand, in the succumbing response, one takes a more passive role in
their life, regarding oneself as a victim of CID, and is preoccupied with what
they cannot do. The person exaggerates the negative impact of their condi-
tion and believes that only prevention and cure can resolve the “problem” of
disability. As a result, CID is considered a barrier to a meaningful and satis-
factory life, and people with CID are devalued by themselves and others who
adopt the succumbing framework.

Furthermore, Wright (1983) discussed the association between coping and
disability acceptance (i.e., incorporating disability into one’s self-concept
without devaluation), which is considered an essential outcome of psychoso-
cial adjustment to CID. According to Wright (1983), coping can lead to four
major changes in one’s value system that indicate their acceptance of CID:
(a) enlargement of the scope of values, that is, endorsing values other than
CID-related values; (b) subordination of the physique, that is, focusing less
on physical appearance and abilities; (c) containing the effects of disability,
that is, limiting the impact of the CID to the impact of the actual impair-
ment without exaggeration or overgeneralization to other aspects of oneself;
and (d) transformation from comparative to asset values, that is, focusing
on one’s own personal assets, instead of comparing to the social norms or
people without CID. Adjustment to CID maybe possible through the use of
coping strategies to modify one’s value system (for a review, see Keany &
Glueckauf, 1993).
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Lazarus-Folkman’s Transactional Model of Coping

Lazarus and Folkman’s (1984) transactional model of coping is one of the
most influential theories in the field of stress and coping research (Biggs
et al., 2017). It describes the dynamic and interactive relationship among
stress, cognition, coping, and emotion. According to the model (Folkman
& Lazarus, 1990; Lazarus & Folkman, 1984), people constantly evaluate
the stimuli or events in their environment through primary and second-
ary appraisals. Primary appraisal involves determining the relevance of an
event (i.e., threat or not) to the individual, and secondary appraisal involves
evaluating coping options. If the event is appraised as harmful, threatening,
or challenging, the person will experience stress. Coping strategies are then
employed to reduce the stress, either by reducing their own negative emo-
tions (i.e., emotion-focused coping) or by directly addressing the stressful
event itself (i.e., problem-focused coping). The coping process produces an
outcome, which is then reappraised by the person as favorable or unfavorable.
Favorable outcomes generate positive emotions, while unfavorable outcomes
generate distress and lead to further attempts to cope with the stress.

More recently, Folkman (2008) revised the transactional model and
introduced meaning-focused coping to the model. Meaning-focused cop-
ing involves drawing on one’s own beliefs, values, and existential goals to
motivate and sustain coping in stressful events (Folkman, 2008). Examples
include realigning priorities (i.e., reordering the priorities in life), adaptive
goal processes (i.e., evaluating and changing goals if necessary), benefit
finding (i.e., finding benefit in stressful experiences), benefit reminding (i.e.,
reminding oneself of the possible benefits stemming from the stressful experi-
ence), and infusing ordinary events with meaning (i.e., interpreting ordinary
events to be personally meaningful; Folkman & Moskowitz, 2007). In the
revised model (Folkman, 2008), unfavorable outcomes can trigger meaning-
focused coping, which in turn generate positive emotions and their underly-
ing appraisals. These positive emotions and appraisals influence the stress
process by restoring coping resources, providing motivation needed in order
to sustain problem-focused coping over the long run, and provide relief from
distress.

Types of Coping Strategies
Approach versus Avoidance Coping

Coping, depending on the model or theory, has been conceptualized as a
personality trait that consistently emerges during stressful events (i.e., dis-
positional), and/or a response pattern that varies across situations (i.e., situ-
ational; Livneh & Martz, 2007a). When viewed as a personality trait, coping
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is usually characterized by approach (i.e., the psychological orientation
toward threat) or avoidance (i.e., the psychological orientation away from
threat; Roth & Cohen, 1986). Approach coping as a personality trait can be
seen as taking an active response to stressors, while avoidance coping can be
seen as a passive response.

Shontz’s (1975) model of coping with physical disabilities and severe ill-
nesses is an example of the approach-avoidance conceptualization. According
to Shontz (1975), the initial reactions to disability involve intense periods
of encounter (approach, for example, shock, emotional flooding, despair)
and retreat (avoidance, for example, a reaction against the consequences of
encounter). The ideal resolution of this pattern is acknowledgment (i.e., safely
incorporating the stress associated with CID into an integrated self-structure).
If acknowledgment occurs, the person will gradually reach a stable equilibrium.
Otherwise, the self can either be overwhelmed by the stress, or the person may
split the disability from his/her self-structure. Research related to approach
versus avoidance coping will be covered in a subsequent section.

Problem-Focused versus Emotion-Focused Coping

When viewed as situational factors, coping strategies are most commonly
categorized into problem-focused and emotion-focused coping (Chronister
& Chan, 2007). Problem-focused coping, such as making an action plan or
concentrating on the next step, is task-oriented (Endler & Parker, 1990) and
involves addressing the problem that is causing distress (Folkman & Lazarus,
1980, 1985). On the other hand, emotion-focused coping, such as distrac-
tion, acceptance, using alcohol or drugs, or seeking emotional support, is
person-oriented (Endler & Parker, 1990) and involves reducing the negative
emotions associated with the problem (Folkman & Lazarus, 1990; Lazarus &
Folkman, 1984).

However, many studies suggested that there might be other dimensions
of coping (Folkman & Moskowitz, 2004). Besides meaning-focused cop-
ing as proposed in the revised transactional model of coping (Folkman,
2008), avoidance coping has also been proposed as an additional dimen-
sion. According to Endler and Parker (1990), avoidance coping can include
problem-focused and/or emotion-focused coping strategies. For example, an
individual may avoid stressful situations by putting off the task at hand and
engaging in another task (problem-focused), and/or seeking support from
others (emotion-focused). Although avoidance coping is generally related to
poorer outcomes (e.g., higher depression and state anxiety; Endler & Parker,
1990), the following section summarizing several meta-analyses (Suls &
Fletcher, 1985; Mullen & Suls, 1982; Zeidner & Saklofske, 1996) reveal that
this is not always the case.
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Research on Coping and Disability

Approach versus Avoidance Coping

To date, many studies have investigated the efficacy of approach and avoid-
ance coping, but meta-analytic studies suggest there is no conclusive evidence
that one strategy is better than the other (Suls & Fletcher, 1985; Zeidner &
Saklofske, 1996). For example, Suls and Fletcher (1985) conducted a meta-
analytic review examining the efficacy of avoidant and non-avoidant coping
and found a small effect size, suggesting that neither of the coping orienta-
tions was superior to the other. However, they also found that the efficacy of
approach and avoidant coping differed depending on the context. Approach
coping was more efficacious than avoidant coping when the former involved
a focus on body sensations (e.g., objective feelings of the coldness of the
water and numbness of the hand in a cold pressor test) rather than emotional
processing (e.g., subjective feelings of the cold and emoting about the experi-
ence in a cold pressor test). In terms of long-term outcomes, they found that
avoidant coping was associated with better outcomes initially, but with time,
approach coping was associated with more positive outcomes. This finding
was supported by another meta-analytic study conducted by Mullen and Suls
(1982), which showed that avoidant coping was more effective in the short
term, while approach coping was more effective in the long term. However,
these studies are outdated, and efforts are needed to synthesize findings from
more recent literature.

Problem-Focused versus Emotion-Focused Coping

Meta-analytic studies have provided some evidence regarding the efficacy of
different coping dimensions. For example, in a meta-analysis testing a stress
process model of health (Yu et al., 2007), problem-focused coping was nega-
tively associated with health, while emotion-focused coping was positively
related to health, although both effect sizes were small. Additionally, Penley
et al. (2002) conducted a meta-analytic study to examine the relationship
between coping strategies and physical and psychological health outcomes.
In contrast to the findings of Yu et al. (2007), Penley and colleagues found
negative associations between emotion-focused coping strategies and health
outcomes, with wishful thinking and avoidance having the strongest nega-
tive association with health. In addition, the relationship between problem-
focused coping strategies and health outcomes was inconsistent, with
confrontive coping having the strongest negative association with health and
Vitaliano’s problem-focused coping (i.e., problem-focused coping subscale
score from the Vitaliano revision of the Ways of Coping Checklist; Vitaliano
et al., 1985) having the strongest positive association with health.
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In summary, findings from meta-analytic studies on the effects of emo-
tion-focused and problem-focused coping on health have been inconsistent
(Penley et al., 2002; Yu et al., 2007). These findings suggest that coping is
situation-specific, and the effectiveness of coping might be influenced by
personal and contextual factors.

Factors Influencing Coping

Studies have linked certain coping dimensions and strategies to demo-
graphic factors. For instance, in a sample of adults with multiple sclero-
sis (MS), Holland et al. (2019) found that older age was associated with
more adaptive coping (e.g., acceptance, planning, positive reinterpretation,
growth, active coping), while younger age was associated with more fre-
quent substance use. They also found that men were more likely to engage
in maladaptive coping such as substance use, whereas women were more
likely to engage in emotion-focused coping. In addition, avoidance meth-
ods were related to higher unemployment. In terms of racial differences, a
meta-analysis of pain coping strategies showed that Black individuals use
pain coping strategies more frequently, especially praying and catastroph-
izing, while White individuals focused more on task persistence (Meints
et al., 2016).

Disability-related variables may also influence coping. In a study by
Holland et al., (2019), greater impairment was associated with greater use
of avoidance among adults with MS. In addition, Baastrup et al. (2016)
compared the pattern of pain coping strategies used by adults with fibromy-
algia (FM) or chronic neuropathic pain (NP), and pain-free controls. Results
showed that adults with FM or NP did not cope differently with pain, but both
groups used more adaptive and maladaptive coping strategies compared to
the pain-free controls, indicating that the presence of CID may be stressful,
which requires more coping to manage.

Relationship with Positive Psychosocial Outcomes

To date, many studies have explored the association between coping and
psychosocial adjustment and health outcomes among people with CID. In a
study among people with various disabilities, Livneh et al. (2004) found that
problem-focused coping was the most powerful indicator of adjustment to
disability, whereas avoidance-focused coping predicted poor psychosocial
adjustment. In another study among people with psychiatric disabilities,
coping skills such as medication management, symptom management, sleep
management, relaxation, and basic hygiene were positively associated with
QOL (Corrigan et al., 2005).
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Meta-analysis may further demonstrate the relationship between coping
and psychosocial outcomes. In a meta-analytic review on the relationship
between coping strategies and well-being in adults with HIV, Moskowitz
et al. (2009) found that direct action and positive reappraisal were consis-
tently associated with better outcomes in people coping with HIV across
affective, health behavior, and physical health domains. On the other hand,
avoidance, such as behavioral disengagement and alcohol or drug use, was
consistently associated with worse outcomes. In addition, coping effective-
ness was dependent on contextual factors, such as time since diagnosis and
participation in HIV treatment. Similarly, Duangdao and Roesch (2008)
conducted a meta-analysis on the relationship between coping dimensions
and adjustment in people with diabetes. They found that use of approach and
problem-focused coping was associated with better overall adjustment with
small to medium effect sizes, while avoidance and emotion-focused coping
were not significantly related to overall adjustment. These findings suggest
that approach coping and problem-focused coping might be associated with
better psychosocial adjustment in various CID subgroups.

Clinical Implications

Recently, increased attention has been paid to the clinical application of
empirical findings, particularly through coping skills interventions that
target people with CID. A few studies using randomized controlled tri-
als (RCT) have supported the efficacy of coping skills interventions for
people with different types of CID. For example, Edgar et al. (2001)
examined the efficacy of coping skills psychoeducational training program
in people with breast and colon cancer. In this study, participants were
randomly assigned to four groups: individual intervention, group inter-
vention, self-support group, and no-intervention control. For the first two
groups, participants completed the psychoeducational training program in
either individual or group format. The program consisted of five 90-min-
ute weekly sessions that taught coping skills such as problem-solving
techniques, goal-setting, cognitive reappraisal, relaxation training, use of
social support, and use of resources. Results showed that the individual
intervention group demonstrated significantly greater improvement in
well-being, indicating that the coping skills psychoeducational program,
especially delivered in the individual format, is effective for people with
breast and colon cancer.

Similarly, Sherwood et al. (2017) conducted an RCT on the efficacy of
coping skills training in an outpatient setting of patients with heart fail-
ure. Participants were randomly assigned to a coping skills training group
or a heart failure education group. The coping skills training included 16
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30-minute weekly sessions, including four sessions of health behavior psy-
choeducation and 12 sessions of coping skills practice (e.g., relaxation train-
ing, cognitive restructuring, problem-solving, activity planning). The coping
skills training group showed significantly greater improvement in QOL at
posttreatment and had lower hospitalization and death rates during the three-
year follow-up period.

Furthermore, White et al. (2018) proposed the THRIVE model, a frame-
work that summarizes the external and internal facilitators of coping with
chronic illness. The acronym stands for Therapeutic interventions, Habit and
routine, Relational-social, Individual differences, Values and beliefs, and
Emotional factors, which are all important predictors of coping with CID
and should be considered in the development of coping interventions. The
shift of focus from descriptive, phenomenological studies to interventional
studies and clinically applicable frameworks suggests a growing interest in
the application of research findings. It would indeed be beneficial to develop
targeted coping skills interventions to promote healthy coping with and suc-
cessful adjustment to CID in individuals with various types and severities of
CID from diverse cultural backgrounds.

Measurement

Two common measures of coping include the Ways of Coping Questionnaire
(WCQ; Folkman & Lazarus, 1988) and the Cope Orientations to Problems
Experienced (COPE; Carver et al., 1989). The WCQ (Folkman & Lazarus,
1988) measures individual responses to a general range of stressors (i.e., situ-
ational coping). It has 66 items rated on a four-point Likert scale, although
only 50 items are calculated in the 8 subscales (confrontation coping, distanc-
ing, self-controlling, seeking social support, accepting responsibility, escape-
avoidance, planful problem-solving, and positive reappraisal). A higher score
indicates more use of corresponding coping responses and it displays accept-
able internal consistency across its subscales (Cronbach’s alpha = .61-.79;
Folkman & Lazarus, 1988).

The COPE (Carver et al., 1989) can measure an individual’s dispositional
or situational coping, depending on how the question is phrased. It has 53
items rated on a four-point Likert scale, with a higher score indicating more
frequent use of certain coping strategies. The COPE has 14 factors, includ-
ing adaptive coping, planning, suppression of competing activities, restraint
coping, seeking instrumental social support, and so forth. It has acceptable
to excellent internal consistency (Cronbach’s alpha = .62-.92) and good
test-retest reliability (six-week interval r = .42—.89, eight-week interval r =
.46—.86) across its subscales (Carver et al., 1989).
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ADAPTATION TO DISABILITY

The onset of CID can be a stressful experience of loss or threat to life that
has a significant influence on an individual’s life narrative. Adaptation is a
“dynamic process that a person with CID experiences in order to achieve
the final state of maximal person-environment congruence known as adjust-
ment” (Livneh & Antonak, 1997, cited in Smedema et al., 2009, p. 51). It is
the journey on which the person embarks to address or cope with changes
brought about by CID, and is one of the most important topics in rehabilita-
tion (Bishop, 2012).

The rehabilitation field’s understanding of adaptation has matured over the
years as research has continued to clarify how the many components of adap-
tation interact to affect the lives of people with CID. One of the first attempts
at this understanding was the somatopsychology model, which is the study of
the psychological effects of disability (Livneh et al., 2014). Models delineat-
ing the stages one navigates in the adaptation process subsequently emerged,
followed by ecological models that promote the importance of environmental
as well as contextual factors in the adaptation process. These later models
coincide with the perspective of the ICF model (WHO, 2001) which highlights
contextual factors in understanding the experience of CID. The introduction of
these models accompanied the emergence of the field of positive psychology
(Martz & Livneh, 2015) and with it the perspective of practitioners highlight-
ing and promoting the strengths of clients and positive outcomes of adaptation
to CID. In fact, the historical roots of both adaptation and positive psychology
are linked and currently, they continue to inform the other given the “sub-
stantial philosophical and conceptual overlap” (p. 13). Models on adaptation
provide theoretical bases for research as well as support rehabilitation profes-
sionals in efforts to promote healthy adaptation to CID in their clients.

This section will focus on the models falling under the somatopsychology,
stage, and ecological umbrellas. Alongside these discussions will be current
application of the models in clinical and research settings, and the primary
measurements used to assess outcomes.

Somatopsychology

Somatopsychology originated from Lewin’s (1935, 1936) field theory, which
posits that human behavior (B) is a function of interaction of the person (P)
and the environment (E). Central to somatopsychology, as well, is the Person
x Situation interaction, which emphasizes the impact of the social views and
personal meaning of disability on the person’s adjustment to CID, including
one’s self-concept, body image, and acceptance of disability (Smedema et al.,
2009).
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Based on somatopsychological principles (Barker et al., 1953; Dembo et al.,
1956), Wright (1983) developed the disability acceptance model to describe
the adaptation process and outcome. Disability acceptance is considered to be
the ultimate outcome of psychosocial adaptation in this model and is influ-
enced by three major concepts: (a) value-laden beliefs and principles, (b) the
coping framework, and (c¢) the succumbing framework. Value-laden beliefs
and principles are the sociopolitical and personal assumptions that influence
perceptions and responses to CID. Guided by these beliefs, individuals adopt
either a coping or a succumbing framework to live a life with CID. People
who adopt a coping framework take an active role in their lives and focus on
what they can do with the presence of CID. As mentioned earlier, adopting
a coping framework can lead to four major value changes that indicate dis-
ability acceptance: (a) enlargement of the scope of values, (b) subordination
of the physique, (c) containing the effects of disability, and (d) transformation
from comparative to asset values. On the other hand, people who adopt a suc-
cumbing framework take a more passive role in their life and are preoccupied
with what they cannot do under the influence of their disability.

Rehabilitation Research

Empirical studies have supported the association between disability accep-
tance and adjustment to CID. Among people with chronic pain, acceptance of
pain is a robust predictor of psychosocial adjustment, including lower levels
of depression and higher levels of participation in physical activity (Baranoff
et al. 2013; Kratz et al., 2017). In addition, in a sample of 1,266 adults with
disabilities, Li and Moore (1998) found that disability acceptance was signifi-
cantly positively associated with self-esteem. This includes the acceptance of
loss that comes with CID and the values that must change for an individual
to come to this acceptance.

Consistent with Wright’s (1983) theory, studies have shown that coping
is related to disability acceptance. In a sample of people with disabilities,
Groomes and Leahy (2002) found that participants with a problem-focused
coping disposition reported significantly higher levels of acceptance of dis-
ability, while participants with emotion-focused and avoidance-focused
coping dispositions reported medium levels of acceptance. In another study
among people with insulin-dependent diabetes, higher coping capability was
related to higher degree of disability acceptance (Richardson et al., 2008).

Clinical Implications

Somatopsychology theories, particularly Wright’s (1983) disability accep-
tance model, can be used to inform the development of disability adaptation
interventions. According to Wright (1983), interventions should focus on
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cultivating a coping framework, with emphases on (a) what the client can
do, (b) the life areas in which the client can participate, (c) the active role
the client takes in shaping their life, and (d) the idea that an individual with a
disability can live a meaningful and productive life.

In addition, interventions should focus on facilitating positive value
changes that enhance disability acceptance. At the early stage of interven-
tion, practitioners may prevent clients from overgeneralizing CID-related
limitations to other non-affected areas of their life (Wright, 1983). Later,
practitioners may help clients identify and explore personal values, replace
physique-based values (e.g., physical beauty) with social and spiritual val-
ues, and focus on their current personal achievements rather than comparing
with people without CID or with accomplishments before the onset of CID
(Wright, 1983). Specific techniques include role-playing common situations,
observing successful role models, and practicing real-life situations in various
community-based settings (Livneh & Sherwood, 1991).

Measurement

Based on Wright’s (1983) description of value changes, the Acceptance
of Disability Scale (ADS; Linkowski, 1971) was developed to measure an
individual’s level of disability acceptance. The ADS has 50 items rated on a
six-point Likert scale. It is a unidimensional measure, meaning that only one
summative score is produced, which limits its use in practice (Smedema et al.,
2009). Groomes and Linkowski (2007) revised the ADS to contain 32 items
rated on a four-point Likert scale, yielding a four-factor structure that paral-
lels the four value changes proposed by Wright (1983). The revised scale also
shows excellent internal consistency, with Cronbach’s alphas ranging from
.71 to .88 for the subscales and .93 for the full scale (Groomes & Linkowski,
2007).

More recently, Ferrin et al. (2011) developed the Multidimensional
Acceptance of Loss Scale (MALS), also based on value changes. The MALS
has 42 items rated on a four-point Likert scale and shows a four-factor struc-
ture that parallels the four value changes. Cronbach’s alphas range from .80
to .88 for the subscales, indicating excellent internal consistency (Ferrin et al.,
2011). The scale also shows strong concurrent validity, as higher MALS
scores are associated with higher QOL and self-esteem (Ferrin et al., 2011).

Stage Models

Early understanding of the onset of disability was one of the misfortune and
loss, which had an impact on the understanding of adjustment to that loss. An
early model of adaptation was Kubler-Ross’s (1969) stages of grief. While
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her five-stage model was originally designed with people adapting to terminal
illnesses in mind, this model has since been applied to other areas of loss such
as marital separation (Maciejewski et al., 2007) and the onset of disabilities
and illnesses such as AIDS (Kubler-Ross, 1987).

However, CID is no longer considered a “death sentence” (Livneh &
Martz, 2007a) and understanding of the adaptation process has grown with
that change in perspective. The most influential stage model of adapta-
tion was a compilation of more than 40-stage models that were developed
over two articles by Livneh (1986a, 1986b). According to this model con-
solidation, five stages of adaptation to CID exist: (a) initial impact (shock
and anxiety), (b) defense mobilization (bargaining and denial), (c) initial
realization (depression and internalized anger), (d) retaliation (externalized
hostility), and (e) reintegration, (acknowledgment of the change, adjust-
ment, and adaptation). Each stage is distinguished by the associated defense
mechanisms typically utilized, the orientation a person’s energy is directed
toward (i.e., internal or external), and affective, cognitive, and behavioral
factors. Outcomes of the psychosocial process of adaptation manifest along
a continuum from maladaptive functioning to successful adaptation. This
model and the stage models that it was built upon have a number of underly-
ing assumptions, such as (a) the onset of CID has an extensive impact on the
person’s life and functioning, (b) adaptation is a dynamic process, (c) changes
in the physical body lead to psychological imbalance, (d) there is a temporal
sequence to adjustment, and (e) that while the stages are universal each per-
son is unique and may experience adaptation differently.

Rehabilitation Research

The stage model of adaptation (Livneh, 1986a, 1986b) has been used as a
basis of empirical study since its inception. Recently, research has focused
on factors that influence the entrance into and exit from the stages of a
number of CIDs. Sposato et al. (2018) used Livneh’s stage model to assess
psychosocial reactions to participants’ experience of upper extremity limb
salvage. They found five factors to be influential in the positive psychosocial
adaptation: (a) education level, (b) age, (c) pain level, (d) time since injury,
and (e) hand dominance. Psarra and Kleftaras (2013) investigated the role of
meaning of life and depressive symptomatology in the adaptation process of
Greek people with physical disabilities. They found that meaning of life had
a positive association with healthy adjustment while depression and positive
adaptation were negatively associated.

Research has also been carried out investigating specific stages and com-
ponents within each stage. For example, Rodriguez and colleagues (2013)
explored the influence spirituality and religion have on the adjustment
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process, incorporating prayer as a type of bargaining tool that may facili-
tate adaptation to acquired disabilities. Meyer and Kashubeck-West (2013)
concentrated on how coping styles influence psychological well-being as
well as acknowledgment of and adjustment to late deafness (i.e., hearing
loss occurring after age 12), finding a complex relationship in which people
presenting with higher levels of adaptation also endorse lower psychologi-
cal well-being and more emotion-focused (compared to problem-focused)
coping. The authors suggested that their sample (as compared to previous
studies) reported lower levels of psychological well-being and greater per-
ceived severity of disability. Overall, it appears that there is “a general trend
toward adaptation to CID over time” (Smedema et al., 2009, p. 61), though
“not everyone adapts to given conditions” (Meyer & Kashubeck-West, 2013,
p. 133).

The endorsement of this model may be limited due to concerns about
the linear, sequential nature of the model, its applicability to a diverse cli-
ent base, and the assumption of final adjustment (Smedema et al., 2009).
The universality (or lack thereof) of the stage model to explain all clients’
responses to CID is recognized as an assumption shared by all stage models,
as exemplified by Livneh’s (1986a) emphasis that “although most people
experience most of the stages, not all people will exhibit all of these stages”
(p- 6; emphasis in original). Due to the reservations about these assumptions,
there is limited empirical evidence to support the universality of the model.
Rodriguez et al. (2013) plainly suggested the limited ability of the stage
models is because they “do not provide rehabilitation professionals with
enough insight as to how healthy adjustment is reached much beyond label-
ing stages” (p. 225), and can therefore be more descriptive in nature, rather
than prescriptive.

Clinical Implications

Livneh (1986b) has devoted his research to determining processes and com-
ponents of psychosocial adaptation to CID as well as practical interventions
to promote adaption. In fact, the second article in his two-part series regard-
ing stage model consolidation (1986b) consisted primarily of suggested strat-
egies to employ at each stage of adaptation. Livneh reminded rehabilitation
professionals to exercise flexibility and creativity when considering specific
approaches by taking into account the individual client’s personal, disability-
specific, and environmental contexts. Examples of strategies at the initial
impact stage include psychoeducation on CID, disease/disability progression,
treatment options, trauma-informed psychotherapy, and anxiety-management
techniques. During the defense-mobilization stage, one might employ gentle
confrontation to work through denial, present-focused interventions to
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ground the client in reality, and self-awareness interventions. Any number
of self-regulation and anger management strategies that are common in
psychotherapy would be appropriate during the initial realization phase in
which one experiences periods of depression and mourning and/or internal-
ized anger. Approaches focused on anger management, including appropriate
expression of anger and stress-reduction techniques, are most appropriate
during the retaliation stage. Finally, the reintegration stage is characterized by
interventions promoting personal, social, independent living, and vocational
goals. Overall, it is recommended that professionals supporting clients’ adap-
tation to CID practice strategies that promote insight into one’s affect while
later stages actualize approaches in the cognitive-behavioral realm (Livneh,
1986b).

Measurements

Fundamental to rehabilitation interventions from the stage-based model is
determining which stage the client is in at the time of intervention. Therefore,
appropriate measurement of the stages is necessary. One of the most com-
mon measurement tools for these stages is the Reaction to Impairment and
Disability Inventory (RIDI; Livneh & Antonak, 1990). The RIDI is a 60-item
tool on a four-point Likert scale that consists of 8 self-report subscales: shock
(8 items), anxiety (11 items), denial (10 items), depression (14 items), inter-
nalized anger (8 items), externalized hostility (12 items), acknowledgment
(12 items), and adjustment (15 items). Internal reliability coefficients were
found to be acceptable (.69—.85; Livneh & Antonak, 1997). This measure has
also been used in modified forms, such as a 53-question version of the RIDI
from Sposato and colleagues (2018) who shortened it and modified the lan-
guage to include population-specific content. While the RIDI was designed
to measure the various processes experienced at each of the stages of adap-
tation based on Livneh’s stage model (1986a, 1986b), the acknowledgment
and adjustment subscales have been used in other models of adaptation (e.g.,
ecological models; Livneh & Martz, 2007; Martz et al., 2005).

Ecological Models

The understanding of one’s journey toward adjustment has grown to be
characterized by a holistic portrayal of the person and their adaptation to
CID. These models recognize that individual differences and life situations
influence reactions to even the same condition or disability, and not every-
one will come to the optimal stage of adjustment (Smedema et al., 2009).
Furthermore, these models take into account the positive elements important
in the adaptation process rather than simply considering the impairment or
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functional limitations. This section will introduce two influential ecologic
models: Livneh and Antonak’s (1997; Livneh, 2001) adaptation to CID
model and Bishop’s (2005) disability centrality (DC) model.

Livneh and Antonak’s Adaptation Model

Livneh and Antonak (1997; Livneh, 2001) conceptualized adaptation in terms
of three unique components: (a) antecedents, (b) the process of psychosocial
adaptation, and (c) outcomes. Antecedents include background and triggering
events, such as medical aspects of CID and contextual variables. These are
the biological (e.g., health status, type of CID), psychosocial (e.g., personal
and social identities, developmental phase), and environmental characteris-
tics (e.g., societal attitudes, economy) surrounding the individual to influence
the onset and subsequent impact of CID.

The next component involves the dynamic process of psychosocial adap-
tation. Psychosocial reactions to CID are divided into early or short-term
reactions of anxiety and shock; intermediate reactions of mourning, depres-
sion, hostility, and aggression; and late or long-term reactions of acceptance,
environmental mastery, behavioral adaptation, affective equilibrium, and so
on. Contextual variables within the process of psychosocial adaptation can
mediate, moderate, or interact with the experience and nature of the reaction
to CID. These include (a) variables associated with CID (e.g., the type of
CID, the body parts that are affected, the course of the condition, pain, dura-
tion, visibility, side effects of medications, treatment); (b) variables that are
associated with one’s identities and the intersectionality of sociodemographic
characteristics; (c) variables related to one’s personality or internal psycho-
logical processes (e.g., self-esteem, ego strength, self-efficacy); and (d) the
external environment (e.g., social/attitudinal barriers/facilitators, financial
resources).

Ultimately, the outcomes of this model are a complex set of indicators
that focus primarily on QOL. The outcomes for this model can be looked at
through a variety of lenses, including the functional domain assessed (e.g.,
intrapersonal, interpersonal, extrapersonal, community level), content area
(e.g., affective, cognitive, or behavioral), manner through which the out-
come is measured (e.g., self-report, professional observation, report from
a person close to the individual), time in which outcome is measured (e.g.,
one hour of diagnosis of onset versus three years after onset), and level of
assessment (e.g., global versus disability-specific). The ultimate rehabilita-
tion goal, as described by Livneh (2001) is QOL, a multidimensional con-
struct that is measured both subjectively and objectively, thereby proving
to be a broad enough outcome to apply to a wide array of individuals with
CID.
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Bishop’s Disability Centrality Model

Bishop’s DC model (2005a, 2005b) is a QOL model building on Devins’s ill-
ness intrusiveness model (Devins, 1994; Devins et al., 1983), and a synthesis
of other prominent models and commonly accepted components of adapta-
tion. The ideal outcome within this model is increased or restored QOL.
Like Livneh and Antonak’s adaptation to CID model, the DC model also
emphasizes the complex, multidimensionality of the adaptation process. The
model has four domains that all influence overall QOL: (a) domain impact,
or the extent to which a domain in life has been affected by the onset of CID;
(b) domain satisfaction, or the extent to which one experiences satisfaction
from a given domain; (c) domain importance, or the centrality to one’s life of
a given domain; and (d) domain control, or the perceived ability to navigate
a given domain. Specifically, the relationship between impact of CID and
one’s overall QOL is mediated by the control which one perceives to have
in a given domain and the satisfaction one receives from that domain. The
importance of a given domain moderates the relationship between domain
satisfaction and overall QOL, meaning that “overall QOL is disproportion-
ately influenced by the degree of perceived satisfaction within those domains
that are more important” (Bishop, 2005, p. 223).

Value change and adaptation is an important concept in this model. A
change in overall QOL does not inherently signify or lead to diminished
QOL. Rather, one needs to adapt to these changes. To do so, one must engage
in either (a) importance change (i.e., shifting or altering the importance of
domains so that previously important but highly affected domains become
less central, and less affected domains become more central) or (b) control
change (i.e., engaging in processes to increase perceived control, such as
self-management or environmental accommodation, so that the important
domains are less affected and remain important). If neither of the above situ-
ations occurs, the person will continue to experience reduced overall QOL.

Rehabilitation Research

The adaptation to CID model by Livneh and Antonak (1997; Livneh, 2001)
has received attention from researchers since its introduction. Martz et al.
(2005) used the three components of this model to develop a specific psycho-
social adaptation process of people with spinal cord injury. In their proposed
model of adaptation to spinal cord injury, Martz and colleagues expanded
on the premises of Livneh and Antonak by delineating hypothesized paths
between the broad components (a) negative affectivity, (b) disability sever-
ity/impact, (c) disengagement coping, and (d) psychosocial adaptation. They
found that the first three negatively correlated with psychosocial adaptation
or, in other words, positive psychosocial outcomes were associated with
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lower levels of negative affectivity, disability severity/impact, and disengage-
ment coping. More specifically, negative affectivity and disability severity/
impact were stronger predictors as they demonstrated a medium effect com-
pared to disengagement coping.

The DC model (Bishop, 2005) similarly has been adopted by rehabilita-
tion researchers since its introduction. Bishop and colleagues (2007) applied
the model to people with MS and consistent with the model’s hypotheses,
one’s overall QOL was influenced by one’s perception of the impact of MS,
and this relationship was mediated by the control of and satisfaction with a
given domain. Additionally, domain importance moderated the relationship
between domain satisfaction and overall QOL, meaning that the relation-
ship between satisfaction of a certain domain and QOL is dependent on the
importance of a given domain. Similar relationships have also been found in
individuals with traumatic brain injury (Mackenzie et al., 2015).

Clinical Implications

The holistic approach and shift in outcomes of the ecological models open
new avenues for assessment and intervention. Evidence suggests that measur-
ing and addressing adaptation is important, but few rehabilitation counselors
do so (Bishop, 2001). As stated previously, the ultimate rehabilitation goal is
improved QOL (Livneh, 2001). Therefore, a holistic assessment of the intra-
personal, interpersonal, and extrapersonal domains within QOL is necessary.
While not all components within these domains will apply to each client, it is
important to assess them to determine how best to develop a treatment plan.
Given the focus of clinical work on the individual and their life context, this
model lends itself to assessing a consumer’s needs based on their cultural
identities. Once assessed and documented in the treatment plan, interventions
can target those areas. Furthermore, as a theory-free framework, this model
can be adapted by practitioners to cognitive-behavioral, psychodynamic, and
existential approaches in the clinical setting. While not unique to this model,
an important consideration is that not all variables associated with the adap-
tation process are able to be manipulated (e.g., gender, age, disability type),
thereby limiting clinicians in their capacity for direct intervention.

The DC Model compels users to include a comprehensive assessment of
QOL by assessing the four components of this model: satisfaction, perceived
control, impact of CID and its treatment, and extent of domain importance to
the individual to help prioritize interventions. It may be challenging to address
all domains at once, so one must prioritize the most important domains for
each person. For example, if spiritual expression is most important to a client,
the practitioner could work with them to develop skills and manage how to
engage with their spirituality, such as reading or watching videos, becoming
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involved in one’s place of worship, setting up a physically accessible prayer
corner, arranging phone calls with spiritual leaders in the community, and so
on. Another implication of this model is the importance of working with indi-
viduals to find value in more peripheral domains. As previously stated, values
are integrally important in the domain satisfaction portion of the DC model and
will be vitally important to assess. Values are deeply tied to culture. This model
allows for each consumer to take the lead in identifying their perception of sat-
isfaction in a given domain that is important to them based on cultural values
and beliefs. As proposed by Bishop (2005), the process of rehabilitation coun-
selors supporting consumers in exploring new domains and activities related to
those domains suggests that one’s willingness and motivation to take on new
experiences could be important in the discovery of domain importance shifts.
Upon completing a comprehensive assessment, interventions can then be
considered, such as self-management and skill development. Psychoeducation
could be implemented to enhance perceived control by working with the con-
sumer to understand their CID and its nature, course, possible interventions,
and so on. Environmental accommodations would be important to consider
and could be implemented with the assistance of independent living centers.

Measurements

The last two subscales of the RIDI (acknowledgment and adjustment) have
been used to measure positive psychosocial adaptation in the context of Livneh
and Antonak’s ecological model (1997; Livneh, 2001). Martz et al. (2005)
administered these two subscales to determine the applicability of a modified
model for people with spinal cord injury by building on Livneh and Antonak’s
model. The internal consistency of these two subscales is good to very good
(e.g., acknowledgment = .77, adjustment = .85; Livneh & Antonak, 1997).

The DC Model (Bishop, 2005) has the associated Disability Centrality
Scale (DCS; Bishop, 2005) to assess QOL. It is divided into 10 life domains:
physical health, mental health, work/studies, leisure activities, financial situ-
ation, spousal relationship, family relationships, social relations, autonomy/
independence, and religious/spiritual. This scale has been found to have
acceptable internal consistency with a Cronbach’s alpha at .74 (Bishop et al.,
2007). Individual subscales vary from very good (e.g., satisfaction Cronbach’s
alpha = .88, control Cronbach’s alpha = .84, and impact Cronbach’s alpha =
.89) to acceptable (e.g., importance Cronbach’s alpha = .64).

CONCLUSION

People who experience the onset of a CID go through a process of incor-
porating their new circumstances into their lives so that they feel worthy
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and valuable and are able to live with a sense of purpose. This movement
toward adjustment calls upon the many characteristics and resources of the
individual and their environment, facilitated by thoughtful rehabilitation
and psychosocial interventions. Researchers and practitioners can help indi-
viduals cope most effectively with the changes brought about by a CID and
promote their adaptation process by using a positive psychology approach
and by intentionally building upon their strengths. By understanding the
coping and adaptation theories, such as those discussed in this chapter, in the
context of a positive psychology framework such as PERMA, people with
CID can be supported to achieve positive emotions, engage fully with life
activities, build strong and healthy relationships, live lives full of meaning,
and accomplish their goals. All of these positive outcomes will ultimately
result in an optimal level of adjustment to CID, which will allow people with
CID to thrive.
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Chapter 5

Optimism

A Personal Factor for Promoting
Functioning and Reducing Disability

Kevin L. Rand and Mackenzie L. Shanahan

INTRODUCTION

Optimists tend to focus on the positive aspects of life. In lay terms, they see
the glass as “half full.” At times, this positivity can be taken to unrealistic
extremes. For example, the philosopher Leibniz expressed the belief that we
live in the “best of all possible worlds,” a view that was satirized in Voltaire’s
(1759) Candide. Unrealistic optimism is associated with unhealthy behaviors
and diminished emotional well-being (Shepperd et al., 2015). In its more
moderate forms, however, optimism is typically considered as a virtue. In
Western culture, optimism is a personal factor thought to lead to happier and
healthier lives. Over the past several decades, behavioral scientists have stud-
ied the links between optimism and life outcomes. To date, the evidence sug-
gests that greater optimism is associated with healthy reactions to adversity,
adaptive coping, effective goal-directed striving, and physical and psycholog-
ical well-being (Carver & Scheier, 2002; Scheier & Carver, 1992). Although
the bulk of the extant evidence comes from populations without disability,
the science of optimism offers important implications for the well-being of
people with disabilities and their families and the extent to which they experi-
ence disability in their efforts to be active participants in their lives.

For this chapter, we will focus on Scheier and Carver’s (1985) conceptu-
alization of optimism as a generalized expectancy. That is, optimism is the
expectation that good things, as opposed to bad things, will happen. This
definition of optimism is explicitly anchored in the future. This anticipatory
belief is hypothesized to influence how people pursue important life goals and
cope with disruptions to those goal pursuits. In turn, these efforts at pursuing
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goals influence physical and psychological well-being. To understand the
potential impact of this future-oriented belief on the lives of people with dis-
abilities, it is important to summarize a broader theory of human functioning,
known as self-regulation theory (Carver & Scheier, 1998).

Human Functioning: Disability from
the Self-Regulation Theory Perspective

As detailed in chapter 1, according to the World Health Organization (2001),
disability is not a characteristic of the person, but a function of the discrep-
ancy between their functional capacities and the demands of their environ-
ment. Hence, successful functioning involves the ability to fully engage in
life’s activities, including learning, working, and playing. Impairments result
in disability only to the extent that they interfere with full functioning. In
contrast, personal strengths, such as optimism, can mitigate the impact of
such impairments.

We can begin to understand how optimism may positively influence human
functioning and mitigate the impact of impairment through the lens of self-
regulation theory (Carver & Scheier, 1998). According to this theory, all
human behaviors are motivated by the pursuit of goals. In fact, goals are how
people give meaning and structure to their lives. Goals are defined as desired
future states or conditions, and they can be chosen intentionally (e.g., “T want
to be a doctor”) or activated automatically (e.g., the survival instinct).

People strive to control their thoughts, feelings, and behaviors to increase
the likelihood that their goals will be achieved. In other words, people self-
regulate to bring about desired future states. Differences in how well people
regulate themselves may explain many of the differences in physical and
psychological well-being. When people achieve their goals, they experi-
ence positive emotions and satisfaction; when their goals are blocked, they
experience psychological distress. Indeed, prolonged experience of failure
to achieve one’s goals is hypothesized to give rise to clinical depression
(Abramson et al., 1989).

According to self-regulation theory, two types of personal factors are impor-
tant in motivating people to engage in behaviors: expectancies and values (see
expectancy-value theories of motivation; Feather, 1982). The importance of a
goal to the individual determines its value. The more important the goal, the
more motivated a person is to pursue it. They will persist longer in the pursuit
of more important goals and give up less important goals more readily.

Expectancy is the perceived likelihood that one can achieve a goal. In other
words, it is a sense of confidence that a particular goal pursuit will be suc-
cessful (Carver & Scheier, 2002). People are more motivated to pursue goals
when they believe they will be successful. This sense of confidence about
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successful goal pursuits is the essence of the optimism construct (Carver &
Scheier, 2002). Although people form specific expectancies for particular
goals, they also have broader expectancies for outcomes across many life sit-
uations. In the context of self-regulation theory, optimism is the generalized
expectancy that good as opposed to bad things will happen in the future. In
other words, optimists not only have positive expectations about a particular
endeavor (e.g., “I believe I will get an A in my organic chemistry class”), they
also have positive expectations about life in general (e.g., “I believe good
things will happen in the future”).

Measuring Optimism

To date, there have been two instruments created to measure Carver
and Scheier’s (1985) optimism construct. The original measure, the Life
Orientation Test (LOT; Scheier & Carver, 1985), consisted of eight statements
(plus four filler items) to which respondents indicated their agreement using
a 5-point scale (0 = strongly disagree through 4 = strongly agree). Four state-
ments were positively worded, and four statements were negatively worded.

The LOT was revised to create a scale with three positively and three
negatively worded items, as well as four filler items (LOT-R; Scheier, Carver,
& Bridges, 1994). The LOT and the LOT-R are highly correlated (r = .95;
Scheier et al., 1994), suggesting results from both scales are comparable.
The LOT-R has been shown to be internally consistent and stable over time
(Scheier et al., 1994). Although there is some debate as to whether optimism
and pessimism represent opposite ends of a continuum or completely separate
constructs (see Chang et al., 1994), we will treat optimism as a unidimen-
sional construct. We will refer to individuals with high scores on the LOT or
LOT-R as “optimists” and those with low scores as “pessimists.”

Optimism’s Impact on Functioning

As a generalized expectancy, optimism influences human functioning in
several important ways. First, it affects people’s psychological reactions to
adversity, including appraisals and emotional responses. Second, it influences
how people cope with stressors. Third, it affects people’s goal-directed striv-
ings, which determines their success or failure in goal pursuits. Finally, as a
result of influencing these aspects of functioning, optimism influences overall
well-being, including physical and psychological health.

Optimism and Psychological Reactions to Adversity

Optimists expect things to turn out well. Consequently, they experience
more positive and fewer negative emotions than pessimists, especially
when encountering barriers or setbacks (Carver & Scheier, 2002). Positive
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emotions stem from appraisals that one can successfully overcome chal-
lenges. In contrast, negative emotions are the result of believing that stressors
will prevent one from reaching important life goals (Carver & Scheier, 1998).

Research has consistently shown that optimists tend to have more positive
emotional experiences than pessimists, even in the face of extreme stressors.
For example, greater optimism predicted better quality of life (QOL) and less
psychological distress over the course of a year among women diagnosed
with breast cancer (Carver et al., 1994). For men undergoing coronary artery
bypass surgery, greater optimism predicted a more positive mood immedi-
ately after surgery and higher QOL six months later (Scheier et al., 1989).

The link between optimism and healthy reactions to adversity has been
found in a variety of stressors, including starting graduate school (Rand et al.,
2011), failed attempts at in vitro fertilization (Litt et al., 1992), being at risk
for AIDS (Taylor et al., 1992), exposure to combat (Thomas et al., 2011),
surviving natural disasters (Van der Velden et al., 2007), living through
sociopolitical unrest (Ayyash-Abdo, 2010), and aging among elderly men
(Giltay et al., 20006).

Optimism and Coping with Stressors

Because optimists perceive stressors as surmountable, they are more likely to
use coping strategies that acknowledge and deal directly with stressors they
experience. Because pessimists perceive problems as being more difficult or
impossible to solve, they are more likely to deny the existence of stressors
and use coping strategies that avoid facing their problems. For example, opti-
mistic college students have been shown to use more active, problem-focused
coping strategies; whereas their pessimistic peers were more likely to engage
in denial and attempt to distance themselves from their problems (Aspinwall
& Taylor, 1992).

When facing threats to one’s health, optimists engage directly with the
stressors, seeking more information, making plans for recovery, and attempt-
ing to notice the positive aspects of the situation (Taylor et al., 1992).
Pessimists are more likely to avoid dealing directly with health-related stress-
ors, which results in great psychological distress. For example, optimistic
men undergoing coronary artery bypass surgery sought more information
from their physicians and made plans for their recovery (Scheier et al., 1989).
In addition, optimists were less likely to focus on their negative emotions
or find avoidance coping strategies helpful (Scheier et al., 1989). Among
couples who experienced failed attempts at in vitro fertilization, greater opti-
mism predicted less reliance on escape as a coping strategy and greater use of
benefit finding (Litt et al., 1992). Across several studies, optimism has been
consistently linked with greater use of coping efforts that reduce, eliminate,
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or manage stressors and negative emotions and less use of efforts to ignore,
avoid, or withdraw from stressors (Nes & Segerstrom, 2006).

It should be noted that optimists appear to be flexible in their coping
strategies, depending on the stressors they encounter. When stressors are
perceived to be controllable, optimism is associated with greater use of
problem-focused coping; however, when stressors are perceived as being
uncontrollable, optimism is associated with greater use of emotion-focused
coping (Nes & Segerstrom, 2006). In other words, although optimists prefer
to engage in problem-focused coping efforts when appropriate, they are not
likely to waste efforts attempting to solve an unsolvable problem. Instead,
they are more likely to accept the reality of the situation and cope with their
emotional reactions to the situation when that is the more adaptive course
of action. In sum, optimists are more likely to face reality and cope with it;

pessimists are more likely to avoid or escape stressors they encounter (Nes
& Segerstrom, 2000).

Optimism and Goal-Directed Striving

Optimists expect success. As a result, they are willing to persist longer in
goal-directed efforts, even when encountering obstacles. This persistence,
in turn, increases the likelihood that goals will be achieved. In other words,
optimism can create a self-fulfilling prophecy where people believe they will
succeed, so they work harder on their goals (Carver & Scheier, 1998).

Research has shown that optimists can indeed persist longer at tasks
than pessimists (Nes et al., 2011). Moreover, optimistic undergraduates
showed greater persistence in terms of staying in college (Nes et al., 2009).
As expected, greater optimism is also associated with better success. For
example, greater optimism is associated with better academic performance
(Rand, 2009). In addition, more optimistic students have better faculty rat-
ings of academic performance (Chemers et al., 2001) and leadership potential
(Chemers et al., 2000).

A fundamental tenet of self-regulation theory is that people’s well-being is
determined by the extent to which they are able to achieve their life goals. It
follows, then, that if optimism facilitates accomplishing one’s goal-directed
strivings, then optimists should show improved well-being compared to pes-
simists. The extant research supports this, showing that optimists evince bet-
ter well-being, including more active participation in life, better relationships
with others, and better mental and physical health. For example, optimism
appears to promote better mental well-being during times of transition, uncer-
tainty, and stress. Among college freshmen, higher levels of initial optimism
predicted lower levels of psychological distress at the end of the semester
(Aspinwall & Taylor, 1992). Optimism’s effect on well-being continues in
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graduate studies. Greater optimism at the start of the semester predicted more
life satisfaction among first-year law students during their final exams at the
end of the semester (Rand et al., 2011).

Optimism also predicts healthier connections to others. People with higher
levels of optimism have larger and more diverse social networks (Andersson,
2012). Optimists have more satisfying relationships and feel more supported
(Assad, 2007). Additionally, optimistic adolescent girls are more likely to be
accepted by their peers (Oberle, Schonert-Reichl, & Thomson, 2010), and
optimistic mothers evince a more nurturing parenting style than their pes-
simistic counterparts (Taylor et al., 2012).

There is also evidence that optimism promotes physical well-being, includ-
ing faster recovery from illness and injury (Ebrecht et al., 2004). For example,
higher levels of optimism predicted lower rehospitalization rates among patients
recovering from coronary bypass surgery (Tindle et al., 2012). Epidemiological
research has shown that optimists evince lower mortality rates than pessimists
(Engberg et al., 2013), including reduced risk of subsequent stroke (Kim et al.,
2011) and death by cardiovascular disease (Giltay et al., 2006).

Optimism’s Association with Functioning
among Individuals with Disabilities

Given the evidence that optimism is associated with better psychological
reactions to adversity, healthier coping, more successful goal-directed striv-
ings, and better well-being, an important question worth asking is: How might
optimism mitigate the impact of a person’s impairment and reduce the likeli-
hood of experiencing disability? In other words, how might optimism increase
the ability of people with impairments to more fully engage in life activities?

Recall that the World Health Organization (2001) defined disability as
a functional mismatch between a person’s capabilities and the situation in
which they function. This is consistent with self-regulation theory in that the
impact of an impairment is determined by the extent to which it interferes
with an individual’s ability to pursue meaningful life goals. As we articu-
lated previously, optimism may have important implications for people with
disabilities in several ways, including psychological responses to adversity,
coping, and goal-directed striving.

Optimism and Psychological Reactions to Impairment

As noted previously, optimists generally experience more positive emo-
tions when encountering stressors. Within the framework of self-regulation
theory, a stressor is a perceived interference with a goal pursuit (Lazarus,
1984). Optimists experience more positive emotions in the face of stressors
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because they are more likely to see the barrier as surmountable. Consistent
with this, research has shown that greater optimism is associated with better
psychological well-being, even during times of stress (Rand et al., 2011).
Studies have typically focused on temporary stressors. People with disabili-
ties, however, experience chronic stressors that may interfere with goals in
several life domains. In this context, optimism may not be as beneficial.

Research on optimism among individuals who experience impairments is
consistent with the general literature. Optimists are more likely to perceive
health conditions and impairments as manageable. That is, they accept the reality
of their impairment while maintaining a sense of efficacy and control over their
lives. Among people who experienced an acute injury, greater optimism was
associated with greater acceptance of the resulting impairment (Goertz et al.,
2017; Mazur et al., 2019) while still perceiving that one can achieve important
life goals, including perceiving less threat to their well-being and less discrep-
ancy between their past selves and their current selves (Beadle et al., 2020).

Optimism also appears to be beneficial for chronic health conditions. For
example, among people with hemophilia, greater optimism was associated
with feeling less encumbered by their health condition (Triemstra et al.,
1998). Similarly, among adolescents with impaired vision, greater optimism
was associated with less worry specific to their impairment (Pinquart &
Pfeiffer, 2014). Similarly, optimism in older adults with osteoarthritis was
associated with perceiving fewer constraints related to their physical impair-
ment (Sherman & Cotter, 2013).

Among people with autoimmune disorders (e.g., arthritis, lupus, multiple
sclerosis [MS]), greater optimism was associated with more positive beliefs
in their ability to manage their illness and control their lives (Karademas
et al., 2017). One autoimmune disorder, MS, results in severe impairment.
MS involves deterioration of the nerves in the central nervous system, result-
ing in impaired motor movement and vision. Among people with MS, greater
optimism was associated with greater self-efficacy for managing this health
condition, greater perceived control, and less hopelessness (Calandri et al.,
2018; Wilski et al., 2020).

Among people with health conditions, optimism’s benefits are not limited
to appraisals of their specific impairment. Optimism also allows people to
make healthier appraisals of stressors more generally. For example, greater
optimism among individuals diagnosed with schizophrenia was associated
with less overall perceived stress (Seo & Lim, 2019).

Optimism and Coping among Individuals with Impairments

After the initial psychological reactions to adversity, people initiate behaviors
to cope with the stressor. Although there are many coping strategies, people
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who focus on actively navigating around the goal blockage tend to be more
adaptive than people who avoid the stressor. Research among people with
disabilities suggests that optimism is associated with greater use of more
adaptive forms of coping and less use of avoidant coping. For example, for
people with traumatic brain injuries, greater optimism was associated with
greater use of adaptive coping strategies, such as positive reinterpretation,
growth, and humor (Tomberg et al., 2007). Similarly, among people with
impaired vision, optimism was associated with greater use of active coping,
including problem-focused coping (Goertz et al., 2017).

Among people with MS, greater optimism was associated with more
engagement in self-management behaviors (Wilski et al., 2020). Optimism
has also been associated with greater use of problem-focused coping among
people with rtheumatoid arthritis, ultimately leading to better psychological
adjustment (Brenner et al., 1994). Among people with multiple chemical
sensitivities, greater optimism was associated with greater use of positive
reinterpretation coping and less use of behavioral disengagement, a form of
avoidance (Davis et al., 1998).

Enlisting the support of others is also an adaptive coping strategy for
managing psychological distress and overcoming obstacles (Cohen & Wills,
1985). Optimism is linked to increased use of social support among people
with impairments. For example, optimists with osteoarthritis experienced
more social support and less social strain than their pessimistic peers (Luger,
Cotter, & Sherman, 2009). Similarly, among people with Crohn’s disease and
ulcerative colitis, optimists were more likely to cope by enlisting the support
of others and less likely to be emotionally preoccupied with their health con-
dition (Flett et al., 2011). Among people with psychiatric disorders, optimism
has been shown to predict greater use of positive religious coping and less use
of negative religious coping (Warren et al., 2015).

Optimism and Goal-Directed Strivings

Due to their positive psychological reactions to stressors and adaptive
coping strategies, optimists should experience more successful goal-
directed strivings than pessimists. That is, optimists should show improved
functioning compared to pessimists. Research supports the positive link
between optimism and functioning in the context of experiences of impair-
ment. For example, among people with Crohn’s disease and ulcerative coli-
tis, greater optimism was associated with better physical functioning in the
context of disease (Flett et al., 2011). In patients with a spinal cord injury,
optimists showed greater independence in performing activities of daily
living (Hodel et al., 2020). Among people with MS, greater optimism was
associated with less pain-related interference with daily functioning (Tree,
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2010). Greater optimism was associated with greater physical function-
ing six months later in people with Type 1 Diabetes (de Ridder, Fournier,
& Bensing, 2004). In adults with traumatic brain injuries (TBIs), greater
optimism was associated with greater post-TBI cognitive functioning (Lee
et al., 2019). Finally, in patients with inflammatory bowel disease, greater
optimism was associated with less impairment and greater general function-
ing (Costa et al., 2019).

One important life goal for many people is to work. Among people with
cystic fibrosis, greater optimism predicted the ability to work more hours
(Burker et al., 2004). For people with impaired vision, greater optimism has
been associated with greater functional ability (Ben-Zur & Debi, 2005) and
increased likelihood of being employed (Goertz et al., 2017). A prospec-
tive study of over 38,000 workers in Finland found that optimists were less
likely to experience disability related to depression over a four-year period
(Kronstrom et al., 2011).

Optimism and Well-being

Ultimately, the result of optimism’s positive influence on the self-regulation
process should be better overall well-being. Research among people with
impairments suggests that greater optimism is associated with better well-
being, including better psychological adjustment and better relationships with
others. For example, greater optimism among people with chronic impair-
ments is associated with greater psychological well-being, including fewer
negative emotions among people with hemophilia (Triemstra et al., 1998).
Among people with vision impairment, greater optimism was associated
with more positive emotional experiences, greater life satisfaction, and better
mental health (Goertz et al., 2017; Kurtovic & Ivancic, 2019).

Among people with Parkinson’s disease, greater optimism was associated
with a greater sense of well-being and less psychological distress (Gison
et al., 2014, 2015). Similarly, among people with MS, optimists experienced
a greater sense of self-efficacy and coherence and less psychological distress
(Brown et al., 2009; Calandri et al., 2018). In people with arthritic condi-
tions, optimism is associated with better psychological adjustment, including
greater life satisfaction, better self-esteem, and fewer depressive symptoms
(Luger et al., 2009; Sherman & Cotter, 2013). The association between opti-
mism and well-being has been found in a wide range of people with disability
or serious health conditions, including people with Crohn’s disease and ulcer-
ative colitis (Munson et al., 2009), patients with muscular dystrophy (Graham
et al., 2014), patients with systemic lupus erythematosus (Azizoddin et al.,
2017), and individuals with pulmonary hypertension (Aguirre-Camacho &
Moreno-Jiménez, 2018).
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Given that Scheier and Carver’s (1985) model of optimism is cognitive
in nature, it is natural to wonder if impairments in mental functioning might
also reduce optimism’s salubrious effects. However, research among people
with cognitive and emotional disabilities suggests that optimism continues
to confer benefits. For example, among adolescents with cognitive impair-
ments (i.e., learning disability or intellectual disability), greater optimism
predicted greater life satisfaction, even when accounting for other variables
thought to be associated with psychological well-being, such as hope and
self-determination (Shogren et al., 2006). In a study of people with psychiat-
ric conditions, namely psychotic disorders, greater optimism was associated
with less psychological distress and greater life satisfaction (Warren et al.,
2015). For people with schizophrenia, greater optimism was associated with
greater life satisfaction and less perceived stress (Seo & Lim, 2019). Indeed,
a large meta-analysis examining the relationships between optimism and
various psychiatric symptoms found that optimism was negatively associ-
ated with depressive symptoms, anxiety symptoms, obsessive-compulsive
symptoms, and symptoms of posttraumatic stress disorder (Alarcon et al.,
2013)

Optimism is also related to better psychological functioning in the after-
math of body-altering surgery or traumatic injury. In a study of Norwegian
patients who had recently suffered spinal cord injuries or severe traumas,
those with greater optimism at admission were less likely to experience
psychological distress during their hospital stay (Quale & Schanke, 2010).
Similarly, among people with full paralysis of their lower limbs due to a
traffic accident, greater optimism was associated with fewer depressive
symptoms (Mazur et al., 2019). Among people who had lost limb function
(i.e., paraplegia or quadriplegia), greater optimism was associated with higher
perceptions of one’s physical well-being and mental health (Rostowska &
Kossak, 2011). Similarly, optimists who had limb amputations experienced
fewer depressive symptoms, greater perceived control, and higher self-
esteem than their pessimistic peers (Dunn, 1996).

Even when the brain itself is injured, optimistic cognitions are associ-
ated with better psychological well-being. For people who experienced
TBIs, those with greater optimism experienced less psychological distress,
including less irritability and fewer depressive symptoms (Peleg et al., 2009;
Ramanathan et al., 2011). In addition, optimistic people with TBI had better
current self-concepts and perceived less discrepancy in well-being between
their former and current selves (Beadle et al., 2020).

There is emerging evidence that optimism is associated with better
interpersonal relationships among people with impairments. For example,
optimistic people with vision impairments perceived greater support from
family, friends, and coworkers than their pessimistic peers (Kurtovi¢ &
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Ivanci¢, 2019). Similarly, greater optimism was associated with less loneli-
ness among college students with learning disorders (Feldman et al., 2016).
Finally, among older adults with osteoarthritis, greater optimism was related
to greater perceived social support (Luger et al., 2009).

Optimism and Caregivers of People with Impairments

Thus far we have reviewed the evidence that optimism is associated with
benefits for individuals with impairments, reducing the likelihood and
extent of experiencing disability. It is also worth wondering if optimism
confers benefits to caregivers of people with disabilities. This is impor-
tant because research shows that caregivers experience chronic stress and
negative outcomes related to their caregiving activities. For example, two
meta-analyses found that caregivers are at greater risk for physical health
problems compared to non-caregivers and are more likely to experience
psychological distress (Pinquart & Sorensen, 2007; Vitaliano, Zhang, &
Scanlan, 2003).

Parenting children is an inherently stressful experience, especially when
the children have or are at risk for disability (Lach et al., 2009). Personal
factors of the parents, such as optimism, may mitigate the stress of caring
for their child. For example, children with obstetrical brachial plexus inju-
ries have damage to the nerves that control their arms resulting in partial or
complete paralysis of the arm. Optimistic mothers of children with obstetrical
brachial plexus injuries had better psychological adjustment (McLean et al.,
2004).

Optimism has been shown to be an important predictor of well-being,
positive parental feelings, and marital adjustment among parents of children
with developmental delays and intellectual disability (Baker, Blacher, &
Olsson, 2005; Kurtz-Nelson & Mclntyre, 2017). For example, greater opti-
mism predicted fewer depressive symptoms among mothers of children with
intellectual disability (Zeedyk & Blacher, 2017). Similarly, greater optimism
predicted less psychological distress and better overall psychological well-
being among parents of children with autism spectrum disorders (Blacher &
Baker, 2019; Tam, 2017).

Specifically, optimism appears to buffer the deleterious effects of the
stress of caring for children with disability. For example, maternal optimism
moderated the relationship between child behavioral problems and maternal
psychological well-being (Baker et al., 2005). For optimistic mothers, more
child behavioral problems were not related to greater distress or marital
adjustment. Pessimistic mothers, in contrast, experienced increases in dis-
tress and decreases in marital adjustment as their child’s behavioral problems
increased (Baker et al., 2005).
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A possible explanation for this finding is that parental optimism may
engender more positive expectations for family interactions, leading to
greater use of adaptive coping and positive parenting strategies. In support
of this, Ekas and colleagues (Ekas et al., 2016) found that among moth-
ers of children with autism, greater optimism predicted greater percep-
tion of family closeness and involvement, which predicted less maternal
depression. Similarly, in a study of Hispanic parents of children with
ASD, greater parental optimism predicted greater use of positive coping
and less avoidance, which in turn predicted less depression (Willis et al.,
2016). Among parents of children with developmental disabilities, includ-
ing ASD, greater parental optimism was associated with greater perceived
social support and more adaptive coping (Ekas et al., 2015; Slattery et al.,
2017). These more adaptive coping approaches appear to be linked with
more positive parenting. In a longitudinal study of 232 families of children
with risk factors, including developmental delay, initial levels of maternal
optimism predicted positive parenting three years later (Ellingsen et al.,
2014).

The beneficial associations of parental optimism appear to persist even
as children with disabilities become adults. For example, among parents of
individuals with autism spectrum disorders transitioning into young adult-
hood, greater parental optimism was associated with less caregiver burnout,
better caregiver health, and better-perceived transition experiences (Wong,
McGrew, & Ruble, 2020). In contrast, lower parental optimism was associ-
ated with less use of positive coping, leading to less adaptive family out-
comes. Similarly, among mothers of adult children with Down syndrome,
schizophrenia, or autism, optimism was associated with better mental and
physical health for the mother (Greenberg et al., 2004).

Caregiver optimism appears to benefit the individuals receiving sup-
port. For example, among caregivers of patients with rheumatoid arthritis,
greater caregiver optimism was associated with greater self-efficacy and
less perceived disability among patients (Beckham et al., 1995). Among
children with Fragile X Syndrome, a genetic disorder that results in intel-
lectual impairment, lower levels of maternal optimism were associated with
increased negative affect in the children (Tonnsen et al., 2014).

The benefits of caregiver optimism are not limited to parents. Research
also suggests that optimism protects spouses who care for individuals with
impairments. For example, Lyons and colleagues (Lyons et al., 2009) con-
ducted a decade-long study examining the link between optimism and role
strain in spouses of people with Parkinson’s disease. They found that initially
optimistic caregiving spouses were less likely to experience worry, tension,
and role strain 10 years later. Even in the mid of chronic and increasing
stressors, optimism appears to proffer protection for caregivers.
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Future Directions

Extant research suggests that optimism mitigates the impact of impairment on
people’s reactions to adversity, coping behaviors, goal-directed strivings, and
well-being. This allows people with impairments to be more active in their
lives and reduces the risk of disability. However, several questions merit ask-
ing. First, can optimism of people with cognitive impairments be measured
validly through self-report? Initial evidence suggests that it can. For example,
use of the LOT-R in adolescents with and without cognitive impairment
yielded comparable results (Shogren et al., 2006). However, the internal
consistency was lower among participants with cognitive impairment. More
work is needed to establish the reliability and validity of optimism measures
among people experiencing cognitive impairments.

Second, are optimism and pessimism separate constructs? Some have
argued they are (e.g., Chang et al., 1994) and that when assessed separately,
they predict different outcomes (e.g., Treharne et al., 2007). More research is
needed clarifying the underlying structure of optimism and pessimism among
people with impairments.

Third, are the benefits of optimism unique? Positive psychology is a
relatively new area of inquiry. Several personal strength constructs, such
as optimism, hope, and self-efficacy, share overlapping concepts and have
similar patterns of associations with important outcomes (see Rand, 2018).
Hence, it is important to determine the unique roles that optimism plays
in reactions to adversity, coping, goal-related performance, and overall
well-being.

Fourth, is optimism an unalloyed good? There may be instances where
greater optimism is maladaptive. Under certain circumstances optimism has
predicted poorer goal-directed performance (e.g., Hmieleski & Baron, 2009).
Being unrealistically optimistic may be as maladaptive as being pessimis-
tic. For example, among adolescent girls at risk for HIV infection, greater
optimism was associated with reduced likelihood of getting tested for HIV
(Goodman, Chesney, & Tipton, 1995). More research is needed examining
the potential deleterious consequences of optimism, especially among people
with impairments.

Finally, can optimism be changed? Research suggests that optimism is
strongly influenced by genetics and early childhood experiences (Carver
& Scheier, 2002; Plomin et al., 1992). However, initial research suggests
that optimism can be increased. For example, a group cognitive-behavioral
intervention increased optimism among people recently diagnosed with MS
(Calandri et al., 2017). In addition, a brief intervention among first-year col-
lege students with learning disabilities temporarily increased their optimism
(Rosenstreich et al., 2015). These studies are consistent with research on
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psychotherapy showing that people’s attitudes change in response to inter-
ventions, such as cognitive-behavioral therapy (Cuijpers et al., 2010).

CONCLUSION

Optimism appears to be an important determinant of reactions to adversity,
coping, goal-directed strivings, and overall well-being. Given the stressors
associated with impairments, optimism is likely an important determinant
how fully people with impairments can participate in their lives. Although
more work is needed, initial findings suggest the beneficial influences of opti-
mism appear to apply to individuals with impairments and their caregivers,
reducing the likelihood of experiencing disability.
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Chapter 6

Self-Determination
as a Personal Factor

Michael L. Wehmeyer

Self-determination is a foundational construct in positive psychology (Ryan &
Deci, 2000) and one of the most extensively applied positive psychological con-
structs in the disability context (Stancliffe et al., 2020; Wehmeyer et al., 2017a).
The construct’s origins date back to John Locke and philosophical arguments
in the Enlightenment era of the late seventeenth and early eighteenth centuries
about determinism and free will (Wehmeyer et al., 2017b). The construct has
been applied not only to motivational and positive psychology but to the fields of
social welfare, education, and politics, among others (Biestek & Gehring, 1978;
McDermott, 1975; Wehmeyer et al., 1998). The construct’s alignment with the
concept of autonomy facilitates its utility across these diverse fields as well as
creates the situation in which different disciplines understand the construct in
different ways. In social welfare, it is a principle that drives treatment practices;
in motivational psychology, it is aligned with basic psychological needs; in
politics, it refers to basic rights to self-governance; and in education, it has been
construed as dispositional characteristic that can be taught to young people.

The intent of this chapter is to discuss issues of self-determination as a
positive psychological personal factor. It is helpful to begin with conceptual-
izing the construct drawing from many of the aforementioned disciplines, and
then identifying how it manifests as a personal factor that can promote greater
well-being and life satisfaction among people with disabilities.

FOUNDATIONS FOR UNDERSTANDING
SELF-DETERMINATION

As noted, self-determination was first used in reference to John Locke’s
proposition that human action was a function of mind, will, and/or volition.

87



88 Michael L. Wehmeyer

At the heart of the meaning of the term as used by Locke was the philosophi-
cal doctrine of determinism, which proposes that all events, including human
behavior and actions, are in some way caused. Self-determination, or self-
determinism, refers to self- (versus other-) caused action. The earliest appli-
cation of the construct to psychology was by Angyal (1941), who proposed
that an essential feature of a psychology of personality was the fact that
although we live “in a world in which things happen according to laws which
are heteronomous (e.g., governed from outside),” we can “oppose self-deter-
mination to external determination” (p. 33). That is, according to Angyal, a
major focus of study in personality psychology should be on autonomous-
determinism, or how and why people act in self- versus other- (e.g., heter-
onomous-determined) ways. As conceptualized by Angyal, autonomous (as
in autonomous-determinism) referred to self-governed action.

Motivational psychologists Edward Deci and Richard Ryan took the ideas
formulated by Angyal into account when developing what is now known
as Self-Determination Theory (SDT; Ryan & Deci, 2018). Ryan and Deci
described SDT as

centrally concerned with the social conditions that facilitate or hinder human
flourishing. The theory examines how biological, social, and cultural conditions
either enhance or undermine the inherent human capacities for psychological
growth, engagement, and wellness. (p. 3)

Research in SDT, accordingly, “inquires into factors, both intrinsic to indi-
vidual development and within social contexts, that facilitate vitality, moti-
vation, social integration and wellbeing” (Ryan & Deci, 2018, p. 3). Within
SDT, autonomy is one of the three basic psychological needs, along with
competency and relatedness. The basic psychological need for autonomy “is
satisfied when an individual experiences choice and volition in their action
and perceives themselves to be the origin of their actions” (Wehmeyer et al.,
2017b, p. 4). SDT emphasizes the importance of autonomy-as-volition ver-
sus autonomy-as-independence; autonomous actions are those that are not
only or even primarily self-governed but are self-endorsed and congruent
with one’s values and interests (Soenens et al., 2017).

UNDERSTANDING SELF-DETERMINATION
AS A PERSONAL FACTOR

As Ryan and Deci (2018) noted, SDT is principally concerned with elucidat-
ing the social conditions that facilitate or hinder human flourishing. SDT is
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a theory of motivation and, to that end, seeks to identify biological, social,
and cultural conditions that enhance or undermine fulfillment of basic psy-
chological needs (Ryan & Deci, 2018, p. 3). But there are applications of
SDT to applied contexts, particularly education, that serve to identify how
self-determination can be construed as a positive psychological personal fac-
tor. As was noted in chapter 1, the ICF defined personal factors as referring to

the particular background of an individual’s life and living and comprise fea-
tures of the individual that are not part of a health condition or health states.
These factors may include gender, race, age, other health conditions, fitness,
lifestyle, habits, upbringing, coping styles, social background, education, pro-
fession, past and current experience (past life events and concurrent events),
overall behaviour pattern and character style, individual psychological assets
and other characteristics, all or any of which may play a role in disability at any
level. (WHO 2001, p. 213)

SDT has a robust literature base that addresses many of these factors.
However, the degree to which the construct has been applied to the disability
context is much more limited, and primarily conducted in the sphere of edu-
cation for students with disabilities. In the early 1990s, policy and practice in
special education recognized the importance of self-determination for young
people with disabilities to achieve more positive school and adult outcomes.
As a result, there is a robust literature and knowledge base pertaining to the
application of the self-determination construct to the education of youth and
young adults with disabilities. This is, by its nature, applied, but shares com-
mon understandings of the self-determination construct with SDT and has a
developmental focus that has been driven by work in SDT. The latest iteration
of this work has resulted in Causal Agency Theory (Shogren, Wehmeyer,
Palmer, Forber-Pratt et al., 2015), which will be discussed next, followed by
a synthesis of the literature pertaining to self-determination in the disability
context.

CAUSAL AGENCY THEORY

As noted, the application of the self-determination construct to the disability
construct occurred first in efforts to improve educational and adult outcomes
for youth with disabilities. Wehmeyer (1992a) drew from an early definition
of self-determination forwarded by Deci and Ryan (1985) as “the capacity
to choose and to have those choices be the determinants of one’s actions”
(p. 38) to examine implications of self-determination for special education.
The question addressed by this work, and in the field of special education
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more broadly, was not as much “what is self-determination?” as “what can
educators teaching students with disabilities do to promote self-determined
behavior?” To that end, Wehmeyer proposed that self-determination could
be considered a dispositional characteristic and self-determined behavior
involved “attitudes and abilities required to act as the primary causal agent in
one’s life” (p. 305).

Before discussing these issues further, it is important to note that the term
“self-determination” had been applied to the disability rights movement in a
rights-based context. That is, the few applications of self-determination in the
disability context prior to the early 1990s were in reference to the demands of
people with disability for equal rights, including the “right” to self-determina-
tion (Nirje, 1972). Williams (1989) typified this, stating that

but, without being afforded the right and opportunity to make choices in our
lives, we will never obtain full, first class American citizenship. So we do
not have to be told what self-determination means. We already know that it
is just another word for freedom. We already know that self-determination is
just another word for describing a life filled with rising expectations, dignity,
responsibility, and opportunity. That it is just another word for having the
chance to live the American Dream. (p. 16)

Even in the disability rights context, however, self-determination was under-
stood as volitional action as making choices and functioning more autono-
mously. This empowerment focus from disability rights advocates shaped
how the construct was applied in the disability context and special education.

In 2015, Shogren and colleagues proposed refinements to the theoretical
and definitional framework introduced by Wehmeyer in 1992 and updated
periodically over the intervening years. The result was Causal Agency
Theory (Shogren, Wehmeyer, Palmer, Forber-Pratt et al., 2015), which was
intended to incorporate work in positive psychology and SDT and to provide
a life span model of the development of self-determination (Wehmeyer et al.,
2017a). Causal Agency Theory defined self-determination as a

dispositional characteristic manifested as acting as the causal agent in one’s life.
Self-determined people (i.e., causal agents) act in service to freely chosen goals.
Self-determined actions function to enable a person to be the causal agent is
his or her life. (Shogren, Wehmeyer, Palmer, Forber-Pratt et al., 2015, p. 258)

There are obvious influences in this definition from earlier definitions in
special education, primarily the idea that self-determination is a disposi-
tional characteristic manifested by people acting as causal agents in their
lives. Shogren, Wehmeyer, Palmer, Forber-Pratt et al. defined a dispositional
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characteristic as “an enduring tendency used to characterize and describe dif-
ferences between people; it refers to a tendency to act or think in a particular
way, but presumes contextual variance (i.e., socio-contextual supports and
opportunities and threats and impediments)” (p. 258). It is the application of
self-determination as a dispositional characteristic in this context that most
strongly highlights self-determination as a positive psychological personal
factor. Young people can acquire knowledge and skills and have experiences
that, in turn, enable them to become more self-determined. I will explore this
in more depth in discussing the development of self-determination momen-
tarily, but before doing so, it is important to understand the idea of causal
agency.

One influence on the development of SDT was Richard de Charms’ theory
of personal causation. De Charms was an educational psychologist and thus
interested in improving outcomes for students. His theory of personal causa-
tion suggested that people are origins—someone who perceives themselves
as acting based upon their own choices—or they are pawns—someone who
perceives that their actions are determined by external forces (de Charms,
1968). De Charms stated that “man strives to be a causal agent . . . to be the
primary locus of causation for, or the origin of, his behavior; he strives for
personal causation” (de Charms, 1968, p. 269).

It is easy to see linkages between Angyal’s ideas of autonomous- versus
heteronomous determinism in de Charms idea of origins versus pawns, and
it is equally evident why de Charms’ work influenced Deci and Ryan and the
development of SDT. Wehmeyer (1992a) incorporated de Charms ‘“‘causal
agent” construct into his applied theoretical framework in special education
(Wehmeyer, 1992a), and it has remained a central element of the construct’s
understanding in that field since. In Causal Agency Theory, Shogren et al.
(2015) noted that causal agency implies that “it is the individual who makes
or causes things to happen in his or her life.” “It implies that the individual
acts with an eye toward causing an effect to accomplish a specific end or to
cause or create change” (p. 258). The use of causal agency in Causal Agency
Theory reflects the important idea that not only is self-determined action
a result of personal choice or volition, but it is aligned with autonomy-as-
volition and not autonomy-as-independence (Soenens et al., 2017). People
who are self-determined act based upon their own volition so as to make or
cause things to happen in their own lives.

THE DEVELOPMENT OF SELF-DETERMINATION

One intersection between SDT and Causal Agency Theory involves the
development of self-determination. Causal Agency Theory was constructed
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to align knowledge from SDT and positive psychology with research and
practice in special education and to provide the framework for a life span
approach to promoting the self-determination of people with and without
disabilities (Wehmeyer et al., 2017a). Young people do not just become
self-determined overnight; they become self-determined as they acquire
knowledge, skills, and beliefs and engage in actions that enable them to
respond to contextual and environmental challenges (i.e., opportunities or
threats) that energize basic psychological needs and autonomous motiva-
tion. This, in turn, triggers a causal action sequence in which volitional and
agentic actions, mediated by action-control beliefs, result in experiences of
causal agency and, over time, enhanced self-determination (Palmer et al.
2017).

As noted previously, both SDT and Causal Agency Theory adopt an
organismic approach to human development. That is, both frameworks
share the meta-theoretical assumption that organismic aspirations drive
human behavior (Little et al., 2006). This was, fundamentally, Angyal and
de Charms’ points: people strive to be active contributors to, or agents of,
their own behavior; to be the origin of their own actions (Little et al., 2002).
SDT and Causal Agency Theory begin with the assumption that actions are
volitional and that people strive to be causal agents who use self-regulated
and goal-directed agentic actions to navigate opportunities and challenges
in their life.

The development of self-determination begins with the person’s strivings
for the fulfillment of the basic psychological needs of autonomy, competence,
and relatedness. Within SDT, to be autonomous means to behave with a sense
of volition, willingness, and congruence; it means to fully endorse and concur
with the behavior in which one is engaged (Deci & Ryan, 2012). The basic
psychological need for autonomy is, thus, satisfied when a person experiences
choice and volition. Autonomous actions are self-endorsed and congruent
with one’s values and interests (Vansteenkiste et al., 2010).

The second basic psychological need in SDT is the need for competence,
which refers not to some objective level of skill or achievement but instead
to a person’s need to be and feel effective within environments and to one’s
perceptions of competence and mastery in one’s environment or the experi-
ence of perceiving increased mastery and effectiveness (Deci et al., 2013;
Sheldon et al., 1996). The third basic psychological need is for relatedness,
which refers to the need for people to feel a sense of social belonging and
connectedness. The basic psychological need for relatedness refers not to
physical relationships but to the need for people to feel that they belong, are
cared for, and are connected to others (Hofer & Busch, 2011).

SDT proposes that people are motivated to act to meet these three basic
psychological needs, which in turn energizes the development of autonomous
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motivation, consisting of intrinsic motivation (doing an activity because it is
enjoyable) and/or internalized extrinsic motivation (doing an activity because
it leads to a valued consequence separate from the activity itself) (Deci &
Ryan, 2012, p. 88). There are everyday challenges and opportunities for basic
psychological needs fulfillment or frustration. Those challenges or opportuni-
ties present chances to act to maintain or enhance intrinsic motivation and to
fulfill or thwart the frustration of the basic psychological needs. That initi-
ates a causal sequence in which the person engages in actions to address the
opportunity or challenge.

Causal Agency Theory provides a theoretical framework within which
to understand how people act to address these opportunities and chal-
lenges to fulfill or thwart the frustration of these basic psychological
needs, to maintain and enhance autonomous motivation, and ultimately,
to become casual agents in their lives and become more self-determined.
Causal Agency Theory proposes three essential characteristics of self-
determined action: volitional action, agentic action, and action-control
beliefs (Shogren et al., 2015). Volitional action refers to action that is
based on conscious choices that reflect one’s preferences. That is, voli-
tional actions are self-initiated and function to enable a person to act
autonomously (i.e., engage in self-governed action). Importantly, voli-
tional actions involve the initiation and activation of causal capabilities—
the capacity to cause something to happen—in one’s life. Such causal
capabilities include choice- and decision-making skills, goal-setting and
problem-solving skills, and planning skills. The initiation of volitional
actions leads to the need for agentic action.

Agentic action refers to actions that are self-directed and implemented to
achieve a goal. Causal Agency Theory incorporates the idea of pathways
thinking from Hope Theory (Snyder et al., 2002), which suggests that people
identify pathways, or engage in pathways thinking, that lead to a specific
end or cause or that creates desired change. Agentic actions involve the
initiation and activation of agentic capabilities, including self-management,
goal-attainment, problem-solving, and self-advocacy skills. Agentic actions
sustain actions initiated through the volitional action process and enable
people to work toward and achieve goals they have set.

Action-control beliefs refer to three general beliefs derived from Action-
Control Theory (Little et al., 2002) that are associated with the causal action
sequence:

Control expectancy [beliefs], which refers to the relation between agent and
ends, meaning that individual’s expectancy about their capability to achieve
a given goal or end; means-ends beliefs, which represent the relation between
means and ends; and agency beliefs, [which] refer to an individual’s beliefs of
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what means they are capable of utilizing when the self acts as an agent. (Chang
et al., 2017, p. 285)

These beliefs mediate and, in turn, are strengthened by the causal action
sequence involving volitional and agentic actions (Mumbardo-Adam et al.,
2018).

As young children develop, they acquire skills and have experiences that
enable them to respond to opportunities and threats and to become a causal
agent in their lives. As they more effectively respond, motivated by basic
psychological needs for autonomy, competence, and relatedness and as they
implement the causal action sequence to fulfill or thwart the frustration of
these needs and act as causal agents, they become more self-determined.

SELF-DETERMINATION AS A PERSONAL
FACTOR AND DISABILITY

The theoretical and developmental frameworks described up to this point
have driven research and intervention efforts in the disability context. This
is particularly the case in activities to promote the self-determination and
self-determined learning of youth and young adults with disabilities. This
chapter, in particular, is interested in identifying research that links self-
determination as a positive psychological personal factor with more positive
life outcomes and life satisfaction. Moreover, of interest is research and
practice that emphasizes personal strengths and capacities and provides evi-
dence that people with disabilities can become more self-determined. The
remainder of this chapter describes our work in promoting and enhancing the
self-determination of youth and adults with disabilities as an example of how
the construct serves as a personal factor.

In so doing, it is important to begin with the understanding and acknowl-
edgment that the onus is not on people with disability to change to accom-
modate to environments and contexts that limit their full expression of
self-determination but on society to create contexts in which people with
disability have an equal opportunity to live self-determined lives. To that end,
it is worth revisiting some of the points raised in chapter 1. First, within the
the International Classification of Functioning, Disability, and Health or ICF
(WHO, 2001) human functioning and disability are understood ““as umbrella
terms denoting the positive and negative aspects of functioning from a bio-
logical, individual and social perspective” (WHO, 2013, p. 5). Disability, in
essence, is a function of the interaction among health conditions, environ-
mental factors, and personal factors and their impact on activities and full
participation. As we noted in chapter 1, in a concrete sense, disability within
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the ICF exists only when participation is impacted. Further, as noted, we
defined participation as a function of a person’s self-determined involvement
in a pattern of life.

Research in the disability context has established beyond a doubt that
the environments in which people with disability live, learn, work, and
play limit opportunities to make choices, express preferences, and act
volitionally and that these environmental and attitudinal barriers limit the
opportunity of disabled people to fully participate and live self-determined
lives (Stancliffe et al., 2020). Much of this research has been conducted
involving people with intellectual and developmental disabilities, and find-
ings from this body of research provide examples of the impact of envi-
ronmental barriers to self-determination for disabled people as a whole. In
research on choice and self-determination and people with disability, choice
opportunity has been found to be the single most powerful predictor of
self-determination and restrictiveness of living/working environments the
most powerful predictor of limited choice (Wehmeyer & Bolding, 2001).
The characteristics of far too many work and living environments available
to people with disability are that they are segregated, congregate in nature,
or isolating, all of which serve to limit choice opportunities. In a secondary
analysis of the National Consumer Survey, Wehmeyer and Metzler (1995)
found that for the majority of people with intellectual disability surveyed,
someone else (other than the person with disability) chose where they lived,
who their roommate was, who provided personal supports, and where they
worked. Stancliffe et al. (2011) conducted an analysis of another large
national dataset, the National Core Indicators, and found, similarly, that
people with intellectual disability did not have the opportunity to make
basic choices, including where or with whom to live.

There is clear evidence that more restrictive living and work settings limit
choice opportunities for people with intellectual disability (Emerson et al.,
2000). Stancliffe and Wehmeyer (1995) found that people with intellectual
disability who lived in a home or apartment in their community experienced
significantly more choices on a daily basis than did people with intellec-
tual disability who lived in congregate settings (group home, institution).
Wehmeyer and Bolding (1999) matched adults with intellectual disability by
level of intelligence, age, and gender and examined opportunities for choice-
making, autonomy, self-determination, and life satisfaction as a function
of type of residence or work environment (community-based, community-
based congregate, non-community-based congregate). Respondents living
or working in community-based settings had significantly higher levels of
choice opportunities than participants in the other more restrictive settings,
higher levels of self-determination and autonomy, and more positive life
satisfaction.
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Heller et al. (2002) found that people with intellectual disability who had
moved from a nursing home to a community setting had higher levels of
adaptive behavior, community integration, and choice opportunities than
people in the same sample who remained in the nursing home. Stancliffe
et al. (2011) found that people living in their own home or apartment (with
or without supports) were significantly more likely to have chosen whether
and with whom to live than people who lived in nursing homes, institutions,
or group homes. Finally, Ticha and colleagues (2012) found, among a large
sample (almost 9,000 people with intellectual disability) and controlling for
types of impairments, age, types of supports, communication modality, and
geographic area, that people with intellectual disability who lived in congre-
gate (16 residents or more) settings had significantly fewer opportunities to
make choices than people in smaller settings, and that people had the most
control over everyday choices when living in their own homes or with three
or fewer residents.

More restrictive (congregate) living and work settings restrict choice
opportunities and self-determination because of multiple factors, from staff
density and high staff turnover to high levels of bureaucracy and excessive
regulations, all of which serve to limit autonomy and choice (Duvdevany
et al., 2002; Stancliffe et al., 2000). The point to make is that these are all
environmental factors for which disabled people are not solely or even pri-
marily responsible for changing. These are decisions that service systems
have made in virtually every country in the world.

Acknowledging, then, that much of the work that needs to be done to pro-
mote and enhance self-determination relate to environmental factors, societal
attitudes, and cultural and political actions, there are personal factors that
enable people with disabilities, and indeed all people, to become more self-
determined. First, research shows that participation in life events predicts
enhanced self-determination and, in turn, promotes even greater participation.
A common finding in the literature is that higher levels of adaptive behavior
predict enhanced self-determination and more positive quality of life (QOL)
and life satisfaction (Nota et al., 2007; Shogren et al., 2006). Scales of adap-
tive behavior fundamentally measure the degree to which a person engages
in routine daily activities across multiple domains. In the education sphere,
Williams-Diehm et al. (2008) showed that student participation in educa-
tional planning meetings resulted in enhanced self-determination and that
higher levels of self-determination predicted greater involvement in educa-
tional planning meetings. Again, the relationship between self-determination
and participation is reciprocal, with each enhancing the other.

The research shows that enhanced self-determination itself improves
employment and community inclusion outcomes (Powers et al., 2012;
Shogren et al., 2015) and predicts more positive QOL and life satisfaction
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(Shogren et al., 2006; Wehmeyer & Schwartz, 1998). As such, it is not
surprising that the development and acquisition of skills and abilities that
foster volitional and agentic action promote self-determination (Shogren,
Wehmeyer, & Singh, 2017). Teaching young people the skills related to
problem-solving, decision-making, goal-setting, self-advocacy, and self-
regulation (and providing them opportunities to practice these skills) has been
shown to enhance self-determination and promote more positive school and
adult outcomes (Wehmeyer & Zhao, 2020). The positive psychology move-
ment has led to a focus on positive education (Kern & Wehmeyer, 2021) that
provides a rich array of instructional and experiential strategies related to
promoting well-being and flourishing, coping, character strengths, positive
emotions, creativity, and self-determination.

Again, in many cases the benefits of such efforts are reciprocal; enhanced
levels of and performance of volitional and agentic action enhance self-
determination and enhanced self-determination, in turn, improves skills and
capacities in causal action. For example, self-determination has been linked
to greater success in goal-setting (DiMaggio et al., 2020)

Strengths-Based Approaches

The changing ways of understanding disability discussed in chapter 1 and
illustrated by the WHO ICF have led to strengths-based approaches to dis-
ability. Strengths-based approaches “take, as a starting point, the assumptions
of the social model of disability and then translate them into approaches to
support, educate, or enable people with disabilities to function successfully in
typical contexts” (Wehmeyer, 2021, p. 27). In our own work in the education
context, we have focused on promoting self-determined learning (Wehmeyer
& Zhao, 2020). Self-determined learning emphasizes full student participa-
tion in all aspects of learning, from the determination of what to learn to
self-direction of learning and evaluation activities. The primary means of
promoting self-determined learning in our work has been the Self-Determined
Learning Model of Instruction (SDLMI) (Mithaug et al., 1998; Wehmeyer
et al., 2000).

Mithaug and colleagues (2003, 2007) proposed a frame to guide the devel-
opment of efforts to promote self-determined learning in which students act to
pursue personally valued learning outcomes with expectations that they have
the capacity to act as a causal agent and that if they do act, they can be success-
ful (action-control beliefs); self-regulate a problem-solving sequence to exam-
ine priorities based upon preferences, interests, and values and prioritize action
needed to reduce the discrepancy between what is known and what needs to
be known and to set a goal to address that discrepancy (volitional action); cre-
ate an action plan to address the goal, design a self-monitoring process; and
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implement the action plan, using information gathered through self-monitoring
to evaluate progress toward the goal and adjusting the action plan or goal as
necessary to achieve the goal (agentic action) (Wehmeyer & Zhao, 2020, p. 42).

Mithaug et al. (1998) and Wehmeyer et al. (2000) developed and evalu-
ated a model of teaching based upon these principles called the SDLMI.
The purpose of the SDLMI is to provide teachers with a model of teaching
that enables them to teach and support students to self-determine learning.
The model is applicable for use with students with and without disabilities
(Wehmeyer & Zhao, 2020).! The SDLMI has a three-phase instructional
process. Each phase presents a problem the student must solve (What is
my Goal? What is my Plan? and What have I Learned?) by answering a
series of four Student Questions. These questions vary in each phase to, in
essence, have the student go through the same four-step problem-solving
sequence:

1. Identify the problem.

2. Identify potential solutions to the problem.
3. Identify barriers to solving the problem.

4. Identify consequences of each solution.

Through the process of answering the questions in each phase, students
learn a self-regulated problem-solving process. Each student question is
linked to Teacher Objectives that provides guidance for teachers to support
students to answer the questions. Finally, each teacher’s objective is linked
to Educational Supports that teachers can implement to teach or support stu-
dents to answer the questions and, thus, self-regulate problem-solving to set
and attain goals.

The SDLMI is constructed so that the student is the causal agent for actions
in learning, from solving the problem of what to learn to setting goals to cre-
ating action plans to monitoring progress to evaluating progress and revising
the action plan or goal as needed. The first time a teacher implements the
model with a student, the student can reword the questions so that they have
a set of questions that are their own. Although teachers are encouraged to sup-
port students to use self-regulation and self-directed learning strategies, even
when an instruction to achieve a goal is teacher-directed, the student has had
a meaningful voice in deciding to learn in that manner.

The SDLMI has strong evidence for its efficacy. Multiple randomized trial
(RCT) studies have established a causal relationship between implementa-
tion of the SDLMI and more positive student self-determination, school, and
adult outcomes. Wehmeyer, Palmer et al. (2012) conducted an RCT study of
interventions to promote self-determination on the self-determination of high
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school students with disabilities. Students in the treatment group (n = 235)
received instruction using the SDLMI along with other efforts to promote
autonomy-supportive classrooms, while students in the control group (n =
132) did not. Self-determination was measured using two instruments that had
been developed and validated through initiatives in the 1990s to promote the
self-determination of youth with disabilities, The Arc’s Self-Determination
Scale (Wehmeyer, 1996) and the AIR Self-Determination Scale (Wolman
et al., 1994). Measurement occurred at baseline and after two and three
years of intervention. Data were analyzed using latent growth curve analysis.
Findings indicated that students with disabilities who participated in interven-
tions to promote self-determination over the three-year period showed signifi-
cantly more positive gains in their overall self-determination scores than did
students not exposed to interventions to promote self-determination, although
most of those gains were between years 2 and 3, suggesting that promoting
self-determination requires sustained effort. Shogren et al. (2020) found the
same pattern when evaluating the efficacy of the SDLMI combined with a
second intervention to promote student involvement in educational planning.
In this RCT, students with intellectual disability showed significant gains in
self-determination measured by the Self-Determination Inventory-Student
Report (Shogren & Wehmeyer, 2016) for the second year, but not the first.

To examine outcomes related to enhanced self-determination, Shogren,
Wehmeyer, Palmer, Rifenbark et al. (2015) conducted a follow-up study
of the youth in the Wehmeyer, Palmer et al. (2012) study, tracking student
post-school outcomes. Students in the treatment group, which had shown
significant, positive gains in self-determination as a result of instruction with
the SDLMI and other interventions to promote self-determination, achieved
more positive post-school employment and community inclusion outcomes
than did students in the control group.

In an RCT of the efficacy of the SDLMI with secondary students with dis-
abilities, students in the treatment group who received the SDLMI became
more self-determined than peers in the control group who did not (Wehmeyer
et al., 2012). Students in the treatment group in this study also had more posi-
tive educational goal-attainment outcomes and were more positively engaged
in classroom activities (Shogren et al., 2012). Shogren et al. (2019) conducted
an RCT with youth with cognitive disabilities who set goals using the SDLMI,
determining that students attained educational and transition goals at higher
rates after receiving instruction with the SDLMI. Lee et al. (2015) conducted
a meta-analysis of single-case design students of the SDLMI, determining that
the intervention had benefits for students in academic and job training settings.

Finally, several studies of the SDLMI in South Korea provide evidence of its
efficacy. Seo et al. (2014) demonstrated that students who received instruction



100 Michael L. Wehmeyer

with the SDLMI had higher levels of academic goal-attainment than students
who did not, while Lee and Wehmeyer (2008) conducted a meta-analysis of
research in Korean journals on the SDLMI and found positive educational
benefits in goal-attainment to students from teachers using the SDLMI.

Role of Technology

Before leaving the topic of self-determination and disability, it is clear that
technology has and will play an important role in enhancing adaptive func-
tioning, self-determination, and participation for people with disabilities.
There are myriad ways in which technology can support people to function
successfully in typical environments and, in turn, to be able to act in a self-
determined manner. Technology becomes, in a sense, as a means to support
the fulfillment of basic psychological needs and to promote the causal action
sequence leading to enhanced self-determination. Wehmeyer et al. (2021)
described the supports that technology can provide to disabled people, from
the use of GPS-enabled devices to navigate one’s community, to smart homes
and remote supports to enable a person to live more independently, to com-
puter-animated work tasks using avatars to teach vocational-related skills.
Technology is one way to address the barriers introduced by environments or
societal contexts discussed previously, and to enable people with disabilities
to live more self-determined lives.

CONCLUSIONS

As a construct, self-determination has been applied to multiple fields and
disciplines and used in slightly different ways. All of the ways in which the
construct has been used, however, emphasize volitional action. Within a dis-
ability context, the construct has been applied as a dispositional characteristic
associated with acting as the causal agent in one’s life, that is, in making or
causing things to happen in one’s life. In this usage, the construct takes on the
features of a positive psychological personal factor. Research has linked self-
determination, as such, to more positive school and post-school outcomes,
QOL, and life satisfaction for disabled people.
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NOTE

1. A teacher’s guide to the SDLMI and instructions on implementa-
tion is available at https://selfdetermination.ku.edu/homepage/intervention/
#sdlmi.
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INTRODUCTION

People living with a disability are confronted with many barriers that require
that they cope with challenges to promote their well-being. As such, the
cognitive and emotional impact of their disability and related negative expe-
riences may affect their current identity development and future expecta-
tions. Much of the history of psychology has been dominated by considering
the past of individuals as a major source of influence on their current lives
(Seligman et al., 2013). Hope theory enables people, even people who have
experienced a challenging past or during demanding existing situations, to
plan goals for a positive future. Accordingly, although disabilities have been
predominantly conceptualized within deficit-focused models (Gray et al.,
2016; see chapter 1), the applicability of resilience factors and strength-based
perspectives to people experiencing disability is an emerging area of interest
in recent literature (Dvorsky & Langberg, 2016), emphasizing the critical
role of personal strengths characteristics to optimal functioning. Hope theory
extends the theoretical move from deficit conceptualizations of disability to
an individual differences model, demonstrating the beneficial impacts of hope
and future thinking (Shipp & Aeon, 2019).

Certainly, being hopeful, in terms of setting goals and effectively work-
ing toward achieving them, may be an essential element for the well-being
of every person, but it has a unique importance for people with disabilities
(Buchanan & Lopez, 2013). The goals of this chapter are to present Hope
Theory, to discuss research that demonstrates the beneficial impacts of
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hope, and to consider factors that promote hope in terms of personal and
interpersonal resources. Second, research on the hope of individuals with
developmental disabilities will be addressed, as well as hope within caregiv-
ers and families of people with disability. Finally, the chapter’s conclusions
will emphasize prevention and intervention opportunities, while considering
the impact of disabilities as an interaction between individuals’ strengths and
challenges.

The Hope Construct

In lay terms, hope implies a wish for achieving positive future goals. Within
positive psychology, however, hope has been conceptualized as an important
personal resource. Snyder’s Hope Theory is based on the assumption that
human actions are inherently goal-directed, and hope is the ability to success-
fully plan and achieve one’s goals by maintaining motivation and overcoming
obstacles (Snyder, 2002). Hope Theory, according to Snyder’s model (Shorey
et al., 2007), consists of two interacting components: agency thinking and
pathways thinking about goals. Agency thinking refers to the individual’s
ability to define goals and their feeling of competence (“will”) to initiate and
sustain their performance until the goal is reached. This is the motivational
component of hope, reflecting a person’s determination to initiate and sustain
goal-directed effort. It is often manifested in positive statements such as “I
can do this.” The goals may be short- or long-term targets (Rand & Cheavens,
2009). Pathways thinking refers to the cognitive component of Hope Theory,
reflecting a person’s perceived ability to produce plans to reach their goals,
to consider possible obstacles that might prevent goal attainment, and to
propose alternative ways to overcome them. Each of the components has a
unique contribution to the hope construct, yet the interaction between them
provides the full meaning of hopefulness.

Developmental Perspectives

From a developmental viewpoint, the goals of young people and expectations
about their future are powerful forces in shaping their life paths. Erik Erikson
(1997) proposed that hope is the first of the “psychosocial strengths” that
emerges from resolving conflicts of early developmental stages. Accordingly,
the impact of the family environment and parenting styles were examined in
the development of children and adolescents’ hopeful thinking (Heaven &
Ciarrochi, 2008). From early stages, children develop a sense of self, together
with the expectation that their future will meet their personal needs and goals.
This “hopeful thinking” becomes more refined as children grow up and
mature (Marques & Lopez, 2018). Parents are the first important agents who
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have a significant impact on children’s hope development. They model hope
by the way they communicate about present and future times and by setting
goals, focusing effort on goal attainment, and solving problems. Children’s
self-perceptions about their competencies to achieve academic and social
goals and to adaptively cope with different tasks predict their hope beliefs.
Teachers and peers can play important roles in the development of hope.
Positive hopeful experiences in childhood tend to predict and shape the emer-
gence of hope in adulthood. In Hope Theory, hope is identified as activating
action to produce or identify multiple goals, to plan various pathways, and to
promote motivation to achieve desired outcomes and invest the effort to stay
engaged to reach the desired goals.

Higher hope levels in typically developing children and adolescents have
been linked with higher rates of personal strengths, such as self-esteem, opti-
mism, global life satisfaction, and academic achievement, as well as lower
levels of loneliness and behavior difficulties (Marques & Lopez, 2018). For
adults, high levels of hope have predicted well-being and reduced distress,
even during challenging times, including during the Covid-19 pandemic
(Gallagher et al., 2021). Research on hope and people with disabilities has
emphasized the critical role of hope in an individual’s quality of life (QOL)
and life satisfaction (Buchanan & Lopez, 2013). Research on hope and people
with high prevalence disabilities such as specific learning disorders (SLD)
and attention deficit disorders (ADHD) illuminates the beneficial impact of
the construct on coping disability, revealing individual abilities and personal
resources (Al-Yagon & Margalit, 2018).

Individual Differences among People with Disabilities

Generally, the experience of disability may have differential impact on
individuals’ identity development, focusing attention on the importance of
personal resources, environmental supportive characteristics, and disability
acceptance as factors in successful functioning. Thus, the impact of the
experience of disability on well-being and life satisfaction is dependent on a
person’s strength, interpersonal resources, and the different challenges they
face in their life, such as academic and employment demands.

Many studies of people with disabilities focus attention on their past
and present difficulties and challenging experiences, while Hope Theory
presents the mechanisms to anticipate and stay engaged with positive future
goals. Since perception of the future has consistently been related to well-
being, motivation, and behaviors across a range of domains (Kooij et al.,
2018), it is not surprising that hope has been conceptualized as an indi-
vidual protective factor associated with multiple psychological resources,
including an increased sense of coherence (SOC), self-efficacy, life satis-
faction, and subjective well-being, as well as reduced anxiety and loneliness
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and fewer depressive symptoms (Moss-Pech et al., 2021; Muyan-Yilik &
Demir, 2020; Santilli et al., 2021; Satici, 2020; Satici et al., 2020; Wong &
Yang, 2021). Research on the relationship between these personal resources
and hope among individuals with disabilities will be presented in the next
sections.

People with SLD and ADHD face many developmental challenges. These
highly prevalent neurodevelopmental disorders affect a person’s academic,
social, emotional, and occupational domains throughout life (American
Psychiatric Association, 2013; Crisci et al., 2021). People with these condi-
tions are often easily distracted and forgetful, face academic difficulties, and
may experience emotional and social struggles (Al-Yagon & Margalit, 2018;
Bishop et al., 2019; Lee et al., 2016). Considering these ongoing challenges,
it is not surprising that children and adolescents with SLD reported lower lev-
els of hope in studies that compared them to their typically developing peers
in various age groups, from elementary school children to college students
(Mana et al., 2021). These lower levels of hope are predicted by the person’s
personal resources, such as their SOC and academic self-efficacy (Al-Yagon
& Margalit, 2018). Nevertheless, individuals with SLD who reported higher
levels of hope also reported higher levels of academic competence and well-
being (Levi et al., 2013).

Similarly, among people with intellectual disability, the significance of
hope has also been demonstrated. People with intellectual disability expe-
rience many challenges during their transition from school to community
life and work. In a study of 120 adults with intellectual disability, Santilli
et al. (2021) found that participants’ levels of hope predicted their life sat-
isfaction. A five-year longitudinal study that involved young adults with
intellectual disability during their transition from school to post-school life
showed the predictive role of social support from family, friends, and teach-
ers with regard to young adults’ increased levels of hope and increased life
satisfaction (Al-Yagon et al., 2020). In this study, developmental changes
were observed. In the first year of the study, the contribution of family
support was identified as a major predictor of the youngsters’ levels of
hope. Yet, four years after, the support of friends became more pronounced
in predicting levels of hope. These results reflect typical developmental
changes in the lives of young adults with and without disabilities, whose
well-being shifts from reliance on their families’ support to the development
of meaningful social relationships with their peers. However, levels of hope
continued to function as an important source of well-being (Al-Yagon et al.,
2020). These outcomes emphasized the importance of hope for individu-
als with different disabilities and also call for examining the relationships
among hope and additional intra- and interpersonal sources of strengths and
resilience.
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Sense of Coherence (SOC) and Hope
SOC is considered

a global orientation that expresses the extent to which one has a pervasive,
enduring, though dynamic, feeling of confidence that one’s internal and exter-
nal environments are predictable and that there is a high probability that things
will work out as well as can reasonably be expected. (Antonovsky, 1979, p.
123)

The construct reflects the individuals’ experience during current situa-
tions and their relationship with their past history. SOC is considered a
personal resource that enables individuals to cope effectively with various
stress situations (Pérez-Wilson et al., 2021). SOC includes three interacting
main components: comprehensibility, manageability, and meaningfulness
(Antonovsky, 1987). Comprehensibility is the cognitive component of SOC
that manifests the person’s understanding of themselves and their surround-
ings. Manageability refers to a person’s belief that they have the resources to
cope with challenges effectively. Meaningfulness represents the motivational
component of SOC. Individuals with a strong SOC are more likely to believe
that the sources of stress are explicable. They have confidence in their coping
abilities and the motivation to overcome the distress (Antonovsky, 1996).

The relationship between SOC and hope has been widely demonstrated
in previous studies (Mittelmark et al., 2017). Research in different cultures
has demonstrated that SOC and hope are complementary but independent
resources for coping with stress situations (Braun-Lewensohn et al., 2017). In
addition, when their relationship was examined, it was determined in several
studies that higher SOC was a predictor of higher levels of hope in different
age groups, including adolescents (Braun-Lewensohn, 2016) and older adults
(Lin et al., 2021).

Research on SOC among children, adolescents, and young adults with
SLD reported consistently lower SOC and lower hope levels than for their
nondisabled peers (Lackaye & Margalit, 2006; Sharabi et al., 2012, 2016).
Still, individual differences were clearly noticed, and college students with
SLD who reported higher SOC did not differ in hope levels from their peers.
In addition, hope and SOC mediated the relationship between disability
impacts and academic self-efficacy (Ben-Naim et al., 2017). Thus, research
has demonstrated the important role of hope and SOC in effectively coping
with distress. During the Covid-19 pandemic, research showed that higher
hope and higher SOC predicted lower symptoms of distress across cultures
(Braun-Lewensohn et al., 2021). Because the foundations of the development
of hope and SOC can be established in the early stages of child development,
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research has focused attention on the attachment processes of children with
disabilities.

Attachment and Hope

Attachment Theory extends the understanding of the sources of social dif-
ficulties experienced by people with disabilities and their relationship with
hope (Al-Yagon, 2018; Bowlby, 1988). According to Attachment Theory,
infants develop a specific and enduring relationship with their primary care-
taker, typically their mother, during early developmental stages. Attachment
Theory posits that infants internalize the quality of these interactions into
“internal working models of attachment,” which are mental representations
of the relationships among significant others and the child. During develop-
ment, these mental representations (i.e., secure, avoidant, anxious, or disor-
ganized) lead to interpretive filters that continue to guide the child’s beliefs
and expectations about the social world through development, manifesting in
later years in interpersonal relationships as well as intrapersonal formation
(Mikulincer & Shaver, 2019). The process of developing a secure base from
which one may venture forth, explore, and develop hope begins in infancy
and continues throughout the developmental years. Thus, parental behaviors
aimed at providing support to the child are vital for instilling the foundations
for the emergence of hope (Shorey et al., 2018). Consequently, secure attach-
ment has an impact on the development of a hopeful disposition that will be
carried forward into adolescence and adulthood and support positive mental
health outcomes (Snyder, 2002).

Research with children with ADHD and/or SLD revealed higher levels of
insecure attachment and lower levels of hope when compared to their non-
disabled peers. These children’s basic executive function difficulties (Crisci
et al., 2021) affected the establishment of early attachment interrelations.
Thus, they perceived themselves as having lower pathway thinking (i.e., strat-
egies for attaining goals), reduced agency thinking (i.e., capacity to initiate
and sustain movement along the chosen pathways), and lower investment of
effort (as indicated by intensity in and persistence with engagement in task
accomplishment). Even when levels of scholastic grades were controlled so
that the lower hope could not be attributed to difficulties in academic achieve-
ments, these children’s lower hope levels remained throughout development
(Al-Yagon, 2007, 2012; Lackaye & Margalit, 2006). Research has shown,
however, the protective quality of social relations, and specifically social sup-
port from different sources (e.g., family, teachers, and friends), in minimizing
negative developmental outcomes (Schei et al., 2018). For example, a recent
study of hope and social support among Chinese children with ADHD (Ma
et al., 2020) demonstrated that social support from families, teachers, and
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friends predicted higher hope levels. These results focused attention on the
significance of social support for the development of hopeful beliefs.

Social Support and Hope

Social support consists of social relationships that can provide material and
interpersonal resources of value to the recipient. Social support includes three
categories: (1) social connectedness or social embeddedness; (2) actual or
enacted social support; and (3) perceived social support (Lopez & Cooper,
2011). The concept of social connectedness refers to the quantity and quality
of interpersonal connections that an individual has with others, including both
formal and informal social relationships such as family members, friends, and
teachers. Studies of social supports have examined several structural aspects
of support, including the number of sources of support and the qualitative
nature of the various relationships within an individual’s social network, such
as one’s satisfaction with supportive social relationships.

The third category, perceived social support, refers to the individual’s
cognitive appraisal of the social support requested to promote effective cop-
ing and reduce the negative effects of stress on outcomes. Despite some
methodological concerns about potential self-reporting biases of respondents,
measures of perceived social support typically have the strongest relationship
from among the three categories of social support with measures of hope and
reduced stress, as well as with measures of improved well-being (Melrose
et al., 2015). Research has consistently reported that perceived social support
predicts hopeful thinking, positive experiences, and feelings of self-worth
(Bryson & Bogart, 2020). Bryson and Bogart proposed a model hypothesiz-
ing that social supports facilitate a recipient’s coping, which then reduces the
negative effects of stress on that individual’s well-being. Even in the absence
of actual support being provided, a person’s perceived availability of social
support has been shown to reduce the negative impact of stress on their well-
being and influenced positive outcomes, such as hope, health, and well-being
(Bryson & Bogart, 2020).

The importance of social support has been emphasized in disability
research and studies have demonstrated its buffering role in and its capacity
to predict effective coping (Carawan et al., 2016; Chwalisz & Vaux, 2000;
Nalavany & Carawan, 2012). Social support has been identified as a major
protective factor in preventing mental health problems and as a major con-
tributor to a more positive QOL for people with various disabilities and their
families (Lippold & Burns, 2009). In a study of children at risk for disability,
children with low levels of hope had more externalizing and internalizing
behavior problems. In addition, children who reported less perceived social
support had also more externalizing behavior problems (Hagen et al., 2005).
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The results of this study illustrated the combined value of social support and
hope. Indeed, hope and social support had higher positive correlations. In
addition, children who experienced more social support and hope had fewer
externalizing and internalizing behavior problems (Hagen et al., 2005). It is
not clear if being hopeful enabled these children to benefit more from the
social support or if the experience of social support enhanced their hope.

Hope and Academic Achievements

The reciprocal relations between hope and academic achievement have
been widely studied and students with high hope often obtain higher grades
(Marques et al., 2017). Research has found that hope served an important
protective role during stressful periods due to challenging academic tasks or
frustrating social situations. Students with high levels of hope reported suc-
cessful progress in their academic goal attainment regardless of the intensity
of their emotional distress and difficulties (Moss-Pech et al., 2021). Indeed,
academic tasks present significant challenges to students with development
disabilities, but social support and hope predicted their more positive aca-
demic competence and achievements (Bryce et al., 2020). For example, a
recent longitudinal study examined the reciprocal relationship between hope
and academic achievement in a sample of Chinese elementary school students
(Chen et al., 2020). Results showed the interrelations between hope and aca-
demic achievements across three semesters among 949 elementary school
students. Similarly, in a different culture, a longitudinal study of adolescents’
hopes and academic achievements found that hope predicted not only aca-
demic achievement and school engagement but also the students’” well-being
and reduced anxiety levels (Bryce et al., 2020).

The transition periods in education are especially challenging for students
with disabilities. Transition to college has often elicited excitement as well
as elevated stress, especially for students with SLD and ADHD who may
encounter renewed social and academic difficulties. Feldman et al. (2016)
studied students with and without SLD during the first month of college,
exploring the links between SLD status and two outcomes: loneliness/social
isolation and academic self-efficacy. The results indicated that, as expected,
SLD status predicted lower levels of academic self-efficacy and increased
loneliness and social alienation, while emphasizing the important role of
hope. Accordingly, students with SLD who reported higher levels of hope
conveyed more confidence in their academic opportunities as well as reduced
social distress and loneliness (Feldman et al., 2016). In addition, higher hope
levels enabled individuals to benefit more from support provisions in college.
Also, students with disabilities who reported higher levels of hope were more
open and ready to take advantages of available assistive technology, and this
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type of support further contributed to their well-being (Heiman & Shemesh,
2012).

To successfully meet the academic demands of universities and colleges,
students with SLD and ADHD often benefit from learning and testing accom-
modations. These accommodations are external resources that are offered to
students with disabilities to help them overcome the barriers and difficulties
they face due to their disabilities and to enable them to demonstrate their
knowledge (Margalit, 2018). Universities and colleges around the world
provide support in addition to academic and testing accommodations, such
as academic and emotional assistance from university-based support centers
and disability services. In a study of 2,113 college students in various univer-
sities and colleges in Israel, 668 students with SLD, and 703 students with
ADHD were compared with their nondisabled peers. These two subgroups of
students with disabilities had lower hope levels and lower academic compe-
tency (Mana et al., 2021). Indeed, although the academic supports provided
were expected to support these students, many of them with low hope felt
that these supports did not provide any meaningful help. At the same time,
high levels of hope seemed to enhance student benefit from social and insti-
tutional support, and to reach higher levels of academic achievement (Mana
et al., 2021). This meaningful advantage of being hopeful is not limited to
individuals with disabilities but also has been found in research on families.

Families of Individuals with Disabilities and Hope

The importance of the hope construct for understanding coping of caretak-
ers of children with disabilities has been a focus of research. Raising a child
with a disability can be a life-changing experience that affects the parents’
well-being, future expectations, and life satisfaction. Hopeful thinking may
positively impact parents’ beliefs and values about their child’s disability and
alter their life priorities. Research has established that hopeful parents modify
their world views concerning living with a disability as well as changing
future expectations for the child and the family. Thus, for example, parents
of children with Down syndrome highlighted the significance of hope in
their well-being. They portrayed the enabling impact of hopeful beliefs that
resulted in increased awareness to varied positive possibilities for the future
development of their children (Benderix et al., 2006; King et al., 2006).
Parental realization that their child has exceptional support needs is often
considered emotionally challenging. Participation in an early intervention
program for infants with developmental delays and intellectual disability (0-2
years) may be construed as an emotionally demanding situation for moth-
ers and fathers who have only just realized that their infant has a disability.
In a study that followed 111 Israeli mothers who participated in an early
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intervention program, the mothers’ hopeful thinking was predicted by their
personal strength in terms of their SOC, as well as by the social support from
their families and from the agency that provided the program. Accordingly,
mothers with higher levels of SOC were better able to cope with the extended
day-to-day demands of caregiving and reported higher levels of hope for the
future (Einav et al., 2012).

Many times, mothers of children with developmental disabilities have
reported decreased life satisfaction and lower levels of well-being (Schmidt
et al., 2017). Their increased needs for counseling, support, and help were
related to their sense of entitlement (George-Levi & Laslo-Roth, 2021). This
belief involves their expectation that others, including friends and public
institutions, should fulfill and support their needs and the needs of their
children. A recent study emphasized the importance of hope in relation to a
sense of entitlement. Mothers who reported higher entitlement levels experi-
enced decreased life satisfaction when their hope was low. Yet, entitlement
was positively related to life satisfaction when mothers’ hope was high.
Therefore, entitlement can act either as a resource or as a risk factor for life
satisfaction, depending on hope levels (George-Levi & Laslo-Roth, 2021).

To further clarify the comparisons between levels of hope experienced by
mothers of children with different disabilities, levels of hope of a group of
199 mothers of children with autism were compared with those of a group
of 60 mothers of children with Down syndrome. The group of mothers of
children with autism reported lower levels of hope than mothers of children
with Down syndrome. However, within the group of mothers of children
with autism, the subgroup of mothers of children with more capacity reported
higher levels of hope and lower levels of worry (Ogston et al., 2011). In a
study of parents of children with and without intellectual disability, lower
levels of hope were related to lower resilience levels (Sarigam et al., 2020).
Thus, higher support needs of children and higher caregiving needs impacted
parents’ well-being and their hope levels. Individual differences in levels of
hope were related to the combined impact of parental demands and parental
strengths, as well as to emotional attitudes and distress.

Differences were also noticed when hope levels of fathers and mothers
were compared. Lower levels of maternal hope together with elevated child
behavior problems predicted increased maternal depression. For fathers, on
the other hand, anxiety and depression were predicted only by low hope
agency, not by hope pathways (Lloyd & Hastings, 2009). It seems that since
fathers were less involved in the day-to-day caregiving of the child, their
distress was expressed in the motivational aspect of hope.

According to Snyder (2002), hope is a learned skill that is taught through
the socialization in families during childhood. Hope, as an individual
difference, develops over time as we learn the links between our goals,
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actions, and successes. Thus, the personal history of goal pursuit during
growth leads to a stable sense of hope (Cheavens & Guter, 2018). However,
since hope is considered an acquired skill, and as its significance has been
demonstrated in many studies, it is not surprising that numerous research-
ers focused effort on the development of hope therapy and intervention
programs.

Intervention Directions

Based upon the recognition of the beneficial value of hope, several interven-
tion programs have been developed. These hope interventions are predicated
on the belief that helping people to increase their hope will result in the acqui-
sition of goal-setting, pathway, and agency skills that can be advantageous
when coping with stressors or during challenging periods across life domains.
Different populations have been the target of these interventions, including
college students, community members, women in labor, and elderly and sick
people (Bernardo, 2020; Cheavens & Guter, 2018; Duggleby et al., 2007;
Feldman et al., 2015; Feldman & Dreher, 2012; Herth, 2000; Samavi et al.,
2019). The results from these studies provide evidence that when afforded
hope interventions, individuals may acquire increased levels of hope.

Hope interventions have been shown to provide participants with pathways
skills (Cheavens & Guter, 2018). Participants learn to generate multiple
workable routes to achieving a goal, anticipating and planning to get around
obstacles, and evaluating pathways in terms of likelihood of success, costs to
enact, and progress over the course of the goal pursuit. To promote agency
skills, participants have been trained in cognitive-behavioral strategies, tar-
geting goal-relevant self-talk, mental contrasting and focusing on thoughts,
and visual simulations as factors that may activate motivation (Sevincer et al.,
2018).

Generally, hope interventions have been found to be beneficial for stu-
dents in general education (Cheavens et al., 2006; Rosenstreich et al.,
2015). However, only a few studies have examined the applicability of hope
interventions for students with SLD. For example, in a study that compared
the impact of a focused hope intervention among college students with and
without SLD, both groups reported an enhanced level of hope and optimism
immediately after the intervention, as well as lower loneliness distress.
However, after a month, the students with SLD returned to baseline levels
of hope and loneliness (Rosenstreich et al., 2015). The results of this pilot
study emphasized the need to plan for maintenance procedures to support the
newly learned skills. In line with research on the beneficial value of hope for
individuals with disabilities and their parents, future controlled interventions
are needed, adapted to the unique needs of individuals with disabilities and
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their caretakers, with more extended procedures, and planned maintenance
procedures.

CONCLUSIONS, IMPLICATIONS,
AND FUTURE DIRECTION

In conclusion, moving from a deficits model of disability to enabling models,
research has demonstrated the significance of the hope construct. Its value
as a predictor of well-being and success in various areas for people with
and without disabilities has been demonstrated in many domains. The pres-
ence of a disability may challenge the well-being and the life satisfaction
of people with disabilities and their families. However, hopeful beliefs may
empower people while supporting the shift from a “deficit disability model”
to the awareness of a comprehensive model of individual differences. In
addition, research has shown that both personal strengths, such as SOC, and
interpersonal resources, such as social support, predict higher levels of hope,
leading to well-being and academic success. Also, not only a person’s hope
but also the hope of parents and teachers has a significant role in predicting
accomplishments and life satisfaction. Future studies need to further examine
the mechanisms of hope that activate competence and personal resources.
Comprehensive examinations are needed to identify the processes by which
hope serves a buffering role of coping with stressful situations and examining
the empowering role embraced by high hope people (Kelberer et al., 2018;
Yeung et al., 2015).

Since the importance of hope for individuals and families has been previ-
ously demonstrated and intervention programs have shown that hope can
be learned, future studies need to target interventions planned explicitly for
people with disabilities, focusing not only on the person but also on their
parents and teachers (Lopez et al., 2010). Hope Theory as an intervention
strategy has a unique value not only for the individuals with disabilities but
also for the professional development processes—encouraging professionals
to embrace hope and future perspectives thinking. This may also support
the move from “disability models” to “enabling and activating models” that
support the appreciation of individual differences in effectively coping with
barriers. Therefore, there is a need to examine in-depth the value of imple-
menting the language of hope in supporting developmental processes. In line
with Hope Theory, a focus on identifying future goals, considering possible
barriers, and planning detailed paths may introduce an additional meaningful
aspect to current intervention programs. Future studies may explore these
options and assess their impact.
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Chapter 8

Resilience, Disability, and
Intrapersonal Factors Viewed
through the Lens of Rehabilitation
Psychology’s Foundational Principles

Dana S. Dunn

In his influential Essays, Michel de Montaigne (2009) observed that “he who
fears he shall suffer, already suffers what he fears” (p. 1950). In other words,
the psychosocial toll of fear associated with pain and illness may precede any
actual suffering—but the consequence may be the same. Yet we know that
resilient individuals suffer less or very little compared to others, and they
often emerge from their experience not only intact but stronger than before.

Still, psychosocial resilience—the ability to adapt to and spring back from
adversity—remains something of a puzzle. Most people (about two-thirds)
who encounter serious challenges—natural disasters, horrific accidents,
personal trauma, disabling events—seem to overcome the odds while others
experience dysfunction (e.g., Bonnano & Diminich, 2013; Galatzer-Levy
et al., 2018). That is, unlike the imagined but fearful person in Montaigne’s
observation, resilient individuals display adaptive reactions to otherwise
adverse situations and upsetting life events (e.g., Masten, 2007; Masten et al.,
2009). In effect, most people cope with their travails and often emerge stron-
ger afterward. However, resilient people differ from less resilient individuals
in terms of how they appraise, understand, and cope with stress. When facing
a stressor, they express greater acceptance and perceive less threat than their
less-hardy counterparts. Similarly, their coping efforts are more active, show-
ing greater efficacy than those with other patterns of adjustment (e.g., Quale
& Shank, 2010).

Resilience is often erroneously portrayed as a personality trait, charac-
teristic, or attribute, but evidence indicates that it is best conceived of as a
dynamic process that occurs across different conceptual levels of analysis
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within a given individual (Bonanno, 2012). A chief problem with psycho-
logical resilience is that it means many different things in diverse contexts
(Bonanno et al., 2015). As a strengths-based process and response, however,
resilience is also a representative construct linked to positive psychology
(e.g., Peterson & Seligman, 2004), the study of how such strengths can be
leveraged to help people flourish and be successful (i.e., experiencing high
levels of well-being) in their daily lives (e.g., Csikszentmihalyi & Nakamura,
2011; Lopez & Snyder, 2009; Snyder et al., 2021). Appropriate applications
of resilience as a positive, strength-based approach afford investigators the
opportunity to examine its beneficial influence among various subpopula-
tions, including people with disabilities.

Disabled individuals—people with either one or more congenital or
acquired disabilities and possibly some accompanying comorbidities—can
respond to their particular circumstances with resilience. However, at pres-
ent, there is less focused research available on resilience and its relation
to disability (Terrill et al., 2019). The goal of this chapter is to explore
resilient responses to disability as potential positive psychological personal
factors tied to the World Health Organization’s International Classification
of Functioning, Disability, and Health Model (World Health Organization,
2001), a milestone effort that appeared around the same time as the new field
of positive psychology gained academic traction (see chapter 1, this vol-
ume). Within this positive model, disability is not due to the presence of an
impairment itself, but results from the interaction among personal and envi-
ronmental factors that mediate the impact of the impairment—positively or
negatively—on a person’s activity and participation in everyday life. The ICF
Model also suggested that resilience is an intrapersonal factor—a positive
quality that resides in or is developed by many disabled people. However,
research examining the social psychology of disability (e.g., Dunn, 2015;
Wright, 1983) also posits that resilience can result, in part, from situational
factors, as when something outside the person that interacts with or perhaps
triggers an individual’s personal qualities to react.

In this chapter, I briefly review the four typical trajectories of disruption
in normal function usually observed following trauma, and then consider
laypersons’ perspectives on resilience. I then review the role and potential
of rehabilitation psychology’s Foundational Principles (Bentley et al., 2019;
Dunn et al., 2016) for fostering resilience. These principles were drawn from
the pioneering work of Beatrice A. Wright (1983) and other rehabilitation
psychologists who promoted social psychologically grounded responses
to disability, which served as precursors to many related ideas in today’s
positive psychology (e.g., Dunn & Brody, 2008; Dunn & Dougherty, 2005).
These seven principles can serve as a lens for examining both intrapersonal
and situational factors linked to resilience and disability, just as they can
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promote resilient responses to disability. I conclude the chapter by consid-
ering how both disabled and nondisabled people can use the principles to
understand and promote resilient responses to disability.

We now consider the common trajectories of response to traumatic experi-
ences, including resilience, the modal response.

TRAJECTORIES OF RESPONSE TO TRAUMA:
RESILIENCE OCCURS FREQUENTLY

Research conducted by George Bonanno and colleagues (e.g., Bonanno &
Diminich, 2013; Bonanno et al., 2012; Bonanno & Mancini, 2010; Morin
et al., 2017) demonstrated that resilience is a relatively common response to
trauma and that individuals’ coping styles are not uniform—they vary consid-
erably from one another (e.g., Galatzer-Levy & Bonanno, 2016). The study
of resilience following disasters (e.g., flooding, terrorist attacks, hurricanes,
war), for example, indicates these potentially traumatic events (PTEs) yield
a variety of responses—from extreme distress to active and constructive
coping. We may assume that many acquired disabilities rather than congeni-
tal disabilities are likely linked to PTEs, and that individual differences in
response adhere to empirically observed trajectories from other contexts.

Bonanno and Gupta (2012) demonstrated that individual variability can
be captured by four prototypical trajectories: chronic dysfunction, delayed
reactions, resilience, and recovery (see also, Bonanno, 2004). Relatively
few people who experience a PTE display chronic pathological reactions
(e.g., about 5% to 10% of affected individual display posttraumatic stress
disorder [PTSD]; Kessler et al., 1995). Higher levels of PTSD and other
forms of psychopathology can occur when experience of the stressor is pro-
longed (Bonanno & Gupta). Delayed responses to traumatic events occur (in
approximately 5% to 10% of cases) when symptoms begin to become more
problematic across time, thereby representing subthreshold psychopathology.
Recovery is also a response that is distinct from resilience, which, as already
noted, tends to be the modal trajectory.

Although scientific perspectives on resilience and disability are important,
we must also not overlook how resilience is construed in the popular mind.
Hence, we turn to a comparison of lay perspectives on these topics.

LAY PERSPECTIVES ON RESILIENT
RESPONSES TO DISABILITY

What we might call the lay or even naive perspective of resilience and disabil-
ity is apt to be familiar to many readers: a nondisabled individual observes a
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disabled person performing an everyday task, such as shopping and navigat-
ing the aisles of a grocery store. The nondisabled observer is struck by the
fact that the disabled person can do her own grocery shopping. Indeed, the
disabled person is then perceived by the observer to have hidden strengths of
will that allow her to overcome her impairments. These strengths of will are
often seen as being representative of possessing resilience, resilient qualities,
or even having a resilient personality. The important part where social per-
ception is concerned is that the perceived attributes are tied ineffably to the
person; that is, they are seen as (possibly unique) personal or dispositional
factors. While the witnessed behavior may denote resilience per se, the source
of the resilience may be more complex than is recognized by the observer.

Put another way, resilient behavior is tied to personal factors held by the
disabled individual. However, the origin of these personal qualities is not
likely to have originated entirely in the person; rather, some aspects of the
environment—other people, situational factors, the life circumstances of
the individual, past experiences, rehabilitation regimens, and so forth—may
have also shaped and prompted the resilient responses. Observers are often
unaware of this reality and end up falling prey to any number of psychosocial
biases tied to disability (e.g., Dunn, 2019b), such as the fundamental attribu-
tion error (Ross, 1977) or confirmation bias (e.g., Nickerson, 1998). In the
former case, observers attribute the cause of the disabled person’s behavior
to dispositional factors (i.e., personality traits) while ignoring any situational
influences. Where the latter is concerned, observers search for supporting
evidence in biased ways, generally avoiding attending to information that
is inconsistent with their expectations (i.e., any non-resilient behaviors are
ignored; see Dunn [2019b] for more detail on either bias).

Why does this matter? Because similar to many lay people, social and
rehabilitation psychologists can presume that resilient responses—or the lack
thereof—are due to the person and their character or personal qualities—and
not other factors, including situational ones, that influence or interact with
those qualities. It is important to remember that the study of resilience has
sometimes been stymied by the fact that researchers discover that some peo-
ple remain resilient in the face of loss or trauma while similar others fold and
fail to thrive in the same circumstance. Thus, the actual and important factors
that trigger intrapersonal resilience may be missed in any resulting analysis.

Another reason lay perspectives on resilience matter is that they may be
overly simplistic, so that casual observers may assume that a person facing a
challenging life circumstance, such as an acquired physical disability, may be
urged to develop resilient qualities. Such “encouragement” is likely another
form of ableism or prejudiced attitudes and discriminatory beliefs that favor
nondisabled persons (Bogart & Dunn, 2019; Nario-Redmond, 2020). For
example, people can be told they can be resilient by “being hopeful where
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their future is concerned” or “keep problems in a proper perspective”—such
advice is intended as helpful but may not be when the current experience is
a traumatic one. The disabled person may be regaled with well-intentioned
platitudes such as “winners never quit and quitters never win” or “look
at your abilities, not your disabilities” (e.g., Pulrang, 2018). Motivational
memes can fit here as well, where “Don’t make excuses!” or the similar cap-
tions a photo or image of a disabled individual doing something unexpected,
like playing wheelchair basketball or running a marathon using running
blades. At times, these simplistic messages about resilience come close to
serving as a form of “inspiration porn,” classified as attempted portrayals of
people with disabilities as inspiring or motivating by living their lives despite
having a disability (e.g., Young, 2012). Being placed on a pedestal due to dis-
ability objectifies disabled people for the benefit of nondisabled individuals
(see also, Grue, 2016).

To be fair, in their taxonomy of character strengths and virtues, Peterson
and Seligman (2004) claimed that individuals could acquire new beneficial
personal qualities—in effect, character can be cultivated—Dby learning and
demonstrating them behaviorally. In other words, people could develop
positive personal qualities through their own efforts, an intriguing perspec-
tive that is at odds with much of the traditional research on personality, which
rarely posits the origins or development of traits (Funder, 2019). Resilience
is discussed but not highlighted as a particular strength in the character
strengths taxonomy, though related constructs like bravery and persistence
are classified as strengths of courage (see Peterson & Seligman, 2004).

Besides appearing in response to trauma, resilience is also a response to
professional rehabilitation efforts or interventions. We now highlight how
rehabilitation psychology’s Foundational Principles can elicit resilience
among disabled persons.

THE FOUNDATIONAL PRINCIPLES,
RESILIENCE, AND DISABILITY

The field of Rehabilitation Psychology has codified a group of Foundational
Principles that are grounded in clinical and practice efforts as well as the
social psychology of disability. These principles are drawn from the work of
social psychologist Kurt Lewin, his student Beatrice A. Wright, and her col-
leagues (e.g., Roger Barker, Tamara Dembo), who founded and shaped the
field of rehabilitation psychology. The Foundational Principles, which are
listed and defined in table 8.1, include (a) the person-environment relation, (b)
the insider-outsider distinction, (c) adjustment to disability, (d) psychological
assets, (e) self-perception of bodily states, and (f) human dignity (see Bentley
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Table 8.1 The Foundational Principles of Rehabilitation Psychology
Principle Definition

Person-Environment
Relation

Insider-Outsider
Distinction

Adjustment to Disability

Psychological Assets

Self-Perception of Bodily
States

Human Dignity

Advocacy Efforts

Attributions about people with disabilities tend to focus
on presumed dispositional rather than available
situational characteristics. Environmental constraints
usually matter more than personality factors to living
with a disability.

People with disabilities (insiders) know what life with a
chronic condition is like (e.g., sometimes challenging
but usually manageable), whereas casual observers
(outsiders) who lack relevant experience presume
that disability is defining, all encompassing, and
decidedly negative.

Coping with a disability or chronic illness is an
ongoing dynamic process, one dependent on making
constructive changes to the social and physical
environment.

People with disabilities possess or can acquire personal
or psychological qualities that can ameliorate
challenges posed by disability and also enrich daily
living.

Experience of bodily states (e.g., pain, fatigue, distress)
is based on people’s perceptions of the phenomena,
not exclusively the actual sensations. Changing
attitudes, expectations, or environmental conditions
can constructively alter perceptions.

Regardless of the source or severity of a disability or
chronic health condition, all people deserve respect
and encouragement and to be treated with dignity.

Advocacy efforts aimed at promoting the health and
well-being of disabled individuals are important.
Such efforts should be made by disabled people
themselves as well as their allies (e.g., family, friends,
medical and rehabilitation professionals).

Source: The first six principles are from Dunn, Ehde, and Wegener (2016, p. 2), while the seventh principle
originated in the present chapter.

et al., 2019; Dunn et al., 2016, 2021b). Advocacy, including self-advocacy
by people with disabilities and that conducted by allies, is also considered to
be an additional and important principle (see table 8.1; Dunn et al., 2021a).
These principles can help disabled persons develop a positive disability iden-
tity while also promoting or maintaining resilience when encountering obsta-
cles and challenges linked to disability. (For their part, nondisabled people
can reduce their ableist beliefs and become allies by becoming familiar with
the Foundational Principles.) Each of the principles will be further defined
and related research representing resilience will be discussed in this chapter.
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The Person-Environment Relation

Assumptions about people with disabilities and their behavior generally focus
on presumed dispositional characteristics rather than influential situational
factors (e.g., Dunn, 2015, 2019a). When it comes to living with a disability,
environmental constraints usually trump personality traits or related qualities.
Of course, both personal and situational factors matter; however, Kurt Lewin
(1935) argued that the interaction between the two sources is what leads to
actual behavior (see also, Lewin, 1948/1997), including resilient behavior.
This subtle but important point indicates the important role that the person—
environment interaction plays in the daily lives of disabled persons, just as it
is also relevant to the other six Foundational Principles. Resilient behavioral
responses are hypothesized to result from an individual’s personal qualities
(e.g., prior experiences, expectations) and the influence of situation (i.e.,
stressful circumstance, nature of the threat, availability of social support).
Rehabilitation professionals recognize that the relationship between the per-
son and the environment can constructively shape social, psychological, and
practical opportunities for people with disabilities as they navigate their daily
lives (see also, Bentley et al., 2019). This principle is also inexorably tied to
the next one, the insider-outsider distinction.

The Insider-Outsider Distinction

Although people with disabilities know what living with a disability is like,
nondisabled observers often presume that they do, as well. Dembo (1964,
1982) referred to this as the insider-outsider distinction, where the former
(insiders) know disability intimately and the latter (outsiders) imagine what
disability might or even must be like (generally, disability is viewed nega-
tively, as a serious disruption to daily living, and as wholly defining of the
person’s experience). This biased perspective ignores the fact that disability
is one personal quality among many, just as its presence neither predicts nor
precludes favorable levels of well-being or quality of life. Insiders know that
disability only becomes a preoccupation when it is made salient by other
people (usually outsiders) or situational constraints (e.g., accessibility issues),
and that it also serves as a positive part of people’s identities (e.g., Dunn,
2015).

Certainly, insiders recognize that any resilient responses on their part
aimed at ameliorating stressors or threats are not necessarily affected by their
disabilities. Just as resilient responses may emerge from disabling experi-
ences, they may also occur independent of them and in response to other
intrapersonal or even situational factors. In contrast, outsiders need to be de-
biased; that is, educated about insiders’ actual experiences and perspectives.
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At the same time, any resilient reactions made by insiders should be presented
as normative (i.e., as the work of Bonanno and colleagues has demonstrated;
see, for example, Bonnano et al., 2012) rather than extraordinary. And as
Bentley and colleagues (2019) suggested, rehabilitation professionals and
other health-care providers are not immune from adopting outsider views;
they, too, need to be reminded that intrapersonal factors that influence insid-
ers’ resilience are dynamic. As noted earlier, many naive observers may
attribute exhibited resilience in a disabled individual or its apparent absence
to dispositional factors when the actual cause may be more complex. This
realization is also important for appreciating any process of adjustment to
disability.

Adjustment to Disability

Coping with a disability or chronic illness is an ongoing dynamic process, one
dependent on making constructive changes to the social and physical environ-
ment (see chapter 4, this volume). At the same time, successfully navigating
the social and physical worlds also can be accomplished by relying on some
intrapersonal factors. In a review of research linking resilience and disability,
Terrill et al. (2019) identified several intrapersonal factors that can promote
adjustment to disability. These factors include positive emotions, styles of
coping, making meaning (i.e., seeing significance in daily life, finding a sense
of purpose), optimism, and the situation-specific construct, self-efficacy. We
will review each factor briefly in turn.

Positive Emotions

Stress or even distress is identified as a normal emotional response tied to
acquired disabilities, including spinal cord injury (SCI) and amputation.
Resilience is usually marked by a mix of or a balance among negative and
positive emotions. Though the former outnumber the latter, positive emo-
tions, including happiness, joy, and enthusiasm, entail relatively intense
feelings that are of short duration (though people can prolong them through
particular behavioral choices, such as helping others). In the broaden-and-
build model, Fredrickson (2001; Tugade & Fredrickson, 2004) theorized and
demonstrated that positive emotions can broaden a person’s thought-action
repertoire, which leads to greater behavioral flexibility that, across time,
develops personal resources and close social bonds, and promotes physical
health (Garland et al., 2010). The upshot, then, is that positive emotional
states can serve as one of the foundations for resilience (Terrill et al., 2019)
and that they can further build resilience (Fredrickson et al., 2008; Tugade &
Fredrickson, 2007).
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Evidence demonstrates that favorable emotions are associated with
reduced cardiovascular risks, improved functional outcomes following acute
medical interventions, and better survival rates (see, for example, Chida &
Steptoe, 2008). Where disability is concerned, positive emotions are found to
coincide with less perceived pain, enhanced functional status, greater partici-
pation in social events, a higher quality of life, and lowered risk for acquiring
new disabilities (e.g., stroke, SCI, multiple sclerosis, among other chronic
health conditions linked to aging; Alschuler et al., 2016; Berges et al., 2011,
2012; Fisher et al., 2004; Ostir et al., 2004; van Leeuwen et al., 2012; Zautra
et al., 2005).

Styles of Coping

How do individuals habitually handle stressors? Styles of coping are linked
to resilience but serve in a more immediate capacity, as the latter develops
as time unfolds. Yet, some styles of coping do represent resilient responses.
Approach-based coping, an active coping style associated with adaptive
reactions to SCI, entails people making direct efforts to address or deal with
relevant problems (e.g., Pollard & Kennedy, 2007). Pragmatic coping, which
is focused and goal-oriented, is marked by “doing whatever is necessary” to
counter particular stressors (e.g., Mancini & Bonanno, 2006). Flexible coping
is a style where individuals have the skill to match optimal coping strategies
to situational demands (Cheng, Lau, & Chan, 2014). Terrill and colleagues
(2019) offered a potentially important summary observation regarding these
styles of coping: although these realistic forms of coping are often linked to
negative qualities (such as inflexible personalities) and appearing to “cope
ugly” (see Bonanno, 2009), they nonetheless account for highly favorable
adjustment to loss, disability, and related traumatic events.

Making or Finding Meaning

Another form of resilience is represented as finding some positive or higher
meaning associated with an otherwise negative or even traumatic event.
Indeed, some individuals find meaning or see significance in adverse events,
which in turn can promote adjustment and adaptation (e.g., Dunn, 1994; see
also, Dunn, 1996, where people with congenital or acquired amputations
who found meaning reported high levels of well-being and lower levels
of depression). Meaning can manifest itself in a variety of ways, including
posttraumatic growth, accepting the life changing event, and integrating the
experience’s meaning into one’s identity (e.g., Park, 2010). Some people find
meaning by seeing or redefining their purpose-in-life (e.g., pursuing goals or
objectives that provide future direction; Ryff, 1989). Acquiring a purpose-in-
life orientation has been linked with favorable adjustment to SCI (Thompson
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et al., 2003) and to increased life satisfaction and positive emotions among
individuals who have multiple sclerosis (MS) (Packenham, 2007). Of course,
people who experience acquired disability or other chronic health problems
should not be urged or coached to find meaning or other purpose in what has
happened to them; rather, they should come to such realizations or conclu-
sions on their own (Dunn, Uswatte, & Elliott, 2021b).

Optimism

Optimism is both dispositional, that is, predicated on holding favorable future
outcome expectancies (e.g., Bouchard et al., 2019), and also a habitual way of
explaining the occurrence of positive and negative events (e.g., Gillham et al.,
2001) (see chapter 5, this volume). The former is more of a trait and the latter
a state—albeit a consistent one that can be learned (e.g., moving away from
a pessimistic way of explaining bad events, that is, no longer seeing them
as internal, stable, and global; Seligman, 1991; see also, Peterson & Steen,
2021). Where health and well-being are concerned, for example, optimists
have been found to have a lower incidence of coronary heart disease (CHD)
(Tindle et al., 2009), stroke and CHD (Kim et al., 2011; Nabi et al., 2010),
and lower mortality rates in general (e.g., Engberg et al., 2013).

What may be key here is that optimism leads to resilient coping responses
(Carver et al., 1989); that is, optimists rely on both cognitive and behavioral
efforts to tackle and manage stressors tied to health issues (e.g., Carver &
Scheier, 1998). Put another way, optimists anticipate favorable outcomes
in the future, hence stressors are more likely to be construed as challenges
or even opportunities for personal growth rather than threats (Terrill et al.,
2019). Related research on SCI finds that individuals who appraise their
impairment as a challenge instead of a threat display both higher levels of
resilience and quality of life (Bonanno et al., 2012; Peter et al., 2014).

Self-Efficacy

As a construct, self-efficacy refers to whether individuals perceive they pos-
sess the capability to achieve a desired outcome; in effect, they know what
needs to be done and their self-efficacy expectations point to their level of
confidence in being able to rise to the behavioral occasion (e.g., Bandura,
1997). Terrill and colleagues (2014), for example, in a large scale study
of individuals with long-term physical disability, found that resilience was
positively correlated with self-efficacy. A study by Amtmann et al. (2012)
revealed a pronounced association between self-efficacy and active social
participation (e.g., peer-socializing, volunteering, enjoying leisure activities).
These investigators proposed that higher levels of self-efficacy were more
confident in their abilities to control symptoms tied to their impairments,
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thereby enabling them to pursue their social roles. They behaved resiliently
in the face of obstacles linked to their physical disabilities.

Terrill et al. (2019) suggested that self-efficacy may well account for the
relations among resilience, pain interference, and depression. Thus, self-effi-
cacy may serve as an important factor in understanding favorable outcomes
experienced by people with disabilities. We now turn to personal resources—
psychosocial assets—that also serve as beneficial intrapersonal qualities tied
to resilient behavior among some disabled individuals.

Psychosocial Assets

What array of resources—whether real or potential, even imagined, for that
matter—are distinct within each disabled person? Wright (1983) argued that
the severity of a disability had no effect on any psychosocial asset or assets
already possessed or acquirable by affected individuals. And in any case,
available assets can ameliorate many ordeals posed by disability while also
enriching daily life. Assets can be tangible (e.g., a job or career, income,
property), intangible (e.g., self-concept, self-esteem), personality-related
(e.g., optimism, extraversion), attainable or achieved (e.g., educational
degree, elected office in an organization), a strength of character (e.g., persis-
tence, hardiness), or an interest or hobby (e.g., birdwatching, writing poetry).
Assets can be retained, acquired, or relearned, and they serve as reminders
to disabled persons about their accomplishments or future potential despite
bodily changes or impairments. Rehabilitation professionals can ask about a
person’s assets as a way to assess individuating strengths and to maintain or
encourage the development of a positive outlook for the future (for a detailed
list of assets, see Dunn, 2015).

McGriffin et al. (2018) considered assets in a more literal sense—socio-
economic resources—and their relation to trajectories of depression and
resilience following acquired disability. Participants were drawn from the
Health and Retirement Study (HRS; http://hrsonline.isr.umich.edu). At the
study’s start, none of the participants reported any problems with perform-
ing activities of daily living (ADLs) in five areas (i.e., walking across a
room, getting dressed, bathing, eating, and getting out of bed); however,
across time, they reported one or more ADLs, indicating a transition from
no impairment to chronic disability. The participants had also completed
at least two depression assessments across four waves of the study. Latent
growth mixture modeling revealed four group trajectories for depressive
symptoms: resilience (56.5% showed low depression pre- and post-disability
onset), emerging depression (17.2% had low pre-disability depression that
rose precipitously across time), remitting depression (13.4% displayed high
pre-disability depression that declined over time), and chronic depression
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(12.9% evidenced high pre-disability depression that stayed elevated across
the study). However, two socioeconomically related assets—prior education
and financial assets at disability onset—*"“robustly predicted class membership
in the resilient class compared to all other classes” (p. 98). Where disability
onset is concerned, these particular assets provided some protection (see
also, Kavanagh et al., 2015; Smith et al., 2005). According to McGriffin and
colleagues, then, assets like wealth and education serve as “unique and inde-
pendent predictors of disability adjustment” (p. 101) while also mitigating
the negative impact of stressful circumstances. Although the protective role
these related assets play is not surprising, future research should attempt to
understand the association further while also exploring whether other types
of assets offer similar benefits to disabled individuals.

Self-Perception of Bodily States

This Foundational Principle serves as a reminder that people’s experience
of bodily states, such as pain or fatigue (or, for that matter, acute or chronic
stress), is based on their perceptions of the psychophysiological phenomena
and not merely the actual sensations themselves. Perception is malleable,
and it is affected or altered by (positive) attitude, (favorable) expectations,
and factors in the environment. In other words, people with disabilities who
develop and display resilience may be able to change their assessments of
their bodily states and feelings just as they are known to be able to change
their appraisals of stressful threats to more manageable (and often helpful)
challenges.

Similarly, Dembo et al. (1956/1975; see also, McCarthy, 2011) counseled
that promoting value changes in response to disability could also be benefi-
cial. Individuals with acquired disabilities, for example, might subordinate
issues of physique relative to other important and desirable values they
already possess or can acquire (the previous consideration of assets is clearly
relevant here, as well). Reconciling what matters in life by broadening one’s
range of values is also a means to advance resilience (see also, Marmé, 2017).

Human Dignity

People with disabilities often encounter ableism in daily life, as their
conditions may be stigmatizing (e.g., Andrews, 2019; Dunn, 2015; Nario-
Redmond, 2020). Still, no chronic health condition or a disability—no matter
its origin or serious nature—reduces or eliminates the right of all individuals
to receive respect and encouragement, and to be treated with dignity. This
particular Foundational Principle may be the most important one, as the other
principles may be construed as emanating from it.
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Where resilience is concerned, disabled individuals should be accorded
patient-centered care while also being consulted as effective comanagers of
such care—as insiders, their opinions and experiences are an important part
of their rehabilitation regimen and a source of strength. To quote Wright
(1987), “An essential core-concept of human dignity is that person is not an
object, not a thing” (p. 12). Culturally competent psychologists can provide
the socioemotional scaffolding where client dignity can flourish and serve as
a framework where resilience will grow.

Advocacy Efforts by Disabled Individuals,
the Disability Community, or Disability Allies

As Kurt Lewin (1935) argued, behavior is a function of the person and the
real or perceived (i.e., psychosocial) environment. Sometimes, for example,
situational demands can override an extraverted person’s personality so that
they remain silent during a solemn religious service. Similarly, a person with
a disability may feel empowered by their identity to assert their right to non-
rationed medical care during a pandemic by engaging in self-advocacy efforts
(Andrews et al., 2020; Lund & Ayers, 2020). Such self-advocacy is also a
form of disability advocacy, which is tied to the sociopolitical model of dis-
ability and the desire for self-determination (Dirth & Nario-Redmond, 2019).
Self-advocacy, disability advocacy, and related behaviors are intrapersonal as
well as situational representations of resilience that can be tied to rehabilita-
tion psychology’s Foundational Principles (Bentley et al., 2019; Dunn et al.,
2016). Although Wright, Dembo, and other early rehabilitation professionals
routinely advocated for the rights and welfare of disabled individuals through
their research, practice efforts, and writing, advocacy per se was not identi-
fied early on as one of the main principles of rehabilitation psychology. More
recently, perhaps due to the rise of disability studies, disability activism, and
the renewed focus on the principles, advocacy efforts are now recognized as
essential therein. Thus, a seventh principle focused on advocacy was added
to the original six principles (see table 8.1).

Although it is not an intrapersonal quality possessed by people with dis-
abilities, advocacy efforts by disability allies can also contribute to helping
members of the disability community develop resilience. One way is to
join with disabled people in the fight to gain social, educational, economic,
political, and employment parity with the nondisabled majority. The Covid-
19 pandemic revealed that many government officials and policymakers felt
emboldened to ration medical care, especially that available and necessary
for people with disabilities (see Andrews et al., 2020). As Terrill and col-
leagues (2019) reminded us: “Resilience may be reinforced by the broader
environment in terms of cultural values, government policy, and healthcare
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systems” (p. 314). Disability allies—including rehabilitation profession-
als—can help by organizing with disabled people and their sociopolitical
organizations in order to eradicate such medical rationing practices (e.g.,
Forber-Pratt et al., 2019). Such advocacy and activism benefits all of
society.

CONCLUSIONS AND FUTURE DIRECTIONS

Resilience remains an essential but still somewhat elusive topic where
disability is concerned. This chapter advances the idea that rehabilitation
psychology’s Foundational Principles represent one arena that can guide
intrapersonal understanding of resilience in disabled persons. At the same
time, readers must recognize the wise counsel offered by Bonanno and his
colleagues, who have long argued that only comprehensive longitudinal
studies will likely provide researchers and practitioners with the most helpful
data; cross-sectional designs only offer a snapshot of resilience without the
causal mechanisms necessarily specified.

Similarly, rehabilitation psychology’s Foundational Principles can serve
as guideposts for exploring positive and resilient reactions to disability.
Researchers need not examine them all but, rather, should select one or two
that best demonstrate resilience or a related psychosocial response to dis-
ability or another chronic illness within a particular context. Renewed study
of the principles can connect original insights in rehabilitation psychology
to important research occurring in the present, while also promoting posi-
tive well-being among disabled persons. By learning about and applying the
Foundational Principles, nondisabled individuals, whether onlookers or
allies, can learn to better understand and reduce any biased perspectives they
may harbor toward disability.
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Chapter 9

Personality and Disability

Timothy R. Elliott, Laurel Wade,
Sidai Dong, and Katherine Budge

Despite the high regard it receives from the many professions in the inter-
disciplinary rehabilitation enterprise, the International Classification of
Functioning, Disability and Health (ICF) model of disability is an awkward
conundrum for academic and professional psychologists. Its sensible con-
ceptualization of disability promotes a reasonable shift in focus away from a
specific and co-occurring medical diagnostic condition toward a more infor-
mative appreciation of functional limitations, barriers, and facilitators that
better define “disability” and “disabling conditions.” This shift is important
for all psychologists, and it comports with the fundamental premium reha-
bilitation psychologists place on the interplay between the person and the
environment.

Arguably, interdisciplinary rehabilitation research pays homage to the
model and routinely recognizes the importance of the core ICF concepts of
participation, activity, and “personal factors.” One important work tried to
inform psychologists of the ways in which the ICF model could be used in
evaluating and coding behavior (with particular attention to the personality
disorders; Peterson, 2011).

There is no real evidence, however, that routine clinical practice of
everyday psychologists—notably, in psychological assessments and clinical
interventions—have substantively changed in response to the ICF model. In
the mainstream psychological literature, the ICF model has not stimulated
any real programmatic research into “personal factors” that could potentially
guide clinical work, above and beyond existing practice.

As others have noted, the ICF model of disability is not a psychological
theory (Rath & Elliott, 2012). It is a broad-based conceptualization of factors
that affect adjustment (also broadly defined). Consequently, it does not stimu-
late research to test specific, potentially falsifiable hypotheses to resolve some
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contentious debates between colleagues who have some scholarly “skin in the
game.” To those who adhere to the scientist-practitioner tradition in profes-
sional psychology, this kind of peer-reviewed contest is essential to identify-
ing and refining meaningful concepts and mechanisms that are needed for
best practices. In addition, critical, thought-provoking studies cannot occur
with poorly defined concepts, parameters, and mechanisms. The current lack
of definitions for “personal factors” certainly undermines interest among psy-
chologists who study and assess personality characteristics.

In this chapter, we discuss the role of personality in the adjustment of per-
sons with disabling conditions. In doing so, we follow a long lineage of other
scholars who have addressed the same topic for similar reasons (e.g., Shontz,
1971). We differ from this tradition by embracing a positive psychology per-
spective, and the implications it may have for research and practice. We first
begin with an overview of the intellectual gaps that exist between the ICF
model and personality psychology. We then summarize the primary areas of
personality research relevant to a positive psychology of disability, and then
integrate our discussion from a theoretical model of personality that may help
organize implications for research and practice.

THE POSITIVE PSYCHOLOGY OF
PERSONALITY: INDIVIDUAL DIFFERENCES
IN STRENGTHS AND VIRTUES

Personality is an important component of the ICF. Using the ICF web
browser (https://apps.who.int/classifications/icfbrowser/) the term “personal-
ity”” can be found under “b126 Temperament and Personality Factors,” which
includes extraversion, agreeableness, conscientiousness, emotional stability,
openness to experience, optimism, confidence, and trustworthiness. This list
includes the traits known as the “Big Five” (Digman, 1997), and optimism,
a popular variable in the positive and health psychology literature, is also
listed. However, b126 specifically excludes concepts related to energy and
drive functions (see b130) and emotional functions (see b152). The former
includes vigor, motivation (in b1301), and impulse control (in b1301, defined
as the ability to “regulate and resist sudden intense urges to do something”);
the latter is subsumed under “specific mental functions” that are related to
“feeling and affective components of the processes of the mind.” Further,
this segment explicitly includes the appropriateness of emotion, the regula-
tion, and range of emotions (e.g., affect, joy, happiness, love, fear, anger, and
other negative emotions).

On the whole, psychologists do not think of personality in such a fragmented
manner. Elegant personality theories describe personality development and
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define basic motivations and drives that may be manifested in a variety of
behaviors (e.g., coping, aggression, empathy) and emotions (e.g., sadness,
happiness) under routine and stressful conditions. This tradition encompasses
the classic models of personality described in psychoanalytic thought and
derived from social learning theory (e.g., self-efficacy).

Similarly, circumscribed theoretical models of specific individual differ-
ences—that typify the bulk of contemporary personality research that appears
in leading personality journals (e.g., Journal of Personality and Social
Psychology, Journal of Personality, Journal of Research in Personality,
Personality and Social Psychology Bulletin)}—usually address these same
features and mechanisms as they pertain to the constructs of interest to the
model, accompanied by testable hypotheses about the construct and instru-
ments designed to measure it. This tradition accounts for most of the indi-
vidual difference variables that appear in the positive psychology literature
(e.g., hope, optimism, meaning in life). The measures of these constructs
are usually domain-specific, guided by the corresponding theory, and their
proper use requires a thorough understanding of that theoretical model.
Usually, these measures were primarily designed for research purposes to
test the hypothesized properties of the model and the corresponding vari-
able. Typically, these measures lack any items to assess respondent bias, and
often the measure is not tied to any intervention strategy (although this may
develop later). In fact, the theory, the construct(s), and the measure may ini-
tially lack clinical utility, but programmatic research of the model may even-
tually reveal implications for practice. Johnson and Wood (2017) observed
that many variables we associate with positive psychology were developed by
colleagues who were not involved in clinical practice, but who were commit-
ted to studying individual differences that “predict the ways in which people
will behave and respond over time” (p. 337).

There are several notable exceptions that have clear implications for clini-
cal practice. Two of these have intellectual roots in social learning theory,
as they are well-known in the cognitive-behavioral literature, and chapters
on these topics appear in each of the three volumes of the Handbook of
Positive Psychology (beginning with Snyder & Lopez, 2002), and previously
in the influential Handbook of Social and Clinical Psychology: The Health
Perspective (Snyder & Forsyth, 1991) that arguably presaged the formal posi-
tive psychology movement as we know it.

Maddux (Maddux & Kleiman, 2021) has long promoted our understand-
ing of self-efficacy and how it facilitates adjustment. Self-efficacy can be
easily assessed in general and specific domains, and both approaches yield
theoretically consistent and clinically important information when used with
individuals with disabilities (e.g., van Dieman et al., 2020). Of the available
interventions that address self-efficacy, its essential application in the Health
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Action Process Approach (HAPA; Schwarzer et al., 2011) has been most
conspicuous in the disability and rehabilitation literature. Results from ran-
domized controlled trials (RCT) demonstrate that interventions that help par-
ticipants develop reasonable action plans and coping self-efficacy engage in
more leisure time physical activity than those in bona fide treatment alterna-
tives (Arbour-Nicitopoulos et al., 2009; Latimer et al., 2006). It appears that
the emphasis on behavior change techniques—as stipulated in the HAPA—
account for the larger effect sizes in this literature (Ma & Martin Ginis, 2018).
This work is particularly valuable to the disability community, as advocates
have recognized for some time the need for accessible and health-promoting
physical activities and meaningful leisure pursuits.

The social problem-solving model—as conceptualized by either Heppner
(Heppner et al., 2021) or D’Zurilla and Nezu (2007)—has also demonstrated
clinical importance in rehabilitation. Studied as an individual difference
variable among persons with disabilities, effective, self-appraised problem-
solving abilities are associated with more assertiveness skills, higher life
satisfaction, better community integration, and fewer secondary complica-
tions (Elliott & Hurst, 2008). Further, social problem-solving interventions
(D’Zurilla & Nezu, 2007) have shown positive effects on social functioning,
personal adjustment, and cognitive and emotional self-regulation among
persons with disabilities (Elliott et al., 2008; Rath et al., 2003; Wade et al.,
2010). The social problem-solving model has a strong emphasis on self-reg-
ulation in addition to the acquisition of specific yet generalizable cognitive-
behavioral skills.

There are two other individual difference variables strongly identified
with the positive psychology literature that are relevant to adjustment and
that can be addressed in clinical interventions: forgiveness and gratitude.
Forgiveness, in particular, has attracted the attention of scholars for almost
three decades. It has been associated with psychophysiological indicators
of stress and health, and a recent meta-analysis concluded that forgiving
others is positively associated with self-report and objective measures of
health (Lee & Enright, 2019). Unfortunately, relatively few studies have
been conducted with medical patients, generally, and with persons with dis-
abilities, specifically (Toussaint et al., 2016). Forgiveness has been associ-
ated with less distress and lower pain ratings among individuals with low
back pain (Carson et al., 2005), and health behavior and life satisfaction
were significantly associated with forgiving self among individuals with
SCI (Webb et al., 2010). There is an impressive literature-supporting for-
giveness interventions, but the work required to reduce angry and vengeful
thoughts, feelings, and motives toward an offending person and the number
of therapy sessions that appear necessary to obtain a moderate effect size
in response to treatment (>10 hours; Wade et al., 2014) may account, in
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part, for the lack of forgiveness intervention studies in the rehabilitation
psychology literature. A recent pilot study comparing an online forgive-
ness intervention with an established coping effectiveness training program
found promising results with a small number of participants with disabilities
(Stuntzner et al., 2019).

In their seminal paper, Emmons and McCullough (2003) defined gratitude
as a “generalized tendency to recognize and respond with grateful emotion
to the role of other people’s benevolence” (p. 122). Gratitude is a prosocial
activity that involves an attributional process to recognize the role of others in
one’s positive experiences, and that are not solely due to their own personal
efforts. Gratitude is associated with improved sleep quality and less distress
among individuals with chronic pain (Ng & Wong, 2013) and it predicts
hopeful thinking and positive affect among women with breast cancer (Ruini
& Vescovelli, 2013). Recent work reveals gratitude is an important predictor
of quality of life (QOL) among persons with multiple sclerosis (MS), above
and beyond variance attributable to cognitive functioning, depression, and
fatigue, and it buffers against the negative effects of cognitive performance
on QOL (Crouch et al., 2020). Sirous and Wood (2017) found gratitude was
consistently associated with self-rated health, benefit-finding, thriving, and
illness acceptance in a longitudinal study of participants with arthritis and
inflammatory bowel disease.

Critical reviews find relatively few studies of gratitude among individuals
with chronic and disabling health problems (Jans-Beken et al., 2020), and
even fewer of gratitude interventions among these individuals (Davis et al.,
2016). This is surprising: the influential Emmons and McCullough (2003)
found a brief gratitude intervention with 65 individuals with either congeni-
tal or adult-onset neuromuscular disorders (randomly assigned to treatment
and control conditions) facilitated significant increases in positive affect,
subjective well-being, optimism, and sleep length and quality (see Study 3).
These benefits were confirmed in observational ratings submitted by spouses
and significant others. One recent study examined a gratitude intervention
in combination with mindfulness (Swain et al., 2020), and found significant
reductions in pain reports (e.g., interference, intensity) and fear of movement,
and an increase in pain self-efficacy.

Perhaps this study illustrates some of the problems that appear in the posi-
tive psychology intervention literature, generally, with respect to individual
difference variables that have a supportive research base that suggests their
clinical utility. Often “positive psychology interventions” blend a variety of
exercises from different literatures that concern specific individual difference
variables. A brief gratitude intervention might work well in these circum-
stances (one meta-analysis found no time-in-treatment effects for gratitude
interventions; Davis et al., 2016), but brief forgiveness interventions are
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not empirically supported, and may only result in weak effects (Wade et al.,
2014).

This intervention research also raises some pointed and unresolved issues
about these and other popular constructs in the positive psychology litera-
ture: Do these individual difference variables represent learned behaviors, or
should they be conceptualized as personality traits? This is an ongoing discus-
sion in the positive psychology (indeed, a series of papers in the first issue of
the 2019 volume of the Journal of Positive Psychology explicitly addressed
this issue). Self-efficacy and the social problem-solving model are ensconced
in the social learning tradition; therefore, we know these are learned behav-
iors and they are responsive to cognitive-behavioral interventions. Studies
that report positive results for gratitude and forgiveness interventions imply
that these, too, are behaviors that can be learned. But confusing terminology
has been used to describe some of the popular variables in the positive psy-
chology literature, and it is possible that this has contributed to some of the
difficulties and mixed results we have seen in the utility of these variables in
professional practice.

This is especially apparent in the research concerning the variables measure
by the Values in Action (VIA) inventories that were initiated with the version
developed by Peterson and Seligman (2004). This inventory was developed
to assess 24 character strengths and virtues subsumed under wisdom and
knowledge (which included specific strengths of creativity, critical think-
ing, among others), courage (including honesty, zest, etc.), humanity (e.g.,
kindness, social intelligence), justice (e.g., fairness, teamwork), temperance
(e.g., forgiveness, self-regulation), and transcendence (e.g., gratitude, hope).
Seligman and Csikszentmihalyi (2000) repeatedly refer to these strengths and
virtues as traits in their landmark essay. The study of their classification of
strengths and virtues, and the use of the VIA inventories has proliferated over
the years, advancing our understanding of these characteristics.

Several of these studies demonstrate the relevance of this framework to
our discussion. Hanks et al. (2014) used the 72-item version of the VIA to
study the correlates of these strengths among 65 individuals with moderate
to severe traumatic brain injuries (TBI). Several character strengths were
significantly associated with physical health (courage and several of its sub-
scales), and most of the strengths were associated with lower disability rat-
ings and higher satisfaction with life and positive affect. Recently, impressive
studies of 624 individuals with MS (Smedema, 2020; Smedema & Bhattari,
2020) found several of the strengths were significantly associated with QOL
(notably, zest, hope, and gratitude) and, in tandem, these strengths and vir-
tues accounted for a significant degree of variance (4%) above and beyond
the “Big Five” personality traits in the prediction of QOL. Surprisingly,
only eight intervention studies based in the VIA classification—character
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strengths interventions (CSI)—were identified in a recent meta-analysis of
these interventions among persons with chronic health conditions (Yan et al.,
2020). Overall, there was evidence that these interventions had beneficial
effects on participants, but only one study included a sample (r = 10) of indi-
viduals with a disability (TBI; Andrewes et al., 2014). Further, the authors
found the components of the CSIs were inconsistently applied, and only two
were based in a theoretical model (and one of those was specific to personal-
ity disorders).

CSI interventions that attempt to address all of the 24 strengths and virtues
are problematic because we already know much about specific interventions
and the accompanying literature for some of these variables (e.g., forgive-
ness, gratitude, emotional self-regulation). These variables, like some of the
others listed in the framework (e.g., hope) have their own theoretical models
that give considerable detail about the variable, its properties, and condi-
tions under which it may be best studied and understood. Further, Johnson
and Wood (2017) argued that artificially dividing clinical psychology from
the positive unnecessarily confounds our use of existing interventions.
Behavioral activation is a recognized modality for increasing the frequency
and quality of positive emotional experiences (improving “zest,” if you will),
and effective problem-solving therapy promotes emotional and behavioral
self-regulation. These interventions are used to help individuals acquire new
skills and behaviors to improve their well-being and QOL, in addition to their
utility in treating depression and anxiety.

Furthermore, factor analytic studies have repeatedly failed to support
the presumed structure of the VIA inventories, and the best work to date
indicates that these inventories appear to assess three factors: caring, self-
control, and inquisitiveness (McGrath et al., 2018). Others have offered
alternative conceptualizations that also recognize three higher-order con-
cepts that likely subsume the variables assessed by the VIA inventories
(e.g., warmth-based virtues that include love and empathy; epistemic-based
virtues that include prudence and knowledge; and conscientiousness-based
virtues that include justice and self-control; Worthington & Hampson,
2011). These alternative models do not negate the use of the VIA invento-
ries, but they compel us to acknowledge the overlapping and interrelated
nature of the 24 character strengths and virtues. McGrath et al. (2018)
acknowledge the statistical associations found between personality traits
and virtues (assessed by the VIA), and observe that virtues and strengths
may be “more than a set of individual difference constructs,” and they could
be “basic for aspirations for change, as a product of practice” (p. 389). To
further our understanding of the nature of these individual difference vari-
ables, a brief overview of personality traits and the study of these in the
disability literature is warranted.
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THE POSITIVE PSYCHOLOGY
OF PERSONALITY TRAITS

In practice, the personality traits and characteristics listed by the ICF are not
routinely assessed. But the study of these traits—specifically, those listed in
the ICF—has a long history in rehabilitation research and practice. Definitions
of a personality trait vary but from Allport to the present day there is a gen-
eral, shared understanding that traits reflect a relatively enduring dispositional
pattern in cognition, affect, and behavior. The measurement of traits typically
evolves from one of two traditional methods: the lexical approach (that exam-
ines salient personality and socially relevant characteristics used in natural lan-
guage to describe people) and empirical keying (in which items are developed
that presumably reflect a certain characteristic, and the item then demonstrates
it successfully differentiates between those who have that characteristic from
those who do not). To illustrate the former, Allport (1961) used factor analysis
to derive as many as 4,000 common words from which he then studied further
to determine the ones that efficiently assess the frequency, intensity, and range
of responses that reflect a measurable trait. Raymond Cattell also began with
as many as 4,500 descriptions and, relying on ratings and factor analysis, this
pool was eventually reduced to the “source” traits that are assessed by the 16PF
(Cattell & Mead, 2008). In contrast, Gough (Donnay & Elliott, 2003) relied on
“folk concepts” of personality to develop items, taking more than a few items
from the Minnesota Multiphasic Personality Inventory (MMPI) to develop the
California Psychological Inventory (CPI). A theoretical model of tempera-
ments guided the development and selection of items in the Multidimensional
Personality Questionnaire (MPQ; Tellegen, 2003).

The lexical approach weighed heavily in the research that identified and
measured the Big Five traits of Extraversion, Agreeableness, Neuroticism
(also labeled as Emotional Stability in some instruments), Openness to
Experience, and Conscientiousness. For McRae and Costa (1996), these traits
constitute the “Five Factor Model” and they are assessed with the NEO Five
Factor inventories they developed using several approaches for item selec-
tion: first mining Cattell’s work, borrowing some items from other related
measures, and developing their own item pool for subsequent item and factor
analysis.

All of these measures have been used in the study of adjustment follow-
ing disability. The 16PF and the CPI have a long history in rehabilitation
research. The 16PF demonstrated independence from measures of psycho-
pathology among individuals with chronic disabling conditions, providing a
broad-based assessment of non-pathological personality traits (Bolton, 1979;
Bolton & Dana, 1988). However, it has not attracted any real systematic study
in relation to indicators of positive adjustment in the rehabilitation literature.
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A pioneering study with the CPI foreshadowed our contemporary interest
in personality with participation and activity. Kemp and Vash (1971) found
persons with SCI who were rated as “more productive” (in terms of employ-
ment status, avocational and leisure pursuits, involvement in community
groups) had higher scores on 17 of the 18 traits measured by the CPI than
those rated as “less productive.” In particular, the more productive respon-
dents reported significantly higher levels of dominance, capacity for status,
sociability, social presence, self-acceptance, tolerance, psychological mind-
edness, and achievement via conformity and via independence. This pattern
implied that the productive individuals were more outgoing, confident, socia-
ble, poised, and perhaps possessed more interpersonal and self-regulatory
skills than those who were less productive.

Subsequent research found higher scores on CPI factors that reflected a
capacity for independent thought and action and for well-being were asso-
ciated with fewer physical limitations (among persons with MS; Zeldow
& Pavlou, 1984), and employed individuals (in a sample of persons with a
variety of disabling conditions) were significantly higher in self-acceptance,
communality, capacity for status, and achievement via conformity compared
to those who were not employed (Fowler et al., 1984). The cross-sectional
nature of these studies undermines our sense of causality, but their findings
underscore the bidirectional relationships that exist between these traits and
active participation in interpersonal, social, and vocational roles following
disability.

Studies of Big Five traits appear in the rehabilitation literature, albeit to
a much less degree than that observed in the personality literature, gener-
ally. Many of these findings are consistent with the extant literature: higher
Extraversion scores were associated with higher life satisfaction among
persons with SCI, and the disposition for positive affect was a salient facet
in the prediction of life satisfaction (Krause & Rohe, 1998). Krause (1997)
also found that individuals with SCI who were gainfully employed were
significantly higher in positive affectivity and achievement than those who
were not employed. Conscientiousness was associated with employment
among individuals with SCI (Krause, 1997; Krause & Rohe, 1998), and with
vocational status and health-related QOL among persons with MS (Benedict
et al., 2005).

In one of the most impressive prospective studies using personality data
obtained pre-injury, agreeableness significantly predicted positive shifts in
life satisfaction within four years following disability onset (Boyce & Wood,
2011). Importantly, this trait and the prosocial characteristics associated with
it—warmth, friendliness, sociability, patience, kindness, trust, altruism, and
cooperation—accounted for more variance in life satisfaction than the other
four traits, and its influence was apparent among those with moderate levels
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of agreeableness as well as those with higher levels. The authors specu-
lated that these prosocial characteristics facilitated an individual’s ability to
get along with others, while also creating and maintaining social and personal
relationships that then contributed to higher life satisfaction.

This study is particularly impressive to careful readers of the Big Five
literature, who would reasonably expect neuroticism to predict adjustment
post-injury. Neuroticism is characterized by a chronic pessimism, differential
exposure to stress, a bias toward negative appraisals, learned sensitivity, and
difficulties in regulating negative moods (Suls & Martin, 2005). This pattern
was apparent in the van Leeuwen et al. (2012) study, in which neuroticism
exerted a detrimental effect on life satisfaction and QOL through its negative
influence on cognitive appraisals of helplessness, acceptance, and benefits of
disability. Neuroticism significantly predicts depression among persons with
disabling conditions (Rovner & Casten, 2001), and it can predict functional
impairment independent of the degree of impairment that would be expected
from objective measures of disability severity (Rovner et al., 2014). In a
longitudinal study of twins over a 30-year time period, neuroticism was a
significant risk factor for disability compensation for low back pain, above
and beyond the variance attributable to socioeconomic status, education, and
marital status (Ropponen et al., 2012).

Taken together, results from studies of the Big Five might seem a hodge-
podge of unrelated and somewhat interesting correlations with various indica-
tors of adjustment, with unclear implications for clinical practice. To be sure,
there is nothing compelling about a significant, inverse correlation between
neuroticism and satisfaction with life. Further, Shadel (2010) argues that
the Big Five traits have descriptive value in making comparisons between
people, and in making predictions about outcomes at a population level but
they do not inform client conceptualizations, guide therapeutic plans, or assist
in monitoring client response to treatment.

These are stinging indictments for a set of well-established variables that
have empirical evidence sufficient to justify their inclusion as personal fac-
tors, in the ICF. None of the three handbooks on positive psychology (starting
with the Snyder & Lopez, 2002) have a dedicated chapter to the Big Five,
nor is there any in-depth discussion of traits assessed by the other, established
instruments mentioned in this section (e.g., CPI, 16-PF; extraversion is dis-
cussed in the handbooks as it pertains to positive affectivity). Measures of the
Big Five appear routinely in studies published in the leading peer-reviewed
journals that showcase personality research, but they received no attention
in the book Positive Psychology Assessment: A Handbook of Models and
Measures (Lopez & Snyder, 2003). Perhaps the overtly negative connota-
tions of neuroticism contaminate any consideration of the Big Five as they
might relate to positive psychology, artificially relegating them to “clinical”
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measures (rather than a “positive psychology” measure; Johnson & Wood,
2017). To be sure, any mention of the neuroticism variable in a context
involving personnel and organizational decisions probably violates basic
tenets of the Americans with Disabilities Act (and inverting it as “emotional
stability” is an unlikely remedy). Nevertheless, the prosocial attributes of the
other four traits merit our consideration, and it is likely several of them—and
the positive characteristics associated with the traits assessed by the other
instruments mentioned in this section—are discussed as they relate to the
specific theoretical models mentioned earlier in this chapter (and addressed
in several chapters throughout this book). These theoretical perspectives, as
we have seen, provide specific, testable hypotheses to stimulate research, and
some provide theoretical directions for clinical practice. Throughout its brief
history, we know positive psychologists value a good theory.

Scholarly criticisms of the Big Five are unambiguous about the lack of a
priori and comprehensive theorizing in this research. DeYoung (2010) was
not convinced that dependence on factor analysis to identify the traits—used
extensively in the development of all of the Big Five measures—could pro-
vide a definitive and integrative model of personality that could explicate
specific psychological mechanisms that unify the traits and how they operate
in a systemic manner. For many years, Block (1995, 2001, 2010) repeatedly
criticized the “Five Factor Approach” (his preferred term) on several fronts,
including (a) the fact that developers of the five-factor model (FFM) insisted
that the traits should be identified first, and an explanatory theoretical model
would then follow; (b) the reliance on the lexical approach, generally, to
generate items; and (c) that the Big Five researchers relied on mathematical
models—especially factor analysis—as the way to “discover” the “truth” that
these traits exist. For Block, the traits were descriptive, but without a mean-
ingful theoretical model to explain intraindividual dynamics their usefulness
was questionable, and even the names given to the traits were debatable.

None of these criticisms have hampered the ongoing study of the Big Five
traits in their different forms, constellations, and correlates. This research has
flourished, and it has proved to be useful and informative. From a broader
perspective, all of the instruments we mention in this section share some
overarching properties:

Regardless of the manner in which these measures of “normal,” non-patholog-
ical traits were developed, and regardless of the many labels for the various
traits used by the developers in their conceptualizations, advanced modeling
techniques confirm the existence of the basic five factors, which can then be
further demarcated into two meta-traits: Alpha and Beta (Hopwood et al., 2011).
These measures and their constructs may be in search of a theory, but the impli-
cations of these two meta-traits bring us to a “fortuitous convergence between
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the theoretical and empirical approaches” to our understanding of personality.
(DeYoung, 2010, p. 29)

Block’s Theory of Ego Control and Ego Resiliency

In constructing their developmental model of personality, Block and Block
(1980) incorporated several important concepts from psychoanalytic per-
spectives (e.g., ego, secure, and insecure attachment) with Lewin’s (1936)
conceptualization of the dynamic systems that enable an individual to main-
tain a sense of self in interactions with the environment. Lewin described
two particular boundary characteristics that operate in a dynamic fashion:
permeability and elasticity. Permeability is the individual capacity to regulate
basic needs and resolve psychological demands and internal states. It serves
to regulate impulse control, to delay the gratification of emotional and moti-
vational drives, and to maintain a stable, functioning system. Elasticity is the
capacity to respond as needed to meet, alleviate, or accommodate demands,
pressures, and changes in the immediate environment, and to resolve intra-
personal concerns and motivations, modulating the individual’s boundaries
of permeability as necessary to return to its original modal state. Elasticity
reflects the capacity to explore the environment, learn, and integrate new
information, and to flexibly adapt to environmental demands to maintain a
sense of self.

Block and Block (1980) proposed two constructs—ego control (EC) and
ego resiliency (ER)—as embodiments of Lewin’s (1936) concepts of per-
meability and elasticity, respectively. EC is the individual’s characteristic
response to internal impulses, to delay gratification, and to self-regulate their
behavior to achieve higher-order goals. People with low EC tend to be atten-
tive to and act on internal impulses (Block & Block, 1980). In contrast, ER
is the individual’s ability to adapt to change, or to temporarily change their
reactions and perceptions to meet different situational demands of life (Block
& Block, 1980), and by modifying their level of ego control depending on
the environmental context. Individuals with high ER are resourceful and
generally quick to adapt to changes, while those with low ER tend to exhibit
little adaptive flexibility when facing stressful or novel situations, and fail to
adapt to new conditions or recover from stress (Block & Block, 1980). From
this perspective, EC and ER work in concert for a well-adapted individual
to delay the gratification of impulses and exercise restraint to achieve long-
term goals (Asendorpf et al., 2001). This conceptualization also describes
a U-shaped model of impulse control in which individuals at the extremes
of EC and ER would experience difficulties, either being too inhibited and
restrained, or by being too impulsive and unable to harness and direct their
motivations.
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Inventive colleagues closely studied the three personality prototypes
defined by the varying levels of EC and ER: resilient (high ER, moderate
EC), overcontrolled (high in EC, low in ER), and undercontrolled (low in
EC and ER). They also carefully examined the way these prototypes were
initially assessed (e.g., card sorting techniques, observer ratings), and how
they were described (Caspi & Silva, 1995). From this work, colleagues con-
cluded that the three prototypes reflected variations on the Big Five traits: the
resilient prototype involves low Neuroticism (N), and above-average scores
on Agreeableness (A), Conscientiousness (C), Openness to Experience (O)
and Extraversion (E); the undercontrolled prototypes involves low C and A,
moderate N, and average O and E; and the overcontrolled is associated with
high N, low E, and average on the remaining domains (Chapman & Goldberg,
2011; Robins et al., 1996).

This is the approach we have used in our research to isolate the mecha-
nisms that facilitate adjustment among those with a resilient prototype. In
our first foray, we used cluster analysis to identify the three personality pro-
totypes among persons with SCI (Berry et al., 2007). Those with a resilient
prototype had a significantly greater ability to regulate their emotions when
facing problems, and in their use of rational problem-solving skills, and in
their disinclination to avoid problems they encounter. In a series of longitudi-
nal studies of veterans with and without TBI incurred during warzone deploy-
ment, structural equation models revealed that resilience exerted beneficial
effects through psychological flexibility, social support, and a decreased use
of avoidant coping to predict fewer symptoms of depression and posttrau-
matic disorder, less functional impairment, and higher QOL, independent of
TBI status (Elliott et al., 2015; Elliott et al., 2019). Further, resilient veterans
were more likely to report adaptive health and sleep behaviors, more stress
management techniques, and a greater tolerance for emotional distress than
those who had non-resilient personality prototypes (Elliott et al., 2017).
These specific mechanisms (psychological flexibility, social support, and
ineffective, disengaged coping) and behavioral issues (distress tolerance,
stress management techniques, sleep hygiene) can be addressed with empiri-
cally supported interventions to help others learn how to become resilient in
routine and stressful conditions.

Block explicitly relied on Lewin’s (1936) notions of permeability and elas-
ticity in developing the theoretical concepts and mechanisms of EC and ER.
The meta-traits, Alpha and Beta, evolved from a sophisticated use of factor
analytic modeling of the Big Five (Digman, 1997). The parallels with Block’s
constructs are remarkable: Alpha is characterized by higher Conscientious
and Agreeableness, and low Neuroticism; Beta is characterized by higher
Extraversion and Openness to Experience. Alpha is the component that
provides stability in emotional, motivational, and social functioning, and
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it accomplishes this, in part, by imbuing an individual with perseverance,
intrinsic motivations, and self-regulatory abilities to delay gratification
that facilitate socially acceptable behavior and emotional stability (Strus &
Cieciuch, 2017). Beta captures the behavioral “openness” to change engage-
ment in new experiences and explore the environment, and an adaptive reflex-
iveness to environmental demands; it also conveys a sense of initiative and
a willingness to be innovative in personal relationships, and it may reflect a
predisposition for personal growth. These meta-traits appear as empirically
derived counterparts to Block’s theory—driven EC and ER constructs, and
by extension, to Lewin’s ideas about permeability and elasticity (DeYoung,
2010; Farkas & Orosz, 2015).

To the best of our knowledge, there are no systematic studies of the two
meta-traits among persons with disabilities. In a recent cross-sectional study
from our group, Alpha significantly and inversely predicted psychological
distress among 1,151 emerging adults with chronic health conditions, and this
relationship was independent of several clinically and theoretically important
mediating variables (Barron, 2019). However, the model was a poor fit for
the data. Reanalyzing the data with the resilient and non-resilient prototypes
resulted in an excellent fit, revealing important mediating effects: a resilient
prototype predicted distress through its beneficial associations with social
support, positive affect, and intentions to participate in desired activities.

This illustrates some of the differences in a “person-centered” versus a
“variable-centered” approach to personality research. To be sure, variable-
centered research dominates the study of personality, including the disability
literature. It is a convenient and straightforward way to focus on a single
variable and its possible association with another. The focus is on the vari-
able, and not the person. Assumptions are made about an individual from the
results, but the real unit of analysis is the variable (Block, 1995). This is a per-
sistent shortcoming in extrapolating from the Big Five literature to psycho-
logical practice. We know that neuroticism inversely predicts life satisfaction
(and it may account for more variance in the outcome variable than optimism
in that model); similarly, a predictive model may inform us that the Alpha
meta-trait is significantly and inversely predictive of distress. Unfortunately,
this provides little “information on internal psychological mechanisms at the
level of the individual . . . that could be the target of change via intervention
or therapeutic technique” (Shadel, 2010, p. 336).

In contrast, a person-centered approach posits theoretical mechanisms that
operate between the personality traits within the person, and the focus is not
on a single variable, but on the organization of these constructs and the way
in which they systematically operate to regulate motivations, behavior, affect,
perceptions, and cognitions (Gramzow et al., 2004). From this perspective,
we can examine differences between those who have a resilient personality
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prototype and those do not, theoretically expecting to confirm differences
between the two groups not just in terms of adjustment but in the mechanisms
by which this occurs, because we know a priori that these prototypes differ
in their self-regulatory capacities under routine and stressful conditions. We
want to know how and why these prototypes differ in adjustment. Using the
resilient prototype as a reference group, and guided by a theoretical sense of
how ER and EC operate to meet internal and external demands while in pur-
suit of higher-order goals, we can isolate specific mechanisms that facilitate
their adjustment that may, in turn, inform our practice with individuals who
do not have this prototype.

Convergence of the Theoretical and the Empirical

Using this integration of the theoretical and the empirical, we may now inter-
pret findings from disparate literatures—including the social-cognitive and
individual difference variables that routinely appear in positive psychology
research—in a fashion that might advance our understanding of personality
and disability. This requires an appreciation of variables that have transdiag-
nostic value across conditions, and to accomplish this, we blur the boundaries
that artificially separate the “positive” from the “clinical” (Johnson & Wood,
2017).

Psychological inflexibility, for example, is a critical, transdiagnostic com-
ponent of Acceptance and Commitment Therapy (ACT), in which behavior
problems are believed to stem, in part, from rigid thought processes that are
not helpful in the environment or the person’s valued direction in life (Hayes
et al., 2006). As it often used in the literature, it has a negative connotation
(inflexibility) and ACT has been examined in the treatment of many clinical
problems (e.g., depression, anxiety). Kashdan and Rottenberg (2010) noticed
the theoretical similarity between psychological flexibility and the regula-
tory process described in Block’s personality model (Block & Block, 1980).
Just as there is an ideal level of EC to suppress urges to meet present needs,
psychological flexibility involves a willingness to tolerate present discomfort
to meet long-term goals (Bond et al., 2011). Psychological flexibility con-
sistently mediated the relationship of personality prototypes to positive and
negative indicators of adjustment in our studies of warzone veterans with and
without TBL

Similarly, problem-solving interventions have demonstrated efficacy in
the treatment of distress across an array of clinical settings. In the D’Zurilla
and Nezu (2007) conceptualization, training in the problem-orientation com-
ponent is critical to self-regulation, providing the individual with skills to
identify and work through problematic, negative emotions and cognitions.
Theoretically, a negative orientation thwarts effective problem-solving, and
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the subsequent problems with self-regulation result in dysfunctional, avoid-
ant, impulsive, and careless attempts to address personal problems. But there
is a positive orientation as well, and it serves to promote a sense of self-
efficacy, confidence, and facilitate positive emotional experiences. Several
of these dynamics were observed in a study of 186 individuals in an SCI
inpatient rehabilitation program (Elliott, 1999). A negative orientation was
significantly predictive of depression, as expected, but it was also inversely
associated with an established measure of disability acceptance. A posi-
tive problem orientation was significantly associated with greater disability
acceptance. A negative orientation was also associated with a perceived need
for more information and support for making vocational and career-related
decisions. Problem-solving interventions may be used to help an individual
learn self-regulating abilities, and to acquire constructive, goal-directed prob-
lem-solving skills, and be less likely to rely on avoidant, disengaged coping
strategies to manage or distract from negative emotions.

Goal-directed behavior is a core element in the Block personality theory.
As we discussed earlier in this chapter, several studies using omnibus trait
measures (e.g., the CPI, the MPQ) found that employed, productive, and
active individuals with disabilities were higher on several indicators of
achievement, sociability, and in independent thought and action than those
who were unemployed and who were participating less in personal, social,
and vocational roles. Active goal engagement is significantly predictive of
positive affect among persons with disabilities, regardless of age (Mackay
et al., 2011). This pattern implies that these active, productive individuals
may have possessed the resourcefulness, flexibility, social competence, and
the tendency to actively engage with the environment (as stipulated in the
Block model) to pursue personally meaningful goals. Goal orientation and
goal stability is a central component in Kohutian self-psychology (Kohut,
1971), a model that shares Block’s appreciation for pre-verbal factors in
infant and child development that influence subsequent views of the self,
others, and the environment. Neo-Freudian models are rarely entertained in
positive psychology and the notion of “goal instability” (as an indicator of a
stable sense of self as described by Kohut) certainly sounds more “clinical”
than “positive.” In a paper that reported some of the most comprehensive
and thorough empirical studies of neo-Freudian concepts and adjustment
following disability, a greater sense of goal stability was significantly predic-
tive of lower distress (upon admission to an inpatient unit), greater disability
acceptance (at discharge from the unit), of higher life satisfaction and less
perceived stigma (among those in an outpatient clinic), and it prospectively
predicted greater subjective well-being one year after discharge from inpa-
tient SCI rehabilitation program (accounting for 28% of the variance in well-
being; Elliott et al., 2000). Consistent with Kohutian thinking—and with



Personality and Disability 163

Block’s model, as well—the enduring capacity to maintain, identify, and
pursue personally meaningful goals was associated with several important
indicators of positive adjustment, independent of the impositions, functional
impairments, and other issues that may have been associated with their physi-
cal disabilities.

CONCLUSIONS

Traditionally, psychologists working with individuals with disability rely on
empirically derived instruments designed to detect behavioral problems and
adjustment issues that could complicate the rehabilitation enterprise, or that
might require some clinical attention to enhance rehabilitation efforts and
outcomes. From these assessments, personality characteristics are inferred,
but as Wright and Fletcher (1982) observed some time ago, the procedure
is inherently skewed toward the negative. In this chapter, we deliberately
focused on individual difference and personality variables that have impli-
cations for a positive psychological approach to the study of disability and
rehabilitation. It is true that most of these are not used in everyday clinical
practice, but we contend these characteristics are clinically relevant, and we
hope for their integration. We appreciate the inclusion of the Big Five traits
in the ICF, but we hope to see a greater appreciation of the theoretical mecha-
nisms through which these and other characteristics facilitate adjustment
following disability. From our vantage point, most of the constructs we have
discussed in this chapter relate in some form or fashion to the overarching,
functional qualities we see in the Block model of personality: the capacity for
self-regulation and goal-directed activity, a prosocial capacity for initiating,
developing, and nurturing interpersonal and social relationships, and flexible
adaptability that serves to maintain the individual’s sense of self, goal orien-
tation, authenticity, and personal meaning.

There are many issues we did not address. We need a greater empirical
understanding of pre-disability characteristics and their possible influence
on later adjustment. We know social participation is critical to QOL and
societal integration; we do not really know the degree to which engagement
in desired activities and participation is enhanced or complicated by the
variables we discussed in this chapter, and how these matters may be best
addressed. There are very few data about individuals who have a “road to
Damascus experience” following traumatically acquired disability, and if
and how these positive changes endure over time, and if they are associated
with unique personality characteristics. We know that the instruments we
use to study personality require a respondent to engage in introspection, a
retrospective memory search, deliberate self-presentation, and with some
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devices, directed attention outward to create meaning (Bornstein, 2017).
All of these activities are within the realm of explicit, controlled process-
ing. We wonder if there are other more creative and indirect ways to assess
these characteristics in a psychometrically sound and theoretically impor-
tant manner. We leave these and other unresolved issues in the study of
personality and disability for colleagues to consider in their future scholarly
endeavors.
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Chapter 10

The Experience of Meaning in Life in
the Context of Pain-Related Disability

Devin Guthrie', Brandon L. Boring, Joseph
Matffly-Kipp, Vani A. Mathur, and Joshua A. Hicks

INTRODUCTION

Pain is a leading cause of disability worldwide (Vos et al., 2017) and fre-
quently accompanies chronic and debilitating conditions. Chronic pain can
present as a symptom of a disease or condition (e.g., rheumatoid arthritis), as
sequelae following injury, tissue damage, or medical procedures (e.g., spinal
cord injury, burns, or knee replacement surgery), or may have no known
underlying cause (e.g., fibromyalgia, lower back pain). Chronic pain affects
up to 20% of Americans (Dahlhamer et al., 2018), and is more prevalent
than cancer and heart disease combined (Vos et al., 2017). However, pain
is a highly subjective experience, and the personal factors that contribute to
secondary aspects of pain such as pain disability are not fully understood.
The goal of this chapter is to review how one important personal factor, the
experience of meaning in life (MIL), is associated with aspects of pain-related
disabilities.

The World Health Organization (2011, p. 4) defines disability as “the
umbrella term for impairments, activity limitations, and participation
restrictions, referring to the negative aspects of the interaction between an
individual (with a health condition) and that individual’s contextual fac-
tors (environmental and personal factors).” Disability is a biopsychosocial
process that can involve a spectrum of physical and mental conditions
that prevent people from fully engaging in their lives. Within the realm
of pain-related disabilities, this is frequently measured using two separate
but similar constructs that assess the effects of pain on activity and daily
living: pain disability and pain interference. While these two terms are
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sometimes used interchangeably, they have slight differences in connota-
tion and are assessed using different measures. Pain disability refers to
the extent to which pain prevents someone from performing baseline tasks
(e.g., getting dressed) and is assessed using measures such as the Pain
Disability Index (Pollard, 1984) and the Pain Disability Questionnaire
(Anagnostis et al., 2004). Pain interference is the degree of disruption and
discomfort the pain causes not only in daily living but in psychological
domains such as mood and enjoyment of life and is assessed using mea-
sures such as the Brief Pain Inventory (Cleeland & Ryan, 1994). Pain
interference has been shown to be distinct from physical functioning and
disability due to physical impairment, reflecting that the experience of
pain itself can impede daily living and well-being (Cruz-Almeida et al.,
2009; Karayannis et al., 2017).

MIL and its related constructs have been studied in relation to both pain
disability and interference. MIL has been defined as “the sense made of, and
significance felt regarding, the nature of one’s being and existence” (Steger
et al., 20006, p. 81). A large body of research shows that having MIL is cor-
related with good physical health whereas the experience of meaninglessness
is correlated with poorer physical health (e.g., King & Hicks, 2021; Leontiev,
2013). In this chapter, we will review the current literature connecting pain-
related disabilities to MIL and its subcomponents and provide suggestions
for future research.

The Meaning of Meaning

Since existential meaning first entered the realm of psychological inquiry
with Victor Frankl’s influential proposal that finding meaning is a central
human drive (Frankl, 2000), meaning has been defined in a number of dif-
ferent ways. For example, King and colleagues (2006, p. 180) stated, “Lives
may be experienced as meaningful when they are felt to have significance
beyond the trivial or momentary, to have purpose, or to have a coherence
that transcends chaos,” while Steger (2012, p. 165) defined MIL as “the web
of connections, understandings, and interpretations that help us comprehend
our experience and formulate plans directing our energies to the achievement
of our desired future.” Because of the difficulty researchers have agreeing on
a definition of this abstract construct, MIL is often measured by assessing
people’s subjective beliefs about whether their lives feel meaningful (Hicks
& King, 2009; Leontiev, 2013). In the last 20 years, MIL has gained a place
of importance in the field of positive psychology (Leontiev, 2013), and
research has converged to demonstrate that subjective experiences of MIL
are associated with important outcomes, including psychological and physi-
cal health (e.g., King & Hicks, 2021). Recently, there has been a call to better
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understand MIL by directly measuring its theorized facets or subcomponents.
These facets include coherence, purpose, and significance.

Martela and Steger (2016) defined coherence as “the feeling that one’s
experiences or life itself makes sense” (p. 533), purpose as one’s “future-
oriented aims and goals that give direction to life . . . and lend significance to
one’s present actions” (p. 534), and significance as “a value-laden evaluation
of one’s life as a whole regarding how important, worthwhile, and inher-
ently valuable it feels” (p. 535). Significance can be broken down further
into two subcomponents. The first labeled existential mattering assesses how
significant you judge your life to be in a context larger than yourself (e.g.,
interpersonal relationships, society, the universe) (George & Park, 2016;
Guthrie et al., 2021b). The second experiential appreciation (EA) represents
how inherently significant you feel your lived experience is to yourself (Kim
et al., 2021).

We should note that researchers have only recently developed scales to
assess each of these constructs as facets of MIL (e.g., Costin & Vignoles,
2020; George & Park, 2016). As such, many of the studies we use to support
the relationships between specific facets of MIL and pain-related outcomes
use measures that do not perfectly correspond to the definitions of the facets
we have provided (e.g., the Sense of Coherence (SOC) scale measures more
than just coherence; Antonovsky, 1993). We discuss the limitations of draw-
ing conclusions based on these studies throughout the chapter.

The Search for Meaning

The onset of a disabling illness or injury can disrupt people’s ability to
experience MIL in any of the facets we have discussed. Disability can make
people feel like life no longer makes sense by challenging the coherence of
their worldviews (e.g., belief in a just world). It can make people feel like
they do not matter (e.g., due to the discrimination disabled people face). It
can interfere with people’s ability to appreciate experience (e.g., because they
are focused on the experience of pain to the exclusion of all else). Or, it can
block people’s pathways to purpose. When people’s ability to make mean-
ing is disrupted in these ways, it typically initiates a search for meaning” to
attempt to reestablish their ability to experience MIL.

Early research suggested that disability leads people to search for mean-
ing to understand and accept their new life circumstances and that those who
succeed experience better health outcomes (Dunn, 1994, 1996). More recent
research with people with chronic illnesses demonstrated that the best physi-
cal and mental health outcomes were predicted by the combination of a high
presence of MIL and a low search for meaning, and the worst by low pres-
ence and high search (Camacho et al., 2014; Davis & Morgan, 2008; Davis
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& Novoa, 2013; Dezutter, Luyckx, & Wachholtz, 2015), though it must be
noted that these studies all examined only purpose and coherence and not
significance or global MIL. These studies support the idea that coming to a
successful conclusion to the process of searching for meaning leads to better
adjustment to disability but also indicate that adjustment may become worse
during the process of searching than before it has begun. However, since
these studies did not check to see if all of the individuals involved engaged in
a process of searching for meaning, it is also possible that people who expe-
rienced high MIL before the onset of chronic illness simply maintained their
MIL and experienced its associated benefits.

This alternative explanation highlights the importance of being able to
determine the extent to which disability has disrupted people’s ability to
make meaning. If two people who derive much of their MIL from their
work—a carpenter and a business manager—both develop arthritis with the
same severity, the carpenter’s purpose pathways may be significantly more
disrupted due to the more physically involved nature of carpentry. In this
example, the carpenter may need to engage in the stressful and uncertain
process of searching for new pathways to purpose while the business man-
ager may be able to maintain more or less the same pathways as before they
developed arthritis. For the carpenter, the difficulty of living with a painful
illness is compounded by the fact that their illness is also preventing them
from meeting their basic need for MIL as derived from their creations, so it
would not be surprising if the carpenter experienced worse health outcomes
until they are able to find new pathways to purpose. However, even within
this example it is imperative that all individual experiences of disability
(pain-related or not) are validated and supported regardless of perceived
hardship, functional disruption, or biases against how others’ livelihoods
are made (Kool et al., 2009). Circumstances of pain-related disability do not
discriminate and can alter one’s life in profound ways in both physical and
psychological domains.

We suggest that developing a thorough understanding of how disability
and pain disrupt people’s ability to make meaning may be key to both helping
improve the lives of people with chronic pain and disabilities and the pain
associated therein, potentially limiting their impact on daily living. We also
posit that it is critical to understand the ways disability and pain can disrupt
each facet of MIL—coherence, purpose, mattering, and EA—and how each
of these facets of MIL can improve the well-being of people with disability
and chronic pain. In the sections that follow, careful attention will be paid to
the bidirectional relationships between pain-related disability and each facet
of MIL, understanding that with an eye to the research still needed to under-
stand both the complex nature of these relationships and how to best apply
our understanding.
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Coherence

Having a coherent understanding of one’s past, present, and predicted future
is theorized to contribute to favorable outcomes in relation to disability
(George & Park, 2016). Being able to make sense of their situation and
accept disability as a part of life may help people move past unproductive
rumination on the physically and psychologically painful aspects of their
experiences and begin to adjust by focusing on the parts of their lives they
can control and improve (Park, 2010). In this way, coherence could help those
with pain-related disabilities come to terms with their personal experiences in
relation to the grand scheme of life. Conversely, for people with lower levels
of coherence, chronic pain may manifest dissonance between their reality
and their expectations and foster frustration about why they must endure
these hardships (e.g., “Why me?”), stymying growth and engagement with
life. Even among people high in coherence, acquiring pain-related disabilities
can undermine worldviews, sowing doubt about what they once thought they
knew about their life and the world (George & Park, 2016; Park, 2010). This
doubt could lead to distress, negatively affect mental health, and may worsen
disability and pain interference in a negative feedback loop.

Research in this area aligns with theory as higher coherence is associated
with making healthier lifestyle choices that may benefit people living with
chronic pain (Wainwright et al., 2007). For instance, in one study of people
with Ehlers-Danlos syndrome, those with a greater sense of coherence tended
to be more accepting of their disability and had better functional health
(Berglund et al., 2003). Similarly, in a longitudinal study of people with
lower back pain following surgery, people with a higher sense of coherence?
had less total disability as measured by the Oswestry Disability Index (Baker,
Pynsent, & Fairbank, 1989; Santavirta et al., 1996). This effect was strongest
for participants who were over the age of 50, and for women relative to men.
Another longitudinal study assessed people 3, 6, and 12 months after expe-
riencing a severe hand injury (Cederlund et al., 2010). People with a greater
SOC had fewer disabilities of the arm, shoulder, and hand (DASH; Hudak
etal., 1996), less pain, and improved sleep, as well as greater satisfaction with
aspects of everyday life including work, leisure, and self-care as assessed by
the Satisfaction with Daily Occupations Scale (Eklund, 2004).

It is necessary to note that not all studies have found a benefit of SOC in
relation to pain-related disabilities. For instance, one study followed workers
who went on leave due to nonspecific musculoskeletal pain and underwent
a 57-week rehabilitation (Lillefjell et al., 2007). While SOC improved dur-
ing this time, SOC did not significantly predict reentry into the workplace.
However, for those who had not returned to work in any capacity following
the rehabilitation program, SOC was associated with lower levels of anxiety
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and depression, suggesting some benefits for those most highly impacted by
their pain.

The first study to directly assess the relationship between coherence as a
facet of MIL and pain-related outcomes demonstrated that higher coherence
was associated longitudinally with decreased odds of developing chronic
pain, and with less frequent and severe instances of pain cross-sectionally
(Boring et al., 2021). This effect persisted even after other facets of MIL
(purpose and mattering), mental health (depression, anxiety, and self-rated
health), and physical health (BMI, number of other chronic conditions) were
accounted for, suggesting that coherence might have a robust relationship
with the experience and development of pain. As such, we believe clinically
assessing coherence could identify people who may be at risk for unfavorable
outcomes in relation to their disabilities and that they should be monitored
longitudinally to detect whether coherence declines over time. Ultimately,
coherence may provide an important framework through which people with
disabilities can navigate through life.

Purpose

Having purpose in life may help people living with pain-related disabilities
persevere through their difficult circumstances and continue to pursue and
attain goals that are important to them (McKnight & Kashdan, 2009). The
magnitude of these goals can range from accomplishing milestones in one’s
career to something as seemingly mundane as getting out of bed; however,
striving to achieve even small goals and celebrating when one successfully
meets them can create personal empowerment and motivation to not give in
to life’s hardships. However, pain-related disabilities can also disrupt your
goal pursuits and, in turn, your overall purpose, leading to increased distress
or depression that may contribute to a vicious cycle of impaired goal actual-
ization, hopelessness, reduced life purpose, and worsened disability (Pinquart
et al., 2009). Therefore, helping reestablish or recreate purpose among
people affected by pain-related disabilities may improve their functioning
and well-being.

For people like our imaginary carpenter, whose major goals in life have
been blocked by disability, the idea of reestablishing purpose may be daunt-
ing. It is therefore important to recall two things: The first is that goals are
oriented around purpose, not the other way around; the second is that purpose
exists in many domains of life (Dahl, 2010). Even if disability forces the car-
penter from completing any more woodwork, working wood may have only
been one way of moving toward a broader value or purpose. If their purpose
was creative expression, for example, there are many other avenues for them
to pursue that goal. Additionally, most people have a multitude of purposes
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in many domains (e.g., interpersonal relationships, personal growth, family,
spirituality, work, etc.). When disability interferes with people’s pursuit of
purpose in one domain, they may be able to reestablish purpose by focusing
on a different valued domain.

In pain-related disability research, higher purpose is almost uniformly
linked to positive outcomes (McKnight & Kashdan, 2009). For example,
Thompson et al. (2003) found that among patients with a spinal cord injury,
purpose was associated with better adjustment to their disability. Delving
further into purpose’s positive relationship with adjustment, purpose medi-
ated the relationship between aspects of personality such as aggression and
sociability and adjustment, as well as one’s internal locus of control over
health and adjustment, suggesting that having greater purpose may promote
more favorable outcomes in response to disability regardless of other per-
sonal characteristics.

Trompetter et al. (2013) found that higher scores on the Engaged Living
Scale* (ELS) were related to both less pain interference and pain disability
among chronic pain patients over and above other constructs such as psy-
chological inflexibility and mindfulness. Nsamenang and colleagues (2016)
found that among those with multiple sclerosis (MS), having greater mean-
ing® was associated with less pain interference. A separate study assessed
purpose in relation to interference due to fatigue among women with rheuma-
toid arthritis, and both disability of physical functioning and interference due
to fatigue among women with fibromyalgia (FM) (Schleicher et al., 2005).
Having greater purpose was associated with less disability for those with FM,
and less interference for both groups.

Additionally, Yeung et al. (2019) found that having purpose was associated
with a higher quality of life (QOL) and with a greater capability of achieving
personal standards of living (e.g., social connection and activity restrictions)
among disabled older adults. Purpose remained associated with greater QOL
when controlling for other factors such as depression, loneliness, and self-
rated physical health.

Finally, purpose predicts longitudinal outcomes of pain disabilities. Smith
and Zautra (2004) followed people with knee osteoarthritis who underwent
total knee replacement surgery. Two weeks before the surgery, participants
completed baseline surveys assessing purpose, personality characteristics
such as optimism and emotionality, mental health indicators like anxiety,
depression, and affect, and physical health measures including functional
disability, pain, and stiffness. Six months after the surgery, the participants
completed the assessments again. While purpose was not associated with
disability or stiffness at baseline, it predicted less disability and stiffness fol-
lowing surgery, as well as less anxiety, depression, and negative affect, and
greater positive affect. After controlling for other personal characteristics
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(optimism, pessimism, and emotionality), purpose still predicted favorable
mental health outcomes, although it was no longer predictive of disability.

Similar to other facets of MIL, purpose can both be unsettled by pain-
related disability or promote perseverance and resiliency through difficult
circumstances. Clinically assessing purpose and understanding the unique
goals of each patient may contribute to favorable outcomes and identify those
who may need support in continuing or generating new purpose in life.

Significance

A third component of MIL is the feeling of significance. Martela and Steger
(2016) argued that significance is “a sense of life’s inherent value and having
a life worth living” (p. 532). In the MIL literature, most research has exam-
ined a component of significance-related feeling that one’s actions and life in
general matter to others. This perception is generally referred to as existential
mattering (George & Park, 2016, 2017). Recently, scholars have argued that
EA represents another component of the feeling of significance (Kim et al.,
2021). Specifically, EA represents that significance one feels in their life
experiences. Below, we discuss how each of the components of significance
relate to pain and pain-related disabilities.

Existential Mattering

The subjective perception that one’s life matters in contexts larger than
oneself has important theoretical implications for the ways in which people
cope with pain-related disabilities. While no published research has focused
on the role of mattering in these contexts, investigations of related constructs
can help provide insight. For example, pain can lead to subjective feelings of
helplessness, which predicts future functional disability in individuals with
chronic pain (Samwel et al., 2007). Disability can likewise lead individuals
to feel powerless or worthless based on the norms of the society that they
inhabit (Strandmark, 2004). This sort of helplessness and powerlessness
based on the broader context of one’s existence is deeply related to mattering.
For example, if a person experiencing pain-related disabilities feels helpless/
powerless because they are unable to meaningfully contribute to their fam-
ily, workplace, or community, their mental health (and experience of pain)
may worsen. Conversely, retaining a sense that one’s life does ultimately
matter, despite pain-related disability, could theoretically buffer these nega-
tive outcomes. Interestingly, the only known investigation to examine the
relationship between chronic pain mattering in a cosmic context (i.e., in the
“grand scheme of the universe”) found a positive relationship between exis-
tential mattering and pain severity (Boring et al., 2021), which is difficult to
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interpret. Overall, much more research is needed to fully elucidate the rela-
tionship between the mattering facet of MIL and pain.

Social mattering, a construct that has traditionally been studied indepen-
dently of MIL but which is now being integrated into the existential mat-
tering literature (Guthrie et al., 2021b), has been studied slightly more in
the context of pain-related disabilities. Social or interpersonal mattering is
generally defined as the subjective feeling that one adds value, and is val-
ued, in relation to their community, culture, and social groups (Prilleltensky
et al., 2020). Flett (2018) reviewed the role of social mattering in disabled
populations and ultimately suggested that these groups struggle to achieve a
sense of mattering relative to normative populations. Furthermore, multiple
researchers have found that social mattering is an important component of
psychological well-being for older adults as they experience declining health
and the loss of autonomy (Fazio, 2009; Pearlin & LeBlanc, 2001). Finally,
a 2011 study by Raque-Bogdan and colleagues found that social mattering
was a positive predictor of broad physical health. Together, these studies
help to illustrate the idea that chronic pain and its associated disabilities and
a sense that one’s life matters are all interrelated. Unfortunately, no existing
research sheds light onto the directionality of these relationships. Therefore,
it is important to be cautious in interpreting this nascent field of inquiry, espe-
cially given the lack of research directly involving mattering with regards to
MIL. Nevertheless, these related findings provide a promising starting point
for future research.

Experiential Appreciation

Although many scholars have stressed how one’s experiences can directly
influence the experience of MIL (Csikszentmihalyi, 2008; Frankl, 1986),
only recently have these ideas been empirically tested (Kim et al., 2021).
Among all the facets of MIL we have outlined, EA currently has the most
well-established connection to pain. EA is believed to include at least three
components: mindfulness, awareness of beauty, and appreciation of experi-
ence (Guthrie et al., 2021a). These components can also be thought of as
steps. Mindfulness is present moment awareness, a state of engagement with
one’s experience of the world from which the other steps flow. Awareness
of beauty is the act of noticing the things in one’s present environment that
inherently evoke positive emotions, often things like art, aspects of nature, or
other people. Appreciation is the act of feeling the positive emotions evoked
by one’s mindful awareness of beauty (“experiential savoring,” a common
term in pain research, is a form of appreciation). It is in the act of apprecia-
tion that it is possible to make meaning (Wong, 2014), which is believed to
directly influence the degree that one feels their existence is significant.
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EA is likely undermined and opposed by a maladaptive response style
common in people with chronic pain called “experiential avoidance” (Esteve
et al., 2012; Kashdan et al., 2009; Zettle et al., 2005). Experiential avoid-
ance is the attempt, either subconsciously or deliberately, to dissociate from
aspects of in-the-moment-experience. Because pain is a highly unpleasant
experience, it is natural to try to avoid it. However, in the case of chronic
pain, which either cannot be completely avoided or can only be avoided
by significantly limiting one’s activities, the attempt to avoid pain tends to
lead to more pain and pain interference over time (Gutierrez et al., 2004).
Experiential avoidance also interferes with people’s lives by cutting them off
from experiences they would enjoy, adding to the burden of disability (Hayes
et al., 1999).

Although no studies have directly examined the relationship between EA
as a facet of MIL and pain-related outcomes, a multitude of studies show
that lower experiential avoidance is associated with decreased pain severity,
pain interference, and pain disability in people with chronic pain (Kashdan
et al., 2009; Costa & Pinto-Gouveia, 2011; Costa & Pinto-Gouveia, 2013;
Karademas et al., 2017). Moreover, treatments targeted at reducing experi-
ential avoidance have seen significant success at decreasing pain interference
and improving the physical and psychological well-being of people with
chronic pain (Wetherell et al., 2011; Dahl, 2010).

Treatments targeting the mindfulness component of EA have demonstrated
remarkable results in a variety of chronic pain populations. Early randomized
controlled trials (RCTs) showed significant improvement in pain symptoms
and mental health outcomes for patients who took part in a 10-week mind-
fulness meditation Stress Reduction and Relaxation Program (Kabat-Zinn,
1982; Kabat-Zinn et al., 1985). More recent and streamlined RCTs with
eight-week Mindfulness Based Stress Reduction (MBSR) training improved
pain and mental health outcomes for people with chronic back pain (Cherkin
et al., 2016; Morone et al., 2016) and irritable bowel syndrome (Garland
etal., 2011; Zernicke et al., 2012). One of the newest mindfulness-based pro-
grams to show promise in treating chronic pain, called Mindfulness-Oriented
Recovery Enhancement, closely resembles the steps EA we outlined, teach-
ing patients to first use mindfulness to expand their awareness of positive
experiences in the moment and then apply cognitive reappraisal and savoring
techniques to better appreciate those positive experiences (Garland, 2021).

Though not as expansive as the literature on mindfulness, research on
gratitude, a construct related to appreciation, is also worth noting. Generally,
there is a positive association between gratitude and physical health
(Lavelock et al., 2016). Among chronic pain patients specifically, higher
levels of gratitude are associated with better mental health outcomes (Ng &
Wong, 2012). Because a variety of methods already exist to teach people both
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how to increase EA directly (e.g., by increasing either the mindfulness facet
with MBSR or increasing the appreciation facet with experiential savoring
training) and how to decrease experiential avoidance, which could indirectly
increase EA, we suggest that this facet of MIL is a particularly good target
for psychological interventions.

CLINICAL PSYCHOLOGY APPLICATIONS

The relationship between MIL and pain-related disabilities holds important
implications for clinical practice centered on pain-related disability treatment.
Treatment for patients who present to therapy with chronic pain is often
suboptimal, in part because many clinicians are ill-equipped to address the
experience of chronic pain and disabilities resulting from it (Breivik et al.,
2006; Robinson et al., 2011). In theory, a patient’s ability to find meaning
in their experience of pain (presumably with the help of a therapist) should
improve their overall well-being and ability to cope with their pain. This
idea is supported by qualitative accounts of people addressing pain with
meaning-making efforts, which ultimately led to improved coping, resilience,
and subjective well-being (West et al., 2012; Winger et al., 2020). Further,
Park (2010) suggested that people’s ability to find meaning in stressful life
experiences directly affects their overall perception that life is meaningful.
Following this logic, it may be useful for clinicians to encourage and facili-
tate meaning-making among clients who struggle with pain in an effort to
improve overall MIL, resilience, and functional outcomes.

One potential way to achieve this would be to target MIL as an adjunct
to existing evidence-based therapies that target chronic pain, of which
there are several. A 2020 Cochrane review found evidence that both
Cognitive Behavioral Therapy (CBT) and Behavior Therapy were effica-
cious in the treatment of chronic pain and related disabilities (Williams
et al.). Additionally, Majeed and colleagues (2018) reviewed evidence that
Acceptance and Commitment Therapy (ACT), CBT, and MBSR treatments
all may be able to reduce the extent to which patients rely on opioids for pain
management. Since many consider MIL to be an important component of
psychotherapy in general (Debats, 1996; Hill et al., 2015), efforts to directly
foster meaning-making could reasonably complement one of these evidence-
based approaches.

Purpose may be the most straightforward (and common) facet of MIL to
address in therapy. Clinicians can help clients identify ways to participate
in their communities, explore purpose-driven career paths, and find value-
driven means of benefiting some sort of “greater good.” Working toward
these values by setting (and achieving) goals within the bounds of a client’s
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pain-related disability should theoretically lead to an increased sense of
purpose. Coherence could potentially be increased by working with clients
to create a more clear narrative of their life (drawing on Narrative Therapy
techniques; see Vromans & Schweitzer, 2009; White, 2007), or a more cohe-
sive and functional worldview (by encouraging the active articulation of and
engagement with clients’ belief systems). Social mattering could certainly be
addressed by helping clients seek and create more meaningful social connec-
tions. Mattering in large contexts like the “grand scheme of the universe,”
on the other hand, may be difficult to address without directly challenging or
altering existential schemas (e.g., religious beliefs). Due to this complication,
and the fact that its relationship with pain is less clear (Boring et al., 2021),
it may be smart to address more immediate forms of mattering (like social
mattering) first, with the hope that this will have downstream implications
for larger contexts of mattering. Finally, EA could potentially be improved
in multiple ways. Positive Affect Therapy (Craske et al., 2019) is a relatively
new treatment approach that encourages the savoring of positive sensory
experiences. This, combined with approaches centered on mindfulness and
present moment awareness (drawn from MBSR or ACT), should lead to
greater EA. For all of these approaches, the direct targeting of MIL through
therapy may allow patients to adopt more effective coping techniques and
more adaptive cognitive orientations toward their pain, which would presum-
ably improve pain-related outcomes. While these adjunct approaches could
prove effective, they nevertheless require more research in order to be confi-
dently recommended as a treatment for pain-related disability.

ACT is currently the only evidence-based treatment for chronic pain
approved by the APA Division 12 task force that has the potential to directly
facilitate meaning-making. Other therapies exist that address meaning more
directly (see Wong, 2010), but they lack the evidence base of ACT. The focus
on forging a values-based life in ACT is conceptually related to the develop-
ment of a sense of purpose and could likely indirectly improve clients’ sense
of coherence and mattering. A few studies do demonstrate that ACT can
increase subjective judgments of MIL (Datta et al., 2015; Moghbel et al.,
2019), but the mechanisms through which it does so are currently unverified.
One potential avenue for understanding these mechanisms, thus potentially
informing treatment for pain-related disability, is mindfulness. A core tenant
of ACT is teaching patients cognitive defusion, or the separation of thoughts
and emotions from the immediate, present experiencing of reality. This mind-
ful practice is a critical component of ACT, which has been repeatedly dem-
onstrated to reduce distress associated with chronic pain (Hughes et al., 2017;
Robinson et al., 2004). Numerous empirical investigations have verified the
link between mindfulness and MIL (see Chu & Mak, 2020). Separately,
Garland and Fredrickson (2019) have theorized that mindfulness leads
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directly to the creation of meaning, in part by fostering self-transcendence
and the savoring of positive affective experiences (i.e., EA), which they assert
may be helpful for chronic pain patients. Though more research is certainly
needed, this suggests that MIL could be an understudied mechanism in the
efficacy of ACT (as well as other mindfulness-based interventions) for pain.

LITERATURE LIMITATIONS,
GAPS, AND FUTURE RESEARCH

The extant literature assessing the relationship between MIL and pain-related
disabilities provides a foundation for understanding the importance of assess-
ing existential constructs—both as factors that can promote beneficial health
outcomes and as fundamental aspects of existence that can be disrupted
by disability. Empirical research over the past five years has substantially
expanded our understanding of the facets of MIL, paving the way for new
insights into the interplay between specific facets of MIL and the experi-
ences of people with pain-related disability. As such, it is critical that future
research use the most up-to-date measures of the facets of MIL, since many
older measures (which are still commonly used) combine and incorporate
multiple facets of MIL without distinguishing among them, thus diluting
our ability to analyze the unique contributions of these distinct concepts.
For instance, though seemingly robust, the literature assessing the role of
coherence in relation to pain-related disabilities is fundamentally limited by
the widespread use of the SOC scale (SOC), which is discordant with our
current understanding of coherence. Similarly, the FACIT-SP combines pur-
pose and spirituality, introducing confounds that cloud interpretation of what
might be clinically relevant. Using measures that accurately assess specific
facets of meaning (e.g., The Multidimensional Meaning in Life Scale; Costin
& Vignoles, 2020) would help clarify the differential effects of the various
facets of MIL in relation to pain-related disability and aid in identifying the
most important facets to target in clinical interventions.

Many current clinical interventions aim to foster a general sense of MIL;
however, using interventions designed specifically to bolster the facets asso-
ciated most closely with pain-related disabilities may improve pain outcomes.
While conducting clinically relevant research, it is important to recognize that
there may be reciprocal relations between MIL and pain-related disabilities,
and that these relations are not yet well-understood. That is, MIL can buffer
negative health outcomes and can also be disrupted by negative health out-
comes. For this reason, we suggest that assessing the ways in which different
facets of MIL serve both as protective and risk factors for pain-related dis-
abilities will be a fruitful area for future research.
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Finally, there are far more conditions involving pain-related disability than
there are studies examining meaning-making processes associated with pain,
disability, and interference. For instance, findings on MIL in cancer patients
may not be generalizable to FM patients due to the fundamental differences
in the experiences, expected outcomes, and current treatments for each con-
dition. In order to achieve the best treatment outcomes, it is imperative to
evaluate the interaction of all facets of MIL within groups of specific pain-
related disabilities.

CONCLUSION

Pain-related disabilities can be highly disruptive to a person’s life, both phys-
ically and psychologically. Research has consistently shown the importance
of MIL in promoting favorable physical and mental health. Although the role
of MIL in relation to pain-related disabilities is not a new area of study, a
recent rise in positive psychological research on MIL has altered scientific
understanding of the construct, especially with regard to the components
that comprise it. We believe applying this more nuanced understanding of
MIL to research on pain-related disabilities will provide new opportunities
to increase our understanding of how chronic pain can disrupt the experience
of MIL and how MIL can help increase the well-being of people experienc-
ing chronic pain. These emerging understandings have the potential to pro-
foundly alter the clinical interventions used to treat pain-related disabilities.

Although current research on this subject is germinal, it is clear people
are fully capable of simultaneously living with chronic pain and living with
meaning, a fact with the power to transform society’s understanding of dis-
abilities and, for many disabled people, their understanding of themselves.
People do not need to put their lives on hold until doctors deliver an antidote
to their suffering. As Viktor Frankl wrote, “Suffering ceases to be suffering
at the moment it finds a meaning” (2000, p. 113). Even in the absence of a
medical cure, people with pain-related disabilities can learn to thrive. Positive
psychological research, and research on MIL in particular, can pave the path
for people to flourish even in the midst of pain.

NOTES

1. DG and BLB contributed equally to this work.

2. The notion of searching for MIL is most closely associated with searching for
purpose and for coherence (e.g., searching to make sense of yourself, the world, and
your place in it) (Steger et al., 2006). If someone wants to experience mattering,
they typically search for a means through which they might matter more, which is
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essentially still searching for purpose. Likewise, though you can learn to be more
appreciative of your experience, experiential appreciation is not typically associated
with a search process.

3. Although the Sense of Coherence Scale (SOC; Antonovsky, 1993) has been
often used to assess the relationship between coherence and pain/disability-related
outcomes, the SOC was developed to tap into more than coherence (e.g., manageabil-
ity; Costin & Vignoles, 2020; King & Hicks, 2021). As such, our interpretations of
these findings are limited because they do not accurately assess the scope of the rela-
tionship between coherence specifically and pain-related disabilities. Nevertheless,
we believe studies using the SOC do, at minimum, demonstrate preliminary evidence
for the connections between pain-related outcomes and coherence.

4. The ELS was developed to assess the response of people with chronic pain
to Acceptance and Commitment Therapy, a form of therapy for which increasing
people’s sense of purpose is one major goal. The ELS consists of two subscales, one
relating closely to purpose and the other relating closely to life satisfaction.

5. This study used the FACIT-SP (Petermen et al., 2002), which incorporates
spirituality items related to finding peace in one’s life, but also includes many items
designed to specifically assess purpose.
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Negotiating Stigma
Disability in the Workplace
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Conceptualizations of disability have varied over time, with important
implications for how people with disabilities see themselves and are seen
by others. As discussed extensively in chapter 1, three predominant models
of disability have been proposed. The first, a medical model of disability,
focuses on physical impairments, illness and etiology, and activities of daily
living—it approaches disability from a deficit perspective, emphasizing dis-
crepancies between people who are disabled (and therefore ill) and people
who are not disabled (and therefore healthy; LoBianco & Sheppard-Jones,
2007). The medical model pathologizes disability and positions individuals
with disabilities as needing to be “fixed” to function in a society centered on
nondisabled people (Blanck, 2020). By contrast, the second major approach
is the social model, which views disability as the result of environmental
barriers to accessibility and social attitudes that restrict opportunities for
those with disabilities (LoBianco & Sheppard-Jones, 2007). Finally, the third
approach encompasses biopsychosocial models of disability, which integrate
medical and social models, emphasizing the interaction between variation in
physical ability and social appraisals of these variations.

The World Health Organization’s International Classification of
Functioning, Disability, and Health (ICF) was intended to formalize this
third, more integrative approach to disability (ICF, 2001). This taxonomy
classifies people according to their body functions and structures, capacity
and performance, personal characteristics, and environments. Thousands of
studies have been conducted using this classification (Cerniauskaite et al.,
2011) despite lingering criticisms that disability organizations have had far
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too little say in developing and modifying the ICF, which has been misused
by many and is not known by others (Lundilv, 2015).

As criticisms of the ICF suggest, existing research on disability has dis-
proportionately focused on aspects related to functioning at the expense of
understanding environmental, personal, and social factors. The profound
impact of the latter factor is illustrated in the following quote from Corrigan
(2014):

Disease and disability strike with a double whammy: Not only do they cause
pain, distress, and loss, but they also trigger a social reaction, and the prejudice
and discrimination that often accompany illness can be as limiting as the condi-
tion itself. (p. 3)

Indeed, social reactions to disability too often gravely affect the lived experi-
ences of people with disabilities. Such reactions can be referred to as stigma,
and the consideration of disability as stigma, particularly in a workplace con-
text, is the focus of the current chapter. Although other chapters in this book
focus on various positive psychological personal factors (e.g., resilience,
optimism) that may boost positive outcomes for people with disabilities, we
focus our chapter on stigma, or the extent to which the very nature of how
disabilities are perceived within interactions can dramatically influence out-
comes. Additionally, we focus our chapter on how individuals can mitigate
or disarm the negative impact of stigmas and stereotypes.

Before examining how stigma is socially constructed, it is critically
important to acknowledge the potentially absurd notion that we are writing
a chapter that elucidates ways that people with disabilities can manage or
reduce the stigma they face. In no uncertain terms, the burden lies with allies,
organizations, and society to reduce persistent discrimination against people
with disabilities. Yet, we know that stigma exists within social interactions or
contexts, and it often involves negotiating identity-related concerns between
a perceiver and target. Given this negotiation and the fact that doing so
strategically might provide benefits to people with disabilities, we focus on
the actions that the targets are able to take, particularly in the workplace, to
manage and reduce stigmatization. This focus does not in any way, however,
remove the onus for nondisabled people to confront and challenge ableism.

The word “stigma” means to “mark” or “brand” and derives from the
Ancient Greek practice of branding the body to signify that one was enslaved
or owned as property. With time, such marks were also emblazoned on
criminals and traitors to signify to others in society that these stigmatized
individuals should be recognized and avoided. Over the last several centuries,
stigma has come to be associated with a wide variety of “marks”—whether
visible or invisible—that can have tremendous and often negative social
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consequences. In contemporary society, social labels such as being heavy,
identifying with a certain religion, or using a wheelchair evoke a similar reac-
tion to Greek marks, serving as labels that trigger stereotypes, prejudice, and
discrimination. Stigma can be life-threatening, as seen in the case of leprosy.
People who have leprosy, otherwise known as Hansen’s disease, sometimes
experience permanent damage to the skin, including the feet, hands, and
eyelids. Although we now know that 95% of people are naturally immune
to contracting the disease, before the turn of the century, leprosy was con-
sidered so contagious and unsightly that people with leprosy were separated
from their families and communities, often living their entire lives in exile
(see Senthilingam, 2015). A more modern-day example involves the stigma-
tizing effects of having a physiological condition that leads one to become
fat. Indeed, people are so averse to becoming fat that 15% of those surveyed
said that if given a choice, they would rather give up 10 years of their lives
(Schwartz et al., 2006). Although there is a societal belief that labeling some-
one as “obese” might actually lead them to lose weight (Puhl et al., 2008), the
research shows that the stigma actually leads to more negative psychological
and physical consequences (Puhl et al., 2007; Puhl & King, 2013; see also
Fulton & Srinivasan, 2021).

Stigma is not an individual phenomenon, but rather one that is produced
and negotiated interpersonally both by the stigmatized individual and their
interaction partner(s). The perspectives of individuals with disabilities and
other stigmas were first given attention some 60 years ago when Erving
Goffman published his seminal book Stigma: Notes on the Management of
Spoiled Identity (Goffman, 1963). This book was important not only because
it was one of the first to give voice to the rich perspectives of diversely stig-
matized individuals but also because it more clearly defined the concept of
stigma and the potential power of stigma in interactions. In this chapter, we
focus specifically on the role that stigma can play in interactions between
people who do and do not have some sort of mental/physical impairment.
These interactions may be of a personal or professional nature and typically
involve at least one person who has a disability (the target) and another who
does not (the perceiver). The current chapter focuses on stigma that emanates
from perceivers (rather than issues of internalized ableism) as well as the
ways in which people with disability strategically navigate this stigma.

In this chapter, then, we begin by focusing on defining disability stigma in
the workplace. This context is currently most interesting to us as all five of the
authors work in the arena. We describe the incidence of disability and define
the characteristics of disability stigma. Next, we articulate stereotypes about
and the difficulties and barriers that people with disabilities face in the work-
place. Then, we present identity management and other workplace strategies
that people with disabilities might adopt to assuage the impact of stigma in
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workplace settings. Finally, we conclude with future directions that we hope
researchers in this area will pursue.

DISABILITY IN THE WORKFORCE

An estimated 61.4 million, or one in four, American adults have a disability
(CDC, 2020). In 2020, only 17.9% of people with disabilities were employed
in the United States, compared to 61.8% of people without a disability
(Bureau of Labor Statistics, 2021). While part of this discrepancy can be
attributed to the greater incidence of disability among older adults who are
no longer in the workforce, adults without disabilities across all age ranges
are employed at higher rates than that of adults with disabilities, despite the
legal protections of the Americans with Disability Act (ADA; Americans
with Disabilities Act of 1990; Bureau of Labor Statistics, 2021).

The ADA requires employers to provide employees and applicants with
disabilities reasonable accommodations, or accommodations that do not
place undue hardship on an employer (EEOC, 2002). The ADA broadly
defines a disability as a “physical or mental impairment that substantially
limits one or more major life activities, a person who has a history or record
of such an impairment, or a person who is perceived by others as having such
an impairment” (Americans with Disabilities Act of 1990). Thus, both the
legal definition of “what counts” as a disability and the legal requirements for
accommodating employees with disabilities are subject to interpretation. The
ambiguity surrounding the very nature of disability and accommodation is
further complicated by the fact that, as with other protected identities such as
race and gender, people with disabilities face stigma that may not be legally
actionable, but is nonetheless harmful.

There are multiple barriers that restrict the rates at which people with dis-
abilities are employed (Santuzzi & Waltz, 2016). For example, stigma-based
biases impact all junctures of job hiring, evaluation, and promotion cycles (Jans
etal., 2012). Additionally, people with disabilities face structural barriers (e.g.,
lack of public transportation, designs that are not universal, buildings without
elevators) that limit their access to both personal and professional spheres (e.g.,
see Blanck, 2016; Gray et al., 2012). Finally, financial barriers prevent people
with disabilities from accessing the workplace (e.g., see Hansen, 2019), and it
remains legal to pay employees with disabilities less than the minimum wage
(U.S. Department of Labor, n.d.). In short, the externally imposed impediments
of stigma, discrimination, and structural barriers limit the available labor force
and reduce opportunities for employees with disabilities.

Creating accessible and equitable employment opportunities and experi-
ences for people with disabilities is both a moral and an economic imperative
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(see Lysaght et al., 2012). A recent systematic review of 39 studies revealed
many financial benefits of hiring people with disabilities, including “improve-
ments in profitability (e.g., profits and cost-effectiveness, turnover and
retention, reliability and punctuality, employee loyalty, company image), com-
petitive advantage (e.g., diverse customers, customer loyalty and satisfaction,
innovation, productivity, work ethic, safety), inclusive work culture, and abil-
ity awareness” (Lindsay et al., 2018, pp. 1-2). Moreover, the increased qual-
ity of life (QOL) and enhanced sense of community that accompanies these
tangible benefits are inestimable benefits. Further, because anyone can develop
a disability over the course of their lifetime, disability research is important for
individuals regardless of their current dis/ability status and for organizations.

UNDERSTANDING STIGMA

Goffman (1963) conceptualized stigma as a label that is negotiated within a
single or several social interaction(s). Specifically, a perceiver observes or
discovers some attribute of a target’s identity and decides that it is different,
lesser, or somehow incomplete compared to normative and/or highly valued
social identities. The target may actively try to reject or accept this label,
and hence, a negotiation of sorts occurs. This negotiation is complicated by
the fact that some stigmas are not immediately discernible and/or are asso-
ciated with other characteristics that make them more or less stigmatizing.
Specifically, certain stigmas are visible, or discredited, and can be readily
perceived by outsiders, while others are invisible, or discreditable, and may
remain concealed. According to Goffman (1963), stigmas fall into one of
the three categories: (a) “abominations of the body,” or physical disabilities;
(b) “blemishes of individual character,” or mental illnesses and other condi-
tions historically understood as within an individual’s control; (c) and “tribal
stigmas,” or group membership such as race and religion (Goffman, 1963).
Jones et al. (1984) provided a different conceptualization of stigma based
on six unifying dimensions: (a) concealability, the degree to which a stigma
can be hidden by the target during an interaction; (b) course, the stigma’s
persistence over time; (c) disruptiveness, the degree to which a stigma is per-
ceived as influencing an interaction; (d) aesthetics, the visual appeal, or lack
thereof, of an identity; (e) origin, whether the stigma was present since birth
or is perceived as resulting from a target’s action; and (f) peril, a perceiver’s
sense of endangerment from the stigma (Jones et al., 1984). Each of these six
dimensions maps onto a spectrum across which a unique stigma is situated.
Consequently, stigma is not inherent to an individual’s personal attributes,
but rather is the socially constructed product of the interactions between a
person and relevant broader cultural influences.
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Just as stigma is a multilevel phenomenon, the process through which it
affects individuals is multifaceted. According to the social process of stig-
matization, four interconnected mechanisms negatively impact targets of
stigma (Major & O’Brien, 2005). First, negative treatment and discrimina-
tion respectively describe incivility in interpersonal interactions and institu-
tional processes that restrict access to resources such as education, housing,
or employment opportunities (Major & O’Brien, 2005). Second, expectancy
confirmation processes occur when a nonstigmatized person behaves toward
a stigmatized person in ways that compel the target to act in accordance with
the perceiver’s expectations (Major & O’Brien, 2005). Third, automatic
stereotype activation-behavior unfolds when stereotypes about a target’s
stigmatized identity are primed (independent of a perceiver), which in turn
promotes stereotype-consistent behavior from the stigmatized individual
(Major & O’Brien, 2005). Finally, stigma affects targets via social identity
threat—that is, the feeling of threat brought on by environmental cues that
one’s identity is devalued (Major & O’Brien, 2005; Steele et al., 2002). Thus,
stigma influences not only others’ perceptions of those with disabilities but
also serves to restrict the behaviors of people with disabilities themselves.

Compared to other stigmatized identities that are legally protected in the
workplace, disability status carries unique implications. First, selection tools
such as tests of cognitive ability and personality attributes potentially contain
items that could disqualify applicants on the basis of a psychiatric or neuro-
logical disability (Melson-Silimon et al., 2019). Second, workers must step
forward to report and claim a disability identity to receive the legal protec-
tions and accommodations guaranteed by the ADA (Santuzzi & Waltz, 2016).
The necessity of disclosure or acknowledgment of one’s disability status to
receive accommodations means that the benefit of receiving accommodations
to which an employee is entitled comes at the potential cost of increased risk
of discrimination or mistreatment (Baldridge & Veiga, 2006). Finally, an
employee’s own disability identity and the accommodations that they require
or could benefit from differentiate it from other identities that may not have
direct implications for job demands (Santuzzi & Waltz, 2016). In the next
section, we expand on the unique barriers imposed on people with disabilities
through stereotyping and stigmatization in the workplace.

STEREOTYPES OF AND BARRIERS FACED
BY INDIVIDUALS WITH DISABILITIES

Stereotypes are generalizations that influence an observer’s expectations of
and reactions to the stereotyped individual (Stone and Colella, 1996). Once
formed, stereotypes are activated automatically by environmental cues and
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act as a filter through which future encounters with stereotyped people are
perceived (Hays-Thomas, 2017). Such cognitive processes can have negative
effects, including prejudice and discrimination. In this section, we discuss
stereotypes about people with disabilities, with a particular focus on the
ambivalent nature of disability stereotypes (i.e., stereotypes that have both
positive and negative characteristics; Dovidio et al., 2011; Fiske et al., 2002)
and address how these stereotypes result in barriers at work for people with
disabilities.

Synthesizing the empirical research, Stone and Colella (1996) proposed
a model of the antecedents and consequences of disability-related stereo-
types. They identified six dimensions of disability stereotypes: social skills,
task competence, emotional adjustment, integrity, concern for others, and
potency. Within this model, people with disabilities are stereotyped according
to both positive (i.e., as caring and truthful) and negative (i.e., lacking inde-
pendence/task competence, being shy, lacking emotional stability, and being
submissive) qualities (Stone & Colella, 1996). Similarly, the Stereotype
Content Model (SCM) developed by Fiske et al. (2002) identified two dimen-
sions along which stereotypes are constructed: competence and warmth.
These two dimensions govern social interactions and influence perceptions
of one’s ability to work with and trust other people. In the SCM (Fiske et al.,
2002), people with disabilities are perceived to be high in warmth but low
in competence. Although they are not seen as a competitive threat, they are
categorized as lacking skills and proficiencies. These warmth and compe-
tence judgments engender perceptions of low social status among people
with disabilities, resulting in pity and paternalistic stereotypes. This “mixed
stereotype hypothesis” in which people with disabilities are stereotyped as
having both positive and negative attributes is akin to ambivalent racism
(e.g., Katz & Hass, 1988) and ambivalent sexism (e.g., Glick & Fiske, 1996),
both of which emphasize that stereotypes are harmful even if they include
some “positive” or benevolent content.

Ambivalent stereotypes are often pernicious because their positive content
can make them seem more socially acceptable. Indeed, linking ambivalent
stereotype content to behavior, Cuddy and colleagues (2007) proposed that
perceptions of warmth elicit active behaviors—typically behaviors that
involve either helping (facilitation) or harassing (harm). Perceptions of
competence facilitate passive types of behaviors—typically behaviors that
include either neglecting (harm) or associating with (facilitation) targets. In
this paradigm, disabled people who, according to the SCM, are pitied due to
their warmth and incompetence (Fiske et al., 2002) elicit helping behaviors
(active facilitation) as well as neglect (passive harm). Demonstrating the real-
world implications of neglect, a major issue facing people with disabilities is
the failure of organizations to provide reasonable accommodations to them
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(Graham et al., 2019). Failure to accommodate individuals at work is further
compounded by workers’ concerns about imposing on others (coworkers
and supervisors), which decreases the likelihood of accommodation requests
(Baldridge & Veiga, 20006).

Research suggests that stereotypes and their associated content exist at
implicit and explicit levels: Rohmer and Louvet (2012) found that people
rated people with disabilities high in warmth and low in competence on
explicit measures (indexed via questionnaires), but low in both warmth and
competence on implicit measures (indexed via response latency on a reac-
tion time task associating people with disabilities with a series of attributes).
Perceptions of low competence are clearly detrimental for people with
disabilities as organizations may view them as impediments to productiv-
ity (Kwon, 2020). Likewise, Rohmer and Louvet’s (2012) findings of low
warmth attributions at an implicit level suggest that high explicit warmth
perceptions may be a function of participants’ desire to respond in nonpreju-
dicial ways. Consequently, employees with disabilities may simultaneously
(and unjustifiably) be stereotyped as impeding productivity and as unlikable
colleagues, while people harboring such views justify them based on explicit
attributions of warmth.

The negative stereotypes associated with people with disabilities can
impact their achievement in the workplace through stereotype threat (Steele,
1997). Stereotype threat occurs when a member of a group is made aware
of a negative group-related stereotype, which impedes their performance
and leads to avoidance of potentially threatening situations (Steele, 1997).
Studying a population of adults with visual impairment, Silverman and
Cohen (2014) found that stereotype threat was positively related to stress and
unemployment and negatively related to satisfaction and challenge-seeking
behaviors, relationships that were mediated by decreases in self-integrity. In
a second study with visually impaired students, Silverman and Cohen (2014)
found that higher self-integrity was positively associated with performance.

Research suggests that the general content of disability stereotypes can
interact with specific job demands to influence perceptions and experiences
of employees with disabilities. For instance, Colella et al. (1998) studied how
people with dyslexia were rated as potential team partners. They found that,
regardless of disability-job fit—that is, the relationship between a disability
and the demands of a job—people with dyslexia received lower ratings when
rewards for teamwork were interdependent (e.g., the team’s compensa-
tion was based on their aggregated contributions) compared to when each
team member was compensated for their own contributions independently.
Additionally, when there was poor disability-job fit, people with dyslexia
were rated as less desirable work partners (e.g., lower perceived task and
teamwork skills, less leadership potential). Likewise, Louvet (2007) found
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that when a job was described as having high interpersonal demands or as
being stereotypically masculine, applicants with disabilities were rated more
harshly than applicants without disabilities. This finding is troubling as the
high-warmth stereotypes associated with disability do not appear to result in
more favorable workplace outcomes even when there are high interpersonal
job demands.

In addition to job type, disability type also impacts judgments of employ-
ees—a meta-analysis found that both mental and physical disabilities nega-
tively impact hiring decisions, but that this effect is more pronounced for
people with mental (versus physical) disabilities (Ren et al., 2008). Wang
et al. (2010) studied how visual impairment impacts the selection process
through the visual appeal of resumes. They found that applicants who
perceived to be visually impaired received higher ratings of extraversion,
openness to experience, agreeableness, and conscientiousness from hiring
managers. However, those ratings did not translate into increased hireability,
supporting the high-warmth/low-competence disability stereotype. The nature
of one’s disability also impacts perceptions of and responses to requests for
workplace accommodations. When a disability is perceived as resulting from
an employee’s choices, workplace accommodation requests are viewed less
favorably by managers (Florey & Harrison, 2000). These findings demon-
strate that the workplace implications of negotiating disability-related stigma
are multifaceted and context-dependent.

Whether positive and/or negative, stereotypes are cognitive processes that
seep into interpersonal interactions. People with disabilities are most often
stereotyped as being warm and cooperative, but, at the same time, lacking in
competence and agency. These ambivalent stereotypes result in workplace
barriers, such as difficulties in gaining employment, unfavorable coworker
evaluations, and barriers to both requesting and receiving workplace accom-
modations. Rather than trying to suppress or deny these stereotypes, perceiv-
ers should interrogate these biases and seek out individuating information
from people with disabilities to dispel generalizations based on categorical
distinctions. Finally, organizations should acknowledge the institutional
barriers faced by people with disabilities and make structural adjustments
accordingly.

IDENTITY MANAGEMENT STRATEGIES

There are many identity management strategies that people with disabilities
adopt in the workplace. Such strategies allow people with stigmatized identi-
ties to negotiate these identities and potentially reduce the negative effects
of stigmatization (Blanz et al., 1998). Before reviewing research on identity
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management strategies, we emphasize what was stated previously: that the
burden of overcoming ableism rests primarily on nondisabled supervisors,
coworkers, and followers, rather than on people with disabilities. That
employees with disabilities continue to face employment discrimination
despite legislative protections highlight the pervasiveness of ableism and the
need for employers and nondisabled coworkers to create space for employees
with disabilities to define their identities on their own terms. Unfortunately,
however, organizational change takes time, and in the meantime, employees
with disabilities may find it beneficial to consider impression management
strategies when negotiating persistent stigmatization at work.

The ICF framework recognizes that the presence of an impairment or
chronic illness does not necessarily mean that one identifies as a person with
a disability. Because of this distinction, understanding how disability identity
is developed internally and socially has implications for how disability is
negotiated in the workplace. Santuzzi and Waltz (2016) conducted a com-
prehensive overview of disability identity development and its role at work.
They presented a four-level framework of increasingly broad influences on
disability identity development. First, the intraindividual level describes the
process in which one detects an impairment, connects it to a disability iden-
tity, and negotiates one’s own (potentially negative) internalized attitudes
toward disabled people. Next, the interpersonal level concerns how multiple
factors influence self-identification decisions, including the centrality of
one’s disability status to one’s identity, the relevance of the disability/ies to
one’s work context, anticipated stigma, and perceived legitimacy of the dis-
ability label. Third, at the organizational level, inclusive cultures, provision
of accommodations and flexible work arrangements, job demands, and work-
place stress and injuries impact self-identification decisions within the work
context. Finally, legal, medical, and cultural forces dictate who is entitled to
accommodations, what counts as a disability, and how disability is viewed
societally. Each of these four levels can exert or alleviate pressures on indi-
viduals that, in turn, influence their likelihood of identifying as disabled. The
dynamic nature of these forces suggests that employees may or may not iden-
tify as disabled at a given time, and Santuzzi and Waltz (2016) highlighted
that research on disability identity disclosure often incorrectly assumes “that
a worker who has a disability has a disability identity and carries the burden
of stigma” (p. 1125).

In terms of who self-identifies as disabled, a recent study using a con-
venience sample found that out of 710 participants with at least one health
condition (broadly defined to include allergies, attention deficit-hyperactivity
disorder, asthma, chronic pain, migraines, etc.), a narrow majority (51%)
did not identify as a person with a disability (Bogart et al., 2017). They
also reported that perceived stigma, impairment severity, age, and lower
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income independently predicted self-identification with the disability label.
In a mediation model, there were both direct effects of severity on self-
identification and indirect effects through perceived stigma, suggesting that
stigma partially mediates the impact of impairment severity on disability
self-identification (Bogart et al., 2017). In essence, these findings highlight
that not everyone who could potentially identify as a person with a disability
does in fact identify as such. Rather, personal factors related to one’s disabil-
ity status, level of impairment, and perceived stigma play a role in disability
identity development.

For employees who do identify as people with disabilities, there is yet
another distinction to be made, with implications for the workplace, between
visible and concealable identities. We recognize that this distinction is tenu-
ous and flexible, as the visibility of one’s disability can change over time
(e.g., with varying levels of symptom severity), and not all people with the
same disability identity experience the same level of visibility. Nonetheless,
we make this distinction to highlight the differences in navigating interper-
sonal interactions that might emerge as a result. In particular, we highlight
ways of navigating disability disclosure for people with concealable disabili-
ties and disability acknowledgment for people with visible disabilities.

For people with concealable disabilities, disclosure can be a double-edged
sword. On the one hand, research suggests that suppressing a concealable
identity is positively associated with perceived discrimination and, in turn,
poorer job satisfaction and turnover intentions (Madera et al., 2012). On the
other hand, disclosure can carry risks related to discrimination and stigma
(Jones & King, 2014). However, the decision to disclose is not necessarily
binary. For instance, employees with concealable stigmatized identities may
engage in signaling—that is, hinting at one’s identity but falling short of
openly disclosing it (Jones & King, 2014). Likewise, people with disabilities
may choose to selectively disclose their identity to different individuals, such
as supervisors, coworkers, followers, and/or human resources. Both organiza-
tional context and disability characteristics can influence employees’ disclo-
sure and acknowledgment decisions (Jans et al., 2012; Jones & King, 2014).

Employees’ disclosures are facilitated by personal and interpersonal
factors, such as needing an accommodation and/or having a supportive
relationship with a supervisor (von Shrader et al., 2014). Environmental or
organizational facilitating factors include awareness of conscious efforts
by organizations to recruit and retain employees with disabilities, knowing
other employees in the organization with disabilities, and including dis-
ability rights in diversity statements (von Shrader et al., 2014). In terms of
specific types of disability disclosure and their impacts on perceptions of job
applicants with disabilities, Lyons et al. (2017) compared strategies involv-
ing integration (focusing on the positive aspects of a disability identity),
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de-categorization (emphasizing other aspects of one’s identity and down-
playing disability identity), and no disclosure. They further investigated the
impacts of onset controllability, or the extent to which one’s disability status
is perceived to be under one’s personal control. They found that integration
was positively associated with admiration, but there was not an interaction
between integration and onset controllability. By contrast, decategorization
interacted with onset controllability, such that people seen as having high
onset controllability were perceived with greater pity, which, in turn, led to
lower hiring intentions. In a second study reported by Lyons and colleagues
(2017), both integration and decategorization were associated with lower
pity reactions (and, subsequently, more favorable hiring decisions), but
only when the disclosing individual’s condition was deemed low in onset
controllability.

Compared to research on disability disclosure, research on disability
acknowledgment is relatively less common (cf. Hebl & Skorinko, 2005). In
one of the few papers to study this topic, Lyons and colleagues (2018) investi-
gated two different strategies of acknowledging a visible disability: claiming
and downplaying. Like integration, claiming emphasizes the positive aspects
of a disability identity. By contrast, like decategorization, downplaying aims
to minimize negative perceptions of, or shift attention away from, one’s dis-
ability. Although participants with visible disabilities downplayed more often
than they claimed, they reported using both strategies often. In addition to
describing how people acknowledge their own disabilities, Lyons et al. exam-
ined how nondisabled people perceive different acknowledgment strategies,
including claiming, downplaying, and not acknowledging. Participants rated
people who claimed more favorably than those who did not acknowledge,
which was explained by higher perceptions of competence for those who
claimed. However, downplaying was not significantly associated with more
favorable ratings than not acknowledging. They also found that the level of
interpersonal job demands influenced the effects of acknowledgment strat-
egy: when a job had high (versus low) interpersonal demands, there was a
positive effect of claiming on overall evaluations (via competence).

In a similar study, Madera and Hebl (2019) investigated how acknowledg-
ing another type of visible bodily stigma, facial scars, impacted patterns of
visual attention to an applicant’s scar while listening to the applicant’s job
interview. They found that although visual attention to the applicant’s scar
decreased over time (as measured by 30-second intervals during an 8-minute
interview), the rate of the decrease in attention to the scar was faster when
the applicant explicitly acknowledged their scar. Together, these findings
highlight that initially acknowledging a visible disability, perhaps especially
by focusing on beneficial aspects of one’s identity, can help foster positive
workplace relationships.
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When negotiating a disability identity at work, there are considerations
regarding not only Zow one acknowledges or discloses one’s identity, but also
when disclosure or acknowledgment occurs during interactions with an orga-
nization. Jans and colleagues (2012) interviewed employees with disabilities
regarding disclosure and acknowledgment timing. Based on these interviews,
they proposed a three-axis taxonomy of disclosure and acknowledgment
decisions during initial encounters with an organization (e.g., interviews,
offer consideration). Along the first axis is the time at which an employee
or applicant might require an accommodation: during the interview, during
work, or never. The second and third axes concern visibility and stigmati-
zation, respectively. When an employee requires accommodations for an
interview, they are likely to disclose their disability prior to the interview,
across varying levels of visibility and stigmatization. When employees need
accommodations on the job, employees with visible disabilities tend to dis-
close their status early in their interactions with an organization. But, when a
disability requiring workplace accommodations is concealable, people with
stigmatized disabilities may delay disclosure until after they have received
an offer or have passed their probationary period in order to avoid potential
negative reactions to their disability status.

The decision to self-identify as a person with a disability is complex
and dynamic, but theoretical and empirical evidence suggests that disclos-
ing or acknowledging one’s disability identity is associated with positive
workplace outcomes while suppressing a concealable disability is associated
with negative outcomes (Santuzzi & Waltz, 2016). For instance, suppress-
ing a stigmatized identity at work is positively associated with perceived
discrimination, and turnover intentions and negatively associated with job
satisfaction (Madera et al., 2012) and lower sense of belonging in interper-
sonal interactions (Newheiser & Barreto, 2014). Perhaps the most obvious
benefit of disability disclosure and acknowledgment is initiating conversa-
tions surrounding workplace accommodations. Requesting and receiving
such accommodations can be beneficial, as doing so is positively associated
with job satisfaction and performance (Dong & Guerette, 2013). The benefits
of seeking and granting disability accommodations also extend to employers,
as making accommodations allows them to retain qualified employees, avoid
training new employees, and increase productivity (Solovieva et al., 2011).

Finally, disclosure and acknowledgment decisions can be motivated by
a variety of reasons, including a need for accommodations, connection
with coworkers, and/or a desire to effect change directed toward disability
rights (Jain, 2020). Jain termed the latter motivation “political disclosure,”
or disclosure aimed at benefiting the collective, based on interviews with
self-identified disabled medical students. Many of the students in this study
emphasized the importance of claiming their disability identity to challenge
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marginalization and stigma, particularly in healthcare workplaces. Doing so
allowed these students to raise awareness of systemic ableism, create space
for other students with disabilities to disclose, and encourage nondisabled
medical students to challenge ableist assumptions of patients and colleagues
with disabilities (Jain, 2020). Although participants recognized that not all
people with disabilities are in a safe space to share this aspect of their identity,
their reports highlight that claiming one’s disability identity can serve not
only logistical purposes related to accommodations but also symbolic and
political purposes related to challenging ableism (Jain, 2020).

ADDITIONAL CONSIDERATIONS: SITUATING
PEOPLE WITHIN ENVIRONMENTS

Before turning to future directions, we pause briefly to highlight the impor-
tance of environmental factors within the ICF model. Identity not only stems
from inner notions of the self but also from social reactions to that identity
(Santuzzi & Waltz, 2016). As such, coworkers and supervisors can positively
influence the experiences of people with disabilities by fostering supportive
environments in which people with disabilities feel comfortable communi-
cating their needs. Specifically, high levels of perceived organizational sup-
port, or the extent to which employees believe that their organization cares
about them and their well-being, may influence their identity disclosure and
accommodation requests (Eisenberger et al., 1986). In general, perceived
organizational support is positively associated with job satisfaction, affective
commitment, and performance, and negatively associated with withdrawal
behaviors (Rhoades & Eisenberger, 2002). For employees with disabilities in
particular, Kirk-Brown and colleagues (2014) found that among employees
with Multiple Sclerosis (MS), organizations that responded to disclosure with
inclusive decision-making and a focus on employee abilities saw reduced
turnover intentions compared to companies that stigmatized or were paternal-
istic toward employees with MS. These findings suggest that organizations
can actively shape workplace experiences for employees with disabilities.
Further, well-intentioned yet inappropriate support (i.e., excessive demon-
stration of care and concern) is nearly as counterproductive as discrimination
(Kirk-Brown et al., 2014). For instance, a research participant with epilepsy
reported that after experiencing a large seizure at work, management trans-
ferred him to a different department without notice, assuming that reducing
the employee’s work demands would benefit him and his colleagues (Beatty,
2012). When the employee expressed disinterest in the reassignment, he
was told he would be fired if he did not assume the new position (Beatty,
2012). This experience illustrates the impact of disability on perceptions of
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employee ability as well as the relationship between disability and agency.
Individuals tend to infantilize people with disabilities (see Robey et al.,
20006, for a discussion of the Infantilization Implicit Association Test), and,
as previously discussed, view people with disabilities as less competent than
their nondisabled counterparts (Fiske et al., 2002; Rohmer & Louvet, 2012).
Inclusive decision-making, including supporting employees with disabilities
to define their identities and accommodations on their own terms, creates
space to avoid these harmful stereotypes.

In addition to supportive environments, allyship behaviors are essential for
including people with disabilities in the workplace. As Baldridge and Veiga
(2006) detailed, many employees are reluctant to request disability accom-
modations despite protection under the ADA due to perceived personal costs
(e.g., fear of inequity) and reactions to their requests (e.g., asking for “special
treatment”). Illustrative of these concerns, an employee with epilepsy feared
her illness would impede her career because her supervisor doubted her
competence and viewed her illness as an “uncontrolled impairment” (Beatty,
2012, p. 99). Similarly, research suggests that employees judge the fairness
of accommodations made for coworkers with disabilities based on perceived
warrantedness—that is, the extent to which coworkers perceive a disability
as legitimate and meriting an accommodation (Colella, 2001). These findings
highlight that others’ reactions to disability-related processes influence the
lived experiences of employees with disabilities.

One key avenue for remediation is allyship or the practice of emphasizing
inclusion and dispelling stereotypes to bring about positive change (Salter &
Migliaccio, 2019). In this context, allyship refers to people without disabilities
advocating for the fair treatment of people with disabilities. Given that identity
is an exchange process between individuals as much as it is an internal process,
allies can play an active role in the development of disability identities and
positive experiences (Forber-Pratt et al., 2019). To be effective allies, cowork-
ers and supervisors must first educate themselves on the stigma and discrimi-
nation perpetrated by nondisabled individuals. Next, allies should advocate
alongside those with disabilities and confront ableist treatment and assump-
tions. Last but not the least, allies should support their peers (for a review of
workplace allyship, see Salter & Migliaccio, 2019). In practice, allyship entails
being receptive of accommodations, working to eradicate erroneous assump-
tions or stereotypes, and providing support without patronization or pity.

PERSONAL FACTORS

While other chapters in this volume have focused specific attention on
personal factors, we have taken a somewhat different approach, electing to
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discuss the interpersonal nature of stigma and the systemic nature of discrimi-
nation. This perspective does not mean that personal factors are irrelevant in
navigating stigma. For instance, people with disabilities may choose to nego-
tiate stigma through strategic disclosure and acknowledgment, or by strategi-
cally timing disclosure or acknowledgment, in the workplace. Nonetheless, as
we mentioned at the beginning of this chapter, focusing disproportionately on
personal factors of those with disabilities, as they relate to stigma, improperly
places the burden of ending ableism on people with disabilities, therefore
victimizing the target twice.

Likewise, although personal factors highlighted in other contexts through-
out this volume such as hope, resilience, and optimism likely shape processes
and experiences of stigmatization, the notion that people with disabilities
should simply overcome ableism through positive attitudes places undue
burden onto them. Thus, while we acknowledge the importance of personal
factors in negotiating disability-related stigma in the workplace, we also
emphasize that the impact of personal factors on the lived experiences of
people with disabilities is ultimately constrained by the social processes of
stereotyping and stigma discussed in this chapter.

FUTURE DIRECTIONS

The dearth of organizational research on disability and disability identity is
problematic: data suggest that while life expectancy has increased, younger
Americans are increasingly likely to have a disability and/or chronic illness
(Crimmins et al., 2016). As the workforce ages and disability rates rise,
organizations will undoubtedly employ more workers with disabilities since
disability onset does not necessarily signal the end of employment (Finch &
Robinson, 2003). Thus, research centered around disability and related orga-
nizational processes is critical.

Many current organizational policies regarding illness assume short-lived
interruptions to work (e.g., taking a sick day), so scholars need to determine
which policies would best support people with disabilities and chronic illness
on a long-term basis. In pursuing this line of inquiry, researchers must view
their work through a stigma lens. The ADA has proven somewhat limited to
this end because employees fear stigmatization as a result of how leaders and
peers will perceive their requests (Baldridge & Veiga, 2006). Even after pas-
sage of the ADA, organizations still denied up to one in three accommodation
requests (Harlan & Robert, 1998). Research employing a stigma paradigm is
warranted to better understand how the process of stigmatization impacts all
aspects of work for people with disabilities.
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In response to the Covid-19 pandemic, a large percentage of the workforce
experienced significant shifts in the workplace procedures and policies that
complied with social distancing guidelines (Parker et al., 2020), with many
organizations implementing telecommuting for all staff. Although this shift
has not been as widespread for many low-wage essential workers, such as
employees in retail and food service, it suggests that pre-pandemic denials of
accommodation requests for telecommuting and the insistence that work must
be conducted at an office were unfounded. This shift in employment practices
offers insight into accommodation feasibility for individuals who will con-
tinue to need accommodations in a post-pandemic labor market.

In addition to investigating ways to systematize support for employees
with disabilities, researchers need to consider the complex nature of dis-
ability identity. As reviewed, disability identity varies on intraindividual,
interpersonal, organizational, legal, medical, and cultural planes (Santuzzi &
Waltz, 2016). Further, “disability” is an all-encompassing term for a myriad
of heterogeneous conditions, and two individuals with the same medical
diagnosis may experience and manage their disability identity differently.
Consequently, future research on disability must clearly identify the specific
population being studied and employ nuanced operationalizations, method-
ological approaches, and conclusions relevant to the population of interest.
To highlight one demonstrative example discussed previously in this chapter,
identity management strategies for visible versus concealable illnesses are
remarkably different and should be researched as such.

Particularly relevant here is the concept of “intersectionality,” a term
coined by Kimberl¢ Crenshaw (1989), which postulates that social identi-
ties such as gender, race, and disability influence and depend upon one
another to form unique experiences and systems of (dis)advantage (Collins,
1990; Crenshaw, 1989; hooks, 1981). While the intersectionality framework
highlights that individuals experience their realities through overlapping
identities (e.g., a queer woman with depression), psychologists traditionally
investigate identity-related processes by operationalizing social identities as
discrete (e.g., a woman, a queer person, or someone with a disability; Bowleg
et al., 2008; Cole, 2009). Research examining the intersection of ableism,
racism, and sexism is currently sparse, though there are some exceptions
(e.g., Coleman et al., 2015). The full inclusion of people with disabilities in
the workplace and beyond is therefore inextricably linked to combating rac-
ism, sexism, and other types of oppression. Future research will benefit from
exploring these relationships.

In this chapter, we have reviewed research defining and examining the
impacts of disability-related stigma and stereotypes in the workplace. In
doing so, we have highlighted that stigma is not an individual phenom-
enon, but rather the result of complex interactions between personal and
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environmental factors. Although identity management strategies represent
one resource that employees with disabilities can draw from to navigate
these complex processes, we emphasize that this personal factor is only use-
ful insofar as environmental factors permit the full inclusion of people with
disabilities. To this point, we encourage future research to investigate the
dynamic nature of disability, the multilevel nature of stigmatization, and the
intersections of ableism with other types of discrimination in organizational
processes.
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Chapter 12

Social Support for Adults with
Rare Disorders as a Personal
and Environmental Factor

Kathleen R. Bogart and Brooke Bryson

Rare disorders or diseases (RDs) present a unique challenge to social support.
In the United States, a disorder or disease is defined as rare if it affects fewer
than 200,000 Americans each year (National Institutes of Health [NIH],
Genetic and Rare Diseases Information Center, n.d.). Altogether, there are
more than 7,000 different RDs. When considered collectively, RDs affect
one in ten Americans (NIH Genetic and Rare Diseases Information Center,
n.d.). Social support is an important protective factor for people with chronic
health conditions; however, people with RDs report insufficient social sup-
port (Limb et al., 2010). Because there is a lack of public understanding about
RDs, family members and friends of people with RDs may fail to give appro-
priate social support or validation (Bryson et al., 2021). RDs are isolating:
their low prevalence and geographic dispersion mean that most people with
RDs will never meet someone else with their condition in their everyday life,
even though most strongly desire to do so (Huyard, 2009). When people with
RDs do have the opportunity to meet others with RDs, many report feeling
validated, normalized, and understood (Bogart et al., 2017).

According to the International Classification of Functioning, Disability,
and Health (ICF; WHO, 2001), a disability is the interaction of an impair-
ment, personal factors, and environmental factors. Most RDs are considered
impairments, that is, abnormalities in bodily structures or functions. A RD
is more or less disabling depending on personal factors such as resilience,
appraisal, and spirituality, socioeconomic status, age, and gender, and envi-
ronmental factors such as accessibility barriers and discrimination. Social
support lies at the intersection of personal and environmental factors. As
we will discuss further in this chapter, personal qualities such as resilience,
gender, and age play a role in whether an individual perceives, receives, and
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sustains social support. Likewise, environmental factors such as stigma and
access to social participation influence whether others provide social support
to individuals with RDs. We will place special emphasis on the potential role
of positive psychological personal factors, and the need for future research
in this area.

TYPES OF SUPPORT

There are four types of social support generally described in psychological
research: emotional, companionship, informational, and tangible (Bambina,
2007). Emotional is any information leading a person to feel they are
esteemed, understood, and accepted. Informational support is any informa-
tion that helps in defining, understanding, and coping with problematic
events. Tangible support includes receiving assistance with activities of daily
living as well as financial assistance. Lastly, companionship support refers
to feeling a sense of belonging with others and engaging in leisure activities
(Taylor, 2011). These types are often referred to as functional support, mean-
ing each of these support types refer to the specific services social relation-
ships provide to individuals with RDs.

Although RDs differ in their etiology and symptoms, individuals living
with RDs face similar psychosocial challenges such as a lack of social support
and unmet information needs (Bryson et al., 2021). Indeed, approximately
two-thirds of individuals with RDs report their support needs as being unmet
(Nutt & Limb, 2011). Of the different types of support, one large cross-sec-
tional survey identified companionship and informational support as the top
support-related challenges of living with a RD (Bryson et al., 2021). Within
this study, participants who mentioned companionship support as challenging
frequently discussed how isolating living with a RD was and described their
desire to meet others with their same condition. Problems with informational
support included unhelpful advice from friends and family that sometimes
delegitimized their experience and difficulty finding doctors knowledgeable
in their condition (Bryson et al., 2021). Other research has described the
benefits of receiving these types of support from others. Among adults with
Moebius syndrome—a rare form of facial paralysis—attendees at a support
conference described how companionship support reduced feelings of isola-
tion; how emotional support helped with anxiety, depression, self-esteem,
and social skills; and how informational support made individuals feel more
informed about medical, psychological, and social aspects of living with their
RD (Bogart et al., 2017). Companionship support is less frequently studied
in the social support literature, yet emerging research shows that it may be
the most desired and beneficial type of social support for adults with RDs
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(Bogart & Hemmesch, 2016; Bogart et al., 2017; Bryson et al., 2021; Bryson
& Bogart, 2020). Companionship support shares some conceptual overlap
with the ICF notion of participation, namely their shared focus on engaging in
meaningful leisure activities connected with a shared identity or community.
Thus, companionship support is especially important to study because as part
of the ICF, participation is crucial in the definition of disablement.

The paucity of social support people with RDs receive may be contribut-
ing to current quality of life (QOL) disparities among people with RD. In one
study that surveyed 232 unique RDs, findings indicated that these individuals
experienced worse anxiety, depression, pain, and reduced participation in social
roles than did the general population and people with more common chronic
conditions, such as arthritis or migraines (Bogart & Irvin, 2017). Using this
same population, another study found that companionship and emotional sup-
port were associated with greater life satisfaction regardless of individual levels
of stress (Bryson & Bogart, 2020). Further, companionship support predicted
positive life satisfaction over and above all other factors. Although the specific
mechanisms regarding why companionship support provides superior benefits
to overall life satisfaction remain unknown, it is likely that through spending
time with others doing leisure activities, which are not always accessible to
people with RDs, companionship support destigmatizes. For example, a group
of friends might make their potluck more accessible to someone with a RD
involving food restrictions by ensuring all dishes are labeled with ingredients
and most are safe for the person with the RD to eat.

Research on specific RDs also finds benefits of social support on overall
QOL. For example, across diverse blood cancers—which meet the US defi-
nition of “rare”—having fewer unmet support needs and greater satisfaction
with received support has been linked to various QOL outcomes (Pereira
et al., 2020; van Walsem et al., 2017). Similarly, research focused on adults
with cystic fibrosis finds that greater psychosocial support predicts better
psychological functioning (Anderson et al., 2001). Looking at specific sup-
port types, both companionship and emotional support were shown to be
associated with reduced depression and anxiety among adults with Moebius
syndrome (Bogart & Hemmesch, 2016).

PERSONAL FACTORS

Several personal factors associated with greater received or perceived social
support have been identified in the broader social support literature among
the general public and people with chronic conditions, including gender, age,
socioeconomic status, cognitive appraisals, and resilience. Women have been
previously found to perceive and receive more social support compared to men
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(Kendler et al., 2005; Wohlgemuth & Betz, 1991), yet this effect may be dif-
ferent for people with RDs. Bryson and Bogart (2020) found that men reported
more available companionship, emotional, and tangible support than women, but
there were no gender differences in availability of informational support. This
finding may be because women may have higher standards and expectations for
social support, yet impairment and environmental factors may limit the quality
and appropriateness of the support given (Bryson & Bogart, 2020). Also in this
study, older adults reported more social support than younger adults, perhaps
because chronic illness is more expected in later life, meaning peers are more
understanding and more effective at providing social support. In addition to the
tangible resources that come with higher socioeconomic status, a survey of adults
with the RD Moebius syndrome found that education was positively associated
with all four types of social support and higher income was associated with more
companionship and emotional support (Bogart & Hemmesch, 2016).

In addition to sociodemographic personal factors, the way individuals cope
with adverse health challenges may impact their overall well-being and their
perceptions of support. For example, people with diverse disabilities who are
resilient, or have more adaptive reactions to adverse events, often display high
levels of self-esteem, self-efficacy, problem-solving skills, and generally have
a positive outlook when faced with stressors (Dunn, 2015). Though limited,
some research on diverse RDs suggests resilience confers mental and physical
health benefits. In one survey representing a wide range of RDs, those who
were more resilient reported better physical and emotional health when control-
ling for comorbidities and treatment status (Schwartz et al., 2017). Individuals
who used cognitive appraisal processes that focused on relationships, pursuing
one’s dreams, having a balanced lifestyle, independence, recent challenges,
spirituality, and maintaining their social roles were more resilient, which in turn
was associated with better well-being. In contrast, those who focused more on
their declining health were less resilient and had poorer physical and emotional
health (Schwartz et al., 2017). These findings suggest that focusing on positive
aspects of ones’ life and maintaining social relationships are crucial to develop-
ing resilience in the face of health challenges.

ENVIRONMENTAL FACTORS

Environmental factors, such as accessibility and discrimination, seem to be more
impactful than personal factors in the availability and perception of social support
among adults with RDs. Many environmental and structural barriers restrict the
ability of people with RDs to engage in activities of daily living and social partici-
pation. In a content analysis, Bryson et al. (2021) found that activity limitations
and their environmental barriers were the second most commonly mentioned
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challenge among adults with RDs. Similarly, leisure activities are often disrupted
by the lack of accommodations for certain symptoms of RDs. For example, one
study found that friends and family not incorporating the individual’s energy and
dietary needs into their social events made them unable to participate in these
events, further exacerbating feelings of isolation (Munro et al., 2021). As a result,
some people withdrew from their networks, assuming it would be a relief to loved
ones to not have to plan around their accessibility needs (Munro et al., 2021).

Stigma and discrimination also affect the availability and perception of
social support for individuals with RDs. Stigma has been previously described
as one of the most challenging aspects of living with a RD, with individu-
als reporting disease-related prejudice and discrimination, feeling judged
and pitied by others, and feeling a sense of shame due to symptom-related
limitations (Bogart et al., 2012; Bryson et al., 2021). Others have described
how friends and family members disbelieve, minimize, invalidate, blame,
and fail to make an effort to understand adults with RDs (Munro et al., 2021,
in press). Having stigmatizing experiences such as these has been linked to
reduced availability of all types of support, reduced disclosure of illness, and
greater overall stress levels in diverse RD populations (Bogart & Hemmesch,
2016; Zhu et al., 2017). For these reasons, one of the most common requests
from people with RDs is a call for greater public awareness of RDs so that
others will believe and support them (Bogart et al., 2012). Likewise, environ-
mental and social accessibility barriers such as workplace discrimination and
inaccessible leisure activities must be ameliorated.

Sources of Support

Given the importance of social support to improve overall QOL for people
with RD, it is crucial to identify sources of support and effective ways to pro-
vide support. Online support communities have been identified as one such
source. Within RD online support communities, informational support is the
most commonly given and received type of support followed by emotional
support, though individuals also report receiving companionship support
from these groups (Coulson et al., 2007; Lasker et al., 2005). Though online
communities have been described as valuable sources of many types of sup-
port, some individuals report that online support does not compensate for the
lack of tangible support in their offline relationships (MacLeod et al., 2017).
Additionally, seeing others face-to-face, in person or even via videoconfer-
encing, may be an especially powerful way to deliver support, especially for
people who have visible conditions (Bogart et al., 2017).

Because people with RDs are unlikely to meet others with their RD in their
local area, some RD-specific organizations hold regional or national sup-
port conferences. These support conferences offer opportunities to connect
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with others with their RD and learn from experts in the field. Among adults
with Moebius syndrome, attending Moebius Syndrome Foundation support
conferences was associated with greater companionship and emotional sup-
port (Bogart & Hemmesch, 2016). A subsequent content analysis found that
companionship and informational support were most frequently mentioned
as reasons for and benefits of attending the conference. One participant
remarked that the conference was the “rare place I feel normal” (Bogart et al.,
2017). Being surrounded by others who share one’s condition offers a unique
opportunity for destigmatizing companionship and emotional support, which
normalizes, reduces isolation, and promotes solidarity.

Given the benefits of support conferences, it is important to consider their
accessibility. Time, finances, travel, energy, time off work, and health are all
noted barriers to attending conferences (Bogart et al., 2017). Indeed, support
groups tend to disproportionally attract participants with higher socioeco-
nomic status (Taylor et al., 1986). Scholarships and travel funds are some-
times offered by RD organizations to increase equity in attendance. Similarly,
a variety of smaller, regional accessible events and resting rooms can help
attendees manage their energy.

Social support can also come from friends and family, though some types of
support are deemed less helpful from these sources than are others. For exam-
ple, in one study of support needs among adults with multiple myeloma—a rare
blood cancer—participants reported that information support from their family
was often unhelpful or unwanted (Monterosso et al., 2018). Indeed, several
studies on common chronic conditions suggested that informational support is
only perceived as helpful when it comes from a health-care professional; when
received from friends or family, informational support is generally considered
unhelpful (Helgeson & Cohen, 1996). Emotional support from family mem-
bers has also been described as unhelpful when members seem uncomfortable
when providing this type of support (Monterosso et al., 2018). In some cases,
however, friends and family have been described as great sources of other types
of support, such as tangible and companionship. Indeed, in a study focused on
adolescents with cystic fibrosis, family members were described as excellent
sources of tangible support, while friends were considered important sources of
companionship (Barker et al., 2012).

IMPLICATIONS AND FUTURE RESEARCH

Just as the general public is unaware of the support needs of people with
RDs, even psychologists who study more familiar forms of disability often
have little knowledge or training about RDs. Interested psychologists
can learn more about rare disease support and advocacy from umbrella



Social Support for Adults with Rare Disorders 223

organizations like the National Organization for Rare Disorders or Global
Genes. Information about specific rare diseases can be found at the NIH
GARD website.

The field of RD research, and, specifically, social support for RDs, is
nascent but growing. The majority of research has focused on individual
RDs, which can limit sample sizes. A novel approach is to examine RDs
collectively, allowing for greater power and generalizability, revealing broad
commonalities in the need for social support. Longitudinal research is needed
to examine the time course of social support needs from the point of symptom
onset, diagnosis, and throughout the disease course, especially if the disease
progresses or fluctuates over time. No randomized controlled trials (RCTs) of
social support interventions for people with RDs have been conducted; there
is an urgent need for evidence-based support interventions. Malleable posi-
tive personal factors such as resilience and self-efficacy are also promising
points of intervention to improve social support and QOL.

As noted previously, initial research suggests RD-specific support confer-
ences hold promise for improving support and reducing stigma (Bogart &
Hemmesch, 2016; Bogart et al., 2017). That work focused on a visible RD;
future work should consider invisible RDs as well. People with concealable
stigma may experience more or different benefits from support meetings.
People with invisible RDs may be more likely to attempt to “pass” by hiding
their condition, making them less likely to seek support meetings. They may
experience more psychological distress than people with visible stigma and
being connected to people who are known to share their stigma reduces this
distress (Frable et al., 1998).

Future work should examine the effectiveness of other types of peer support
for people with RDs, including cross-RD conferences like those held by Global
Genes or the National Organization for Rare Disorders, and online conferences
and videoconferencing. Relatedly, there is a need to examine and bolster social
support for caregivers of people with RDs, who may experience similar chal-
lenges of insufficient or inappropriate support and associative stigma.

CONCLUSION

Social support is an important, yet understudied, factor supporting the well-
being and full participation of people with RDs. More funding and resources
are needed to research interventions to bolster positive psychological per-
sonal factors like resilience, coping, and social support for people with RDs
and to enable them to access these interventions. Broad societal-level changes
are also needed to reduce the stigma and environmental barriers limiting
people with RDs.
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Chapter 13

Disability and Life Satisfaction

The Social Nature of Personal Factors

Michelle R. Nario-Redmond,
Thomas P. Dirth, and Jeffrey G. Noel

In 2003, Paul Longmore noted that

the movement of disabled Americans has entered its second phase. The first
phase has been a quest for civil rights, for equal access, and equal opportu-
nity. . . . The second phase is for collective identity (p. 221).

Recent literature in the rehabilitation field incorporates the perspective
of positive psychology and presents a changing view of disability, evolv-
ing away from a biomedical approach centered on bodily impairment!' and
toward a more social-ecological framework that takes the whole person into
account (Wehmeyer, 2013). This includes the social and physical surround-
ings in which disabled people live and work, and their subjective experiences
within a community of people that constitute the largest minority in the
United States (Brault, 2012). Research from a variety of theoretical perspec-
tives supports the importance of these environmental and subjective factors
to positive outcomes for disabled and nondisabled people alike (Buntinx,
2013; Jetten et al., 2014). This chapter focuses on life satisfaction (LS), a
well-researched conceptualization of the subjective appraisal of one’s life,
which is recognized as a personal factor (Miiller, R., & Geyh, 2015) and as a
key component of health, longevity, and well-being (Diener & Chan, 2011;
Lyubomirsky et al., 2005).

Defined as a global evaluation of the quality of one’s life as a whole, LS is
described in the literature as more stable over time than temporary emotional
states like joy or contentment (Diener et al., 2002). Empirical work has found
that LS is associated with a myriad of health-promoting behaviors, college
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and work success outcomes, and positive interpersonal relationships as well
as efficacy and self-determination (Diener, 2009; Helliwell, 2007; Proctor
et al., 2017). In this chapter, we begin with a brief summary of how LS has
been defined and then review some key predictors and outcomes of LS across
nondisabled and disabled populations.

As we review these various factors, however, we will demonstrate that LS
as a concept holds both promise and peril for persons with disabilities. The
promise is inherent in the subjectivity of LS; because it is defined in terms of
the person’s experience, the “authority” to define a satisfying life is shifted
from the larger nondisabled society and the medical profession, in particular,
toward the thoughts, emotions, and daily lived experiences of people with
disabilities themselves. The peril lies in how we define the sources of LS
and, based on that, where we place emphasis when studying its predictors. If
we circumscribe the sources of LS too tightly within the realm of individual
predispositions, strengths, and strategies for “overcoming” limitations, then
our work risks reifying the very stereotypes we seek to disrupt. For example,
many people assume that people with physical or cognitive impairments
are to be admired to the degree that they have the grit, courage, and self-
determination to conquer or rise above personal limitations and function like
the majority of nondisabled persons (Nario-Redmond et al., 2019). Moreover,
sourcing LS from within an individual neglects the font of psychological
resources that flow from the external to the internal when we identify and
engage with the social groups that are important to us (Haslam et al., 2018).
For example, positive identification with our groups predicts greater trust in
others (Reicher & Haslam, 2006), feelings of greater purpose and direction
in our endeavors (Hopkins et al., 2016), and greater feelings of self-efficacy
and personal control over our lives (Greenaway et al., 2016).

To address both the salutary and the more restricting aspects of the litera-
ture on LS sources, we acknowledge the utility of the personal factors that
predict LS as studied under the broad rubric of positive psychology: that is,
positive emotion, hope, optimism, and extraversion, strength of character
(Proctor et al., 2017; Shogren et al., 2006). We then lay out the criticism
that by privileging the individual as the ultimate source and conduit for
character strengths and coping strategies grounded in those strengths, the
positive psychology perspective largely neglects the role of the collective
in constructing and sustaining a person’s sense of self (Becker & Merecek,
2008), even though satisfaction with the self is one of the most highly cor-
related predictors of LS and subjective well-being (SWB) as a whole (Diener,
2009). Furthermore, the tendency to assume an autonomous self depoliticizes
the sources of LS, and fails to address the stigma, ableism, and structural
inequalities that disable marginalized minds and bodies (Nario-Redmond,
2019; Sugarman, 2015).2
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Following our review and critical analysis, we introduce the social identity
approach (SIA) (Dirth & Branscombe, 2018; Haslam et al., 2018) which
enables a shift in the locus of LS and related factors from the individual to the
group. We suggest that many personal strengths and individual responses to
environmental factors are embedded within one’s social (or group) identities
such that stronger identification with social groups (e.g., family, professional,
civic, or religious groups) catalyzes and sustains many resources constitutive
of LS (Haslam et al., 2018; Jetten et al., 2012). For people with disabilities,
these sources of LS can extend beyond social capital and material support
to include the company of others who share the experience of disability and
who collectively define disability as something more than one’s impairment
conditions or perceived limitations. We will argue that a more holistic under-
standing of LS pathways for people with disabilities must account for the
ways social identity processes are integral to the self. For example, the shared
experience and creative redefinition of disability as a positive group member-
ship and a central aspect of one’s identity become a means of incorporating
the social into the personal, and we will argue that this merging of the social
into the self is the most empowering conduit to participation, self-direction,
and LS. Moreover, connectedness to others in the group affirms the group as
a source of strength and solidarity, especially when encountering the stigma
and discrimination that is the uniting feature of many disability experiences.
Indeed, disability social identity serves as a protective factor against the
deleterious effects of discrimination on well-being outcomes like LS (Bogart
etal., 2018). In the final sections of the chapter, we outline some implications
of this perspective for service delivery and public policy.

LIFE SATISFACTION: DEFINITION,
OUTCOMES, AND PREDICTORS

Distinguishing Life Satisfaction from Related Constructs

LS is considered a more stable construct than the SWB construct within
which it is often embedded (Diener et al., 2013). SWB is broader than LS
because SWB includes both emotional well-being (e.g., positive and negative
emotional states) and cognitive well-being, which is comprised of the global
appraisal of one’s life as a whole (LS) and the appraisal of domain-specific
life facets such as work, school, self, and social relationships (Diener et al.,
2013). One of the reasons LS is so consistent over time is the availability of
chronically accessible information (Eid & Diener, 2004); on the other hand,
when people perceive important areas of their lives have changed, this per-
ception may contrast with chronically accessible information and therefore
lead to change in the appraisal of LS. Accumulating research shows that
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certain life events and role transitions can have more persistent effects on
individuals’ cognitive appraisals of LS while feelings or moods are more
short-lived and used to monitor progress toward goals (Luhmann et al., 2012;
Fujita & Diener, 2005). Life events are considered “time-discrete transitions
that mark the beginning or the end of a specific status” (Luhmann et al.,
2012, p. 594), so for some, disability can be conceptualized as a life event,
especially if a disability is acquired after birth. However, others may instead
view their disability status as a temporary state, as a personal characteristic,
and increasingly, as a minority group membership.

Measuring Life Satisfaction and National Polls

Given its subjective nature, LS has typically been measured by self-report
where people are asked to evaluate their lives on the basis of their own cho-
sen criteria. LS can be assessed either as a unidimensional concept (Adelman
et al., 1989; Diener et al., 1985; Seligson et al., 2003) or as part of a mul-
tidimensional SWB framework (Alfonso et al., 1996; Huebner, 2004) that
includes satisfaction with specific life domains (e.g., work, family life, health;
Loewe et al., 2014). Evidence supports that people often base their subjec-
tive evaluations of overall LS in ways that draw upon their satisfaction from
important life domains and context-specific influences like work, family, and
relationship status (Luhmann et al., 2012). In addition to these “bottom-up”
influences, however, LS judgments can also derive from more “top-down”
influences including personality factors and particular self-construals. In fact,
global LS ratings correlate highly with average satisfaction ratings across
multiple life domains (Diener et al., 2013).

In a 2020 nationally representative poll, Americans reported that their
satisfaction with life was among the highest it had been in four decades, with
66% saying they were “very satisfied” with the way things were going in their
lives overall. This was before the coronavirus pandemic. In 2021, only 51%
said they were “very satisfied.” Yet, the vast majority of Americans (82%)
still said they were generally “satisfied” with their lives, down from a record
high of 90% in 2020 (Jones, 2021; McCarthy, 2020). Similarly, in cross-
national and international studies, most people report LS ratings that are in
the “mostly” to “highly” satisfied range (Proctor et al., 2017). This is consis-
tent with hedonic adaptation theories that argue that most people grow accus-
tomed not only to life’s windfalls (e.g., winning the lottery) but to a variety
of challenging circumstances as well (e.g., acquired injuries; Brickman et al.,
1978). Famously, Brickman and colleagues (1978) reported that a small sam-
ple of disabled people with paraplegia or quadriplegia was just as “happy”
as their able-bodied counterparts as both scored well above the neutral point
on a happiness scale. Based on these early adaptation studies, many argued
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that because of the human potential to adapt, satisfaction has a short half-life
(Ryan, 1999). However, the time it takes to adapt to some major life events
and the extent of adaptation depends on several factors, including individual
differences in temperament and the availability of sources from which a sense
of satisfaction can be drawn (Pavot & Diener, 2008). For example, according
to a 2012 meta-analysis of over 180 longitudinal studies, the effects on well-
being of major life events like the death of a spouse can endure for some years
(Luhmann et al., 2012). Similarly, adaptation is somewhat slower for some
major life events like acquired disability, bereavement, and unemployment
than for other life events like marriage and childbirth where people tend to
return to pre-event levels of SWB within fewer years.

In the review that follows, we focus on the factors consistently associated
with global LS but also include some domain-specific findings and some
results where LS is only assessed as part of broader constructs like SWB; in
describing those latter findings, we therefore use the term “SWB” in keeping
with the literature being described.

Predictors of Life Satisfaction across Populations

To identify the primary predictors of LS that have received the most research
attention, we searched the literature for systematic reviews, meta-analyses,
and nationally representative longitudinal studies conducted on the general
population and people with a variety of health-related conditions (de Hond
et al., 2019; Diener, 2009; Lucas, 2007; Oswald & Powdthavee, 2008; Pavot
& Diener, 2008).

Demographic Factors

A 2017 review of literature on LS (Proctor et al., 2017) reported that demo-
graphic factors, including age, gender, and ethnicity, were all poor predictors
of global LS across several student and adult samples (Adelman et al., 1989;
Huebner et al., 2000; Stock et al., 1983). Some of these studies found that
lower socioeconomic status (SES) was moderately related to lower LS (Ash
& Huebner, 2001), but other studies did not (Dew & Huebner, 1994). Diener
(2009) suggested that while the effects of income are small and relative to
social expectations, at extreme levels of poverty income as a proxy for status
and power remains an influential determinant of LS. Based on another recent
review, even the association between income inequality and LS was quite
weak and depended on a country’s economic development (Ngamaba et al.,
2018).

Education level is also not predictive of LS when other variables are
controlled (Diener, 2009). While Ng et al. (2015) found that academic
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achievement can predict LS even when controlling for SES, a recent meta-
analytic review did not confirm this, as both high and low achieving students’
ratings of SWB (of which LS is a component) were quite similar (Biicker
et al., 2018). In terms of relational demographics, satisfaction with one’s cur-
rent love life is a strong predictor of LS (Emmons & Deiner, 1985), and more
generally, married persons tend to report higher SWB, particularly when
assessed in terms of satisfaction with one’s marriage and family (Campbell
etal., 1976; but see DePaulo, 2017 as being single does not necessarily under-
mine SWB); the same cannot be said of parenthood (Glenn & Weaver, 1979)
which has had negligible effects on SWB.

Employment status is more consistently associated with higher LS
(Campbell et al., 1976; Hirschi, 2009). For example, Lucas et al. (2003)
found that unemployment can have lasting negative effects even after new
employment is secured. What is it about employment that matters? Is it
the salary, the sense of contribution, or participation in a valued social role
or group? Clearly, having a purpose in life is a significant predictor of LS
(Bronk et al., 2009). A 2016 review of the job satisfaction literature found
that both people with and without cognitive impairments reported similar
factors as important; people are more satisfied with jobs that allow for social
interaction, employee support, monetary, and non-monetary compensation
(Kocman &Weber, 2016; see also, Erdogan et al., 2012). For example, an
important predictor of LS relates to volunteering or opportunities to give back
or to support others in need (Borgonovi, 2008; Piliavin & Siegl, 2007; Thoits
& Hewitt, 2001).

In a meta-analytic review of 115 studies, Okun and colleagues found that
social participation was directly predictive of the general SWB construct
even when factors like health and SES were controlled, particularly for
more formal than informal social activities (Okun et al., 1984). Furthermore,
people who reported stronger social relationships also reported higher SWB
(Diener & Seligman, 2002). According to Diener (2009), social contact is
clearly related to SWB although the specific mechanisms and parameters of
this effect remain uncertain. Okun’s findings suggested that the participation
opportunities afforded by social group memberships may be one mechanism
linking social contact to SWB and LS.

Individual Differences

Moving from demographics to meta-analytic studies of temperament and
other more stable individual differences, conscientious personalities who
consistently set higher achievement goals for themselves and tend to follow
the rules have higher LS while more anxious/neurotic personalities score
consistently lower (DeNeve & Cooper, 1998). Looking at other Big Five
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personality traits, those who scored highest on agreeableness who tend to
be cooperative and trusting of others, and those higher in extraversion (who
also tend to be warm and seek out many friendships) also had higher LS
scores; however, none of the personality traits explained more than 15% of
the variance in LS. These dispositional effects on LS seem to be mediated in
part by their impacts on chronic mood states (Schimmack et al., 2002), and
via positive attributions that explain life events in ways that promote well-
being (DeNeve & Cooper, 1998).

Several large-scale twin studies have also revealed how heritable disposi-
tions (e.g., Stubbe et al., 2005) contribute to SWB. In a 2015 meta-analytic
review of 30 twin studies, Bartels concluded that genetic factors seem to
explain about 35% of the variance in SWB. This suggests that the majority
of predictors of LS (and SWB) are socially or environmentally produced.
The personal factors of hope and optimism have also consistently emerged
as significant predictors of LS among adolescents with and without cogni-
tive impairments—and to an equivalent degree (Shogren et al., 2006). These
authors also found that neither locus of control nor self-determination was
associated with higher LS in either group, although these may function more
as mediators between negative/stressful life events and LS.

In a comparative 30-year review of Japanese and American studies con-
ducted between 1981 and 2011, sense of freedom was one of the strongest
predictors of LS across data collection waves, stronger than health condition,
household income and marital status in both Japan and the United States. In
fact, sense of freedom had a larger effect size in the prediction of LS in the
American samples (Nakazato et al., 2017). In this study, sense of freedom was
operationalized similarly to constructs like perceived control and autonomous
decision-making where people can “pursue the realization of their prefer-
ences by freely choosing the way to live their lives” (p. 372). Interestingly,
people attach greater importance to freedom to make choices about their
lives as they attain higher levels of physical and economic security. That is,
they shift their valuing of financial satisfaction to valuing more emancipative
values when assessing overall LS (Diener et al., 2013).

Summary

An important lesson learned from the broader literature on LS in the general
population is that similar factors across a variety of populations seem to drive
evaluations of what it means to have a good life: once basic income needs
are met, social relationships are critical to LS; employment and volunteer
opportunities that facilitate social participation, support, and interaction with
others also matter, along with dispositional tendencies like extraversion that
require a steady diet of human interactions in addition to a sense of freedom,
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hope, and optimism about the future that most people cherish. The following
section elaborates on these and other unique predictors as studied within vari-
ous populations of disabled people experiencing physical, cognitive, sensory,
and/or psychiatric conditions.

Predictors of Life Satisfaction among Disabled People

The empirical research on adaptation to health-related conditions, including
disability, has been described as quite limited (de Hond et al., 2019; Lucas,
2007; Oswald & Powdthavee, 2008), especially in terms of methodologies
considered complex enough to appropriately assess changes in LS across
time and relative to pre-disability levels or prior to the onset of long-term
health conditions. Many early studies used cross-sectional instead of longi-
tudinal approaches and/or focused primarily on short-term impacts of newly
acquired disabling conditions. For example, much previous research shows
that when perceptions about one’s life are assessed shortly following an
acquired impairment or traumatic injury, people typically reported a sharp
decline in self-reported LS (Boyce & Wood, 2011; Lucas, 2007; Oswald
& Powdthavee, 2008). However, with the passage of time, most people
(though not all) adapt to their circumstances and report satisfaction levels at
or above what they experienced before disability onset (Amundson, 2010;
Fellinghauer et al., 2012). For this reason, in studies examining LS across a
range of impairment types, disability onset (and the duration or proportion of
life lived with disability) are critical variables that must be considered when
interpreting findings. This section synthesizes the often contradictory findings
describing what lessons have been learned about the factors that consistently
predict LS in several impairment communities, and organizes these findings
according to disability-specific factors like time of onset, duration, severity,
progression, and impairment type including studies that examine predictors
of the extent of adaptation or return to baseline satisfaction levels, along with
the key moderators and mediators of relationships.

Onset of Disability—Congenital or Acquired

Most impairments are acquired after birth, and many studies of adaptation
to disability have necessarily focused on acquired conditions like spinal
cord injuries (SCIs) and traumatic brain injuries (TBIs). Yet, some research
has compared LS scores of people with congenital conditions (impairments
people are born with) to people with conditions acquired later in life. For
example, Bogart (2014) found that adults with acquired impairments tend
to have lower LS scores than those born with their impairments (see also,
Jamal et al., 2021), which may reflect greater self-acceptance and perceived
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normativity of life with disability for those who have lived their entire lives as
disabled people. In fact, the earlier the onset of disability, the more strongly
people accepted the identity of disability for themselves (Bat-Chava, 1994;
Nario-Redmond et al., 2013; Seligman & Darling, 2009); Bogart (2014) also
found that the positive effect of early onset on LS was mediated by the degree
to which people self-identify as disabled.

Duration. This is consistent with studies on impairment duration. In a sam-
ple of people with long-standing, chronic conditions (e.g., upper respiratory
diseases, back problems, migraines, and high blood pressure), Cubi-Molla
and colleagues found that people with chronic health conditions reported
better self-perceived health the longer they had lived with their conditions
(Cubi-Molla et al., 2016). Similar results were found in a cross-impairment
national sample of people with disabilities in the UK (Oswald & Powdthavee,
2008). The authors concluded that while disability may hurt LS initially, “it
does so to a smaller degree the longer the individual has been disabled” (p.
1067).

Age of Onset. In terms of age of onset, higher LS is associated with people
who acquired disabilities earlier in life (Alfano et al., 1993). Similarly,
older adults living with SCI that occurred before they were 60 years old
reported being less restricted (“handicapped”) in their social participation
than those who experienced late onset SCI, after age 60 (Barrett et al., 2002).
Furthermore, in a very recent European and Israeli sample of over 5,000
older adults who were at least 50 years old and not disabled prior to the
study, de Hond and colleagues tracked changes in LS over a 10-year period
(2004-2015) using the number of functional limitations in daily living tasks
(e.g., preparing hot meals, shopping, doing housework, etc.) as an indicator
of permanent disability (de Hond et al., 2019). They found that while people
who had developed disabilities in the last two years had lower LS scores
than those without disabilities, people who had been living with disability
for more than five years had higher LS scores than people who had become
disabled in the last two years. In fact, people who had lived with disability the
longest were most likely to report the highest levels of LS—even more likely
than people without disabilities.

Severity and Functional Limitations of Impairment

In terms of impairment severity, several studies using a variety of methods to
capture the extent of impairment have found that as individuals report more
functional limitations, they also tend to report lower LS (de Hond, 2019; see
also, Chase et al., 2000; Ville & Ravaud, 2001). Lucas (2007) is often cited
as among the first to examine adaptation to disability using cross-impairment
nationally representative samples from Germany and Britain with people
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who started off without disability but become disabled sometime during the
longitudinal study. His research found that while people who acquired more
severe disabilities had pre-disability satisfaction levels similar to those with
milder disabilities, people with more severe conditions (e.g., unable to do
at least one activity of daily living) experienced more decline in LS which
did not rebound in the subsequent five-year time frame. By contrast, people
with milder conditions were more likely to rebound to pre-disability satisfac-
tion levels. This work, however, used the criterion of being officially regis-
tered with the government as a disabled person to indicate disability status.
Moreover, baseline levels of well-being were below average even before par-
ticipants were officially certified as disabled, which may have underestimated
adaptation by failing to include people who did not self-certify as disabled for
government benefits (Lucas, 2007). Using the same British national dataset
but with a different statistical technique, Oswald and Powdthavee (2008)
did not replicate Lucas (2007). Instead, they found that while LS ratings fell
abruptly during the year participants became disabled, satisfaction scores rose
back up after two years although did not fully return to pre-disability levels.
Specifically, for moderately disabled people, the degree of adaptation was
estimated to be from 50% to 100% post-disability onset but only 30-60% for
people with more severe functional limitations. These results are described
as partial adaptation to pre-disability levels of LS. What may be even more
intriguing are the contradictory findings in some studies showing that people
with less severe impairments have lower LS than people with more severe
impairments (Jones et al., 2011; Roy & MacKay, 2002; Silverman & Cohen,
2012).

Prognosis of Condition

In addition to disability onset, duration, and severity, the progressive (and/or
unpredictable) nature of some impairments has been linked to lower levels
in some LS domains but not in others. Specifically, in a nationally repre-
sentative sample of people with a variety of impairments, participants with
multiple sclerosis (MS) reported lower satisfaction ratings with their health
and their jobs but higher levels of satisfaction with friends and family com-
pared to other impairment groups, which may be related to unique adaptation
patterns associated with conditions that progress over time (Patten et al.,
2012). Similarly, other cross-impairment studies have found that people with
continual or episodic experiences of pain, fatigue, and feelings of lost control
were much more likely to report poorer subjective life quality. However,
higher quality of life (QOL) was reported when the “gap between individual
capacity and environmental constraints was reduced through social support,
use of assistive devices and reduction of barriers” (Albrecht & Devlieger,
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1999, p. 985). Consistent with cross-cultural studies on the predictive power
of one’s sense of freedom on LS (Nakazato et al., 2017), the ability to take
control over the events of one’s life is considered critical to the impact these
events can have (Reich & Zautra, 1981). Some research has demonstrated
that a higher frequency of negative life events can lower LS (Seery et al.,
2010), but this relationship is also mediated by reduced perceptions of control
(Ash & Huebner, 2001). In other words, life events per se may not have a
direct effect on individuals’ LS to the extent that people are able to exercise
autonomous control in their daily lives. Relatedly, perceptions of choice over
one’s life decisions consistently predict SWB in the general population as
well (Diener, 2009).

Impairment Specific Studies: Physical,
Cognitive, and Psychiatric Conditions

In terms of impairment-specific studies, research with people with SCIs
has found that LS ratings were in the “slightly dissatisfied” range 12-month
post-injury but only for those who were not currently married (Putzke et al.,
2001). In addition, people with SCIs who had previous mentoring experi-
ences reported greater LS relative to participants who did not (Sherman et al.,
2004). Dijkers (1997) did a meta-analytic review of studies and reported that
SWB was lower among people with SCIs compared to population norms.
Furthermore, the primary predictors of lower SWB in these samples focused
on participation restrictions (“handicaps”) including (in the order of their pre-
dictive power): the lack of social support, the lack of social integration into
formal organizations or informal networks of friends, and the lack occupation
(work or school) and family role (spouse or parent). Interestingly, based on
a population survey from 2009 to 2015, adults with disabilities were just as
likely as people without to report informal volunteering, and accumulated the
same number of hours of formal volunteering as people who do not experi-
ence disability (Shandra, 2017), even though several barriers to accessing
such social roles remain.

In terms of impairments that impact cognitive functioning, several studies
have focused on students with intellectual and learning disabilities. In gen-
eral, findings with this population identify positive levels of overall LS across
studies (see Proctor et al., 2017, for a review). Some find no differences in
global or domain-specific LS between students with learning disabilities and
those without (McCullough & Huebner, 2003). Nevertheless, in some stud-
ies, students with mild cognitive impairments have expressed less satisfaction
with their friendships but more satisfaction with school than their typically
achieving peers (Brantley et al., 2002). Other unique predictors of LS among
those who experience intellectual disability include emotional competence,
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which refers to “one’s abilities to identify, understand, use and manage one’s
own feelings and those of others” (Rey et al., 2013, p. 147). LS is also higher
among students with intellectual disability who demonstrate adaptability in
terms of career choices; however, this relationship was driven by feelings of
agency and pathways that make on the job practice possible (Santilli et al.,
2014). According to disability studies scholars, “being able to choose for
oneself the direction of one’s life is a necessary component to having any
kind of life at all” (Smith & Routel, 2010, para 23). This is consistent with the
extensive research on self-determination as a predictor of LS in this popula-
tion (Wehmeyer & Schwartz, 1998; Nota et al., 2007; Shogren et al., 2006).

Some studies have found lower ratings of LS among people who have
experienced severe TBI, especially if complicated by posttraumatic stress
disorder (PTSD; Bryant et al., 2001). Yet more recent studies have docu-
mented a phenomenon known as posttraumatic growth (PTG) among people
living with TBIs (Barskova & Oesterreich, 2009). Expanding the construct
of resilience, which involves the capacity to rebound following a traumatic
event (Seery et al., 2010), PTG is defined as the positive impacts that result
from experiencing traumatic events. For example, in their 2012 longitudinal
study, Powell et al. followed people who had been living with TBI for at least
10 years, and found several factors associated with PTG including having
a sense of personal meaning (purpose and coherence), high post-disability
LS, strong social support, high activity levels, paid work, and new stable
relationships post-injury. Interestingly, LS is also higher among people who
experience at least some adversity in life compared to people who report no
adverse experiences and to those who report many. Described as “adversarial
growth,” the experience of a moderate number of adverse events allows some
people to cultivate a sense of their own strength and capacity to cope in addi-
tion to engaging their social networks which can lead to improved relation-
ships and the development of resilience (Seery et al., 2010).

Several years ago, Arrindell et al. (2001) found lower LS scores among
psychiatric patients compared to controls (see also, Meyer et al., 2004).
However, recent evidence does not identify the presence of psychiatric
conditions (e.g., depression, PTSD, schizophrenia) as a risk factor under-
mining LS or SWB. That is, young people who demonstrate symptoms of
“psychopathology” are just as likely to report being highly satisfied with life
as those who do not (Greenspoon & Saklofske, 2001). In fact, perceptions
of LS have been shown to buffer against the development of psychiatric
disorders and can protect people from the negative implications of chronic
stress (McKnight et al., 2002; Suldo & Huebner, 2004). That is, LS is asso-
ciated with reduced risk of suicidal ideation (Chang & Sanna, 2001; Diener
& Seligman, 2002; Heisel & Flett, 2004) and suicide attempts that remained
reduced 20 years later (Koivumaa-Honkanen et al., 2001).
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Individual Differences and Contextual
Variables for People with Disabilities

In a nationally representative, longitudinal study designed to extend the
literature on disability adaptation, Boyce and Wood (2011) focused on the
impact of stable individual differences among people who acquired dis-
abilities over a four-year period. These authors found that while LS decreased
after the first year of acquired disability, after two years of living with disabil-
ity LS steadily improved—but only for people with agreeable personalities.
Specifically, after four years of living with acquired disabilities, people with
more agreeable personalities prior to disability onset adapted more quickly
and more completely compared to people with more disagreeable orientations
who may require more support (Boyce & Wood, 2011). Agreeable person-
alities tend to be cooperative, polite, and have an optimistic view of human
nature. These findings are consistent with previously reported research on
the general population finding that traits associated with low neuroticism,
high extraversion, and agreeableness were all linked to higher degrees of
LS (DeNeve & Cooper, 1998). It may be that among people with acquired
disabilities, agreeableness—which is associated with following health-care
advice, seeking social support, and quality relationships (Berry et al., 2000;
Ingledew & Brunning, 1999)—may be particularly beneficial to people newly
coping with impairment.

In addition to personality, LS also depends on how people with disabilities
conceptualize their sense of self and evaluate their various identities. Jones
et al. (2011) found that the largest predictor of LS after brain injury was the
degree to which people positively self-identified as “survivors,” followed by
the number of new close relationships they formed post-injury. In fact, these
two factors alone explained the counterintuitive positive relationship between
more severe injury and higher LS in this sample. In another study, Silverman
and colleagues (2017) found that disabled adults who reported more friends
with disabilities had higher LS, and higher overall QOL than disabled adults
without disabled friends (see also Silverman et al., 2017). This is consistent
with a growing body of research on the many benefits of disability identity
(e.g., Bogart et al., 2018; Nario-Redmond et al., 2013; Nario-Redmond &
Oleson, 2016).

In studies of college students with disabilities, positive core self-evalua-
tions are strongly associated with higher LS, which is true for the general
population as well (Chang et al., 2012). Specifically, using an index of self-
esteem, self-efficacy, emotional stability, and locus of control to measure
core self-evaluations, Smedema and colleagues (2015) found that positive
self-evaluations are linked to LS through the mediating mechanisms of social
support, low perceived stress, and positive mood.
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Similarly, LS is also higher among people with positive perceptions of
their own bodies (Valois et al., 2003), but lower among people with negative
perceptions of their physical or mental health and activity limitations (Zullig
et al., 2005). This suggests the importance of body esteem regardless of
objective body type, weight, shape, or form (Lindly et al., 2014). Relatedly,
among people with physical or mobility impairments, Atkinson and Martin
(2020) found that LS was highest among participants in team sports like
wheelchair basketball, who demonstrated high resiliency in terms of their
ability to adapt to trauma, stress, and adversity. Furthermore, although across
impairments people with disabilities are less likely to participate in sports
compared to people without disabilities, when they do participate, disabled
people derive much higher levels of LS than their nondisabled counterparts
(Pagan, 2018). Physical activity may affect LS through body esteem or the
self-worth derived from one’s own physicality (Elavsky & McAuley, 2005).

Finally, in terms of some key contextual variables, neighborhood compo-
sition and place of residence have been linked to differences in LS. Based
on a nationally representative sample, Knies et al. (2016) found that while
immigrants and ethnic minorities tended to report lower LS than their major-
ity counterparts, living in neighborhoods where more members of one’s own
minority in-group community are prevalent is associated with higher LS.
Such findings also depend on the particulars of one’s living arrangement. For
example, LS increases substantially among disabled people who have tran-
sitioned from institutional to community living settings (Sheth et al., 2019).
Similarly, deaf/hard-of-hearing (D/HH) students educated in segregated set-
tings reported lower LS (and lower living environment satisfaction) than their
nondisabled peers while D/HH students educated in more integrated settings
had similar satisfaction ratings to nondisabled peers (Gilman et al., 2004).

Sociocultural Factors—Impact of Stigma and Discrimination

The impact of stigma, marginalization, and exclusion, particularly when per-
vasive, can have deleterious effects on LS and well-being among people who
are the targets of intergroup prejudice (Major & O’Brien, 2005; Pascoe &
Smart Richman, 2009). Specifically, research has shown how perceptions of
prejudice and discrimination are linked to reduced feelings of self-worth and
LS (Nario-Redmond, 2019; Seaton et al., 2010). Across stigmatized groups,
people who perceive more discrimination in daily life reported more physical
and mental health problems (Pascoe & Smart Richman, 2009). For example,
LS among people living with HIV/AIDS was lower among those who per-
ceived they were the targets of AIDS-related discrimination; however, social
support seems to protect LS (Heckman, 2003). Similarly, in a study of men-
tal health service consumers, perceived prejudice and discrimination were
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associated with more severe symptoms and lower LS (Bahm & Forchuk,
2008). This is also consistent with work finding that prosocial peer interac-
tions are protective of LS even among people victimized by peer aggression
(Martin & Heubner, 2007).

What is fascinating, however, and is directly relevant to the argument we
make in this chapter, is that these negative outcomes do not seem to general-
ize to people who strongly identify as members of a social group—a group
that is not inherently defective or devalued but that has been systematically
disadvantaged by society. That is, the process of recognizing and accepting
disability as a minority group identity seems to facilitate a reappraisal of the
negative outcomes one confronts. This creative reappraisal process can be
transformative to those who have been consistently excluded once they begin
to recognize that there is nothing “wrong” with them, with their appearance,
impairment, or way of being in the world—but realize instead that a dis-
criminating society is to blame for inequitable policies and the misinformed
prejudice of others (Major et al., 2002, 2003).

Conclusions from the Life Satisfaction Literature

The complex literature on LS and adaptation to disability yields some consis-
tent lessons learned along with some ongoing points of contention. Clearly,
disability-specific characteristics influence the avenues available to access the
sources of LS that seem to matter most in both disability and non-disability
populations: social relationships and opportunities that give purpose and free-
dom to exercise control over one’s life.

One reason we see so much variability in the trajectories of individuals’
adaptation to disability is that experiences of adversity may harm satisfac-
tion with life for some people (especially in the short-term) while these same
experiences contribute to resilience and PTG for others. In general, people
experiencing extremely low or extremely high levels of adversity report
relatively low LS; however, when adversity is at a level where coping efforts
are necessary but not perceived as impossible, people learn to cultivate the
capacity for future resilience. This may be why studies find that not only
do many disabled people rebound to pre-disability LS levels and why some
report even higher levels of satisfaction including the revaluing of their own
disability experiences.

There are some clues in the literature reviewed here as to factors that may
promote or impede this kind of PTG. Several studies converge to find that
LS is lower the more ‘severe’ one’s functional limitations are (e.g., the fewer
activities of daily living people report doing independently), or the more
painful, unpredictable, and/or progressive one’s conditions are. However,
this literature is equivocal in that impairment severity is not only measured
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in very different ways across studies but critically depends on context or the
extent to which the environment is inaccessible and therefore restrictive of
citizen participation—not because of limitations that are inherent to particular
body minds, but because of limitations in the structural, policy, and attitudi-
nal environments that fail to accommodate for disability as part of human
variation. Perhaps this is one reason why research on condition severity is
so mixed. A similar pattern is observed in studies focusing on the number of
impairments one experiences or the number of major life events confronted.
The relationship between these variables and LS depends upon how people
appraise what these events mean to them, what they have learned from them,
and whether they perceive that they have grown more resilient not in spite of
them, but because of them.

Across impairment categories, being born with one’s disability, having an
earlier age of onset, and living longer with disability all contribute to higher
satisfaction with life, which likely reflects greater opportunity to accept one’s
disability as an important aspect of the self. In fact, the few studies exam-
ining time spent with disability find that it is the cultivation of a positive
disability identity that seems to mediate the relationship between time of dis-
ability onset and LS even after controlling for duration and condition severity
(Bogart, 2014). This positive identity is not something the individual must
create alone; its components have been shaped through history by the collec-
tive efforts of disabled people seeking to strengthen themselves and empower
one another. It is to this collective effort, and the importance of including it
in the discussion and understanding of LS for people with disabilities, that
this review now turns.

An Expanded View of Personal Factors: From
Individual Strength to Social Connectedness

The preceding review of LS literature emphasized the subjective appraisal
of LS, and linked levels of and changes in LS to contextual and personal
factors. This is in keeping with the social-ecological framework that, when
considering LS among people with disabilities, moves beyond stereotyped
understandings of disability as a tragedy to overcome or medical condition
to hide, overcome, or eliminate. Herein lies the promise of the LS lens on
disability, by accounting for the subjective appraisal of one’s own disability
as an ingredient of health and well-being, and the contextual factors ranging
from employment status and the availability of social support to the length
of time living with disability. Notably the ultimate sources of leverage in
creating LS, emerging from cross-population and disability-focused work,
are personal factors such as agreeableness/extraversion or adaptability,
framed as strengths located within the individual. That is, personal factors
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within the individual allow resilience or growth when contextual factors
bring hardship.

This perspective is consistent with two of the broad themes in positive
psychology related to the importance of positive personal traits/charac-
ter strengths and resiliency when experiencing adversity (Seligman &
Csikszentmihalyi, 2000; Shogren, 2013). Many of the individual character-
istics that predict LS map onto those themes. But intensive focus on these
personal factors, as positive as they may be, is what can unintentionally create
the peril of the LS construct for disabled people, to the extent that some have
difficulty accessing internal pathways to LS. Positive psychology in general
has faced critiques for its emphasis on individualistic values and an intraper-
sonal locus of strength and fitness, at the expense of more socio-politically-
centered values of interdependence, solidarity, and social connection (Becker
& Merecek, 2008; Sugarman, 2015).

To better understand the pathway from belonging to LS and generate
research questions and applications to policy and practices, the SIA pro-
vides a particularly well-established and generative perspective. Drawing
on the motivationally focused social identity theory (SIT; Tajfel & Turner,
1979) and the cognitively focused self-categorization theory (SCT; Hogg
& Abrams, 1988; Turner et al., 1987), the SIA posits that a significant part
of a person’s self-concept is informed by their group memberships. When
people self-categorize as part of a social group, their self-concept aligns with
the group, is informed by the norms, values, and goals of the group, and is
motivated to maintain the view that the group is worthy (Reicher et al., 2010).
Appreciating the psychological processes involved in social identification is
crucial to widening the scope of the personal to include the social and afford-
ing a more comprehensive understanding of how people actively create LS.

Social Identities Supporting
Well-being—A Social Cure Perspective

Social identities are significant to our physical and psychological wellness
for several reasons, not least of which is because they make group-life pos-
sible. Consequently, they are the psychological conduit by which we can be
supported by and enjoy the various benefits of groups. The social connected-
ness that groups bring, also known as social capital, is well-established as
a key predictor of health and LS around the world (Bourdieu, 1983; Elgar
et al., 2011). Social identities bring social capital into a psychological space,
providing mechanisms by which social connectedness can benefit a person.
Haslam and colleagues (2018), for example, developed the social identity
approach to health—deploying theoretical propositions about intergroup
behavior from both SIT (Tajfel & Turner, 1979) and SCT (Turner et al.,
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1987)—to locate specific areas of psychological benefit that groups provide
(for reviews see Haslam et al., 2009; Jetten et al., 2012; Jetten et al., 2017;
Haslam et al., 2018).

First and most broadly, self-identification with groups provides a basis for
positive attraction toward other people who share our group memberships
or social identities. We are drawn to others who share our social identities
because of similarities and the sense that they share key aspects of their selves
with us (Turner, 1985). Likewise, that shared social identity provides us a
sense of liking and trust in the other that does not even require face-to-face
contact or previous familiarity. This benefit of social identity is exemplified
by the fact that for a strongly identified activist, a protest march is a place of
comfort and solidarity, whereas for the non-identified onlooker, it can be a
place for suspicion and fear.

A second benefit of group identification is the way that it can draw us into
purposeful interactions. Engagement in everything from a choir rehearsal
to a wheelchair basketball game or to a fundraiser is made meaningful and
imbued with more passion when there is a sense of common purpose and
direction involved (Haslam et al., 2018). Likewise, this engagement is self-
sustaining to the degree that working on common goals is considered integral
to the norms and values of the group. Practicing your own part in the choral
arrangement is therefore a worthy endeavor, because you want the choir,
more so than yourself, to sound good.

Third, social identities form the basis for social support, which is a critical
aspect of both the instrumental and emotional benefits of groups for individual
well-being. Simply put, social identification with a group allows the “other” to
be seen as part of the “self,” and that psychological connectedness turns a group
member’s welfare into a shared concern rather than an imposition (Haslam et al.,
2019). Moreover, that social support can come in a variety of forms including
instrumental (i.e., personal care assistance or help during an emergency; Haslam
etal., 2012) or informational or emotional support (i.e., someone to talk to and get
advice from; Inoue et al., 2015). In fact, SIA research generally recommends hav-
ing multiple group memberships to provide a broader base of support to weather
the storms of inevitable life transitions that can be stressful if not traumatic
(Haslam et al., 2008; Iyer et al., 2009; Jones et al., 2011; Steffens et al., 2016).
For example, one’s ability to transition through identity loss and new identity
formation that comes with acquiring a condition like MS is enhanced through the
support of a strong stable group identity (i.e., family; Barker et al., 2014). While
sources of support can be wide-ranging, support is more readily received and
beneficial when it comes from other members of one’s in-group (Haslam et al.,
2012). For example, around the country, Centers for Independent Living (CIL)
born out of the Independent Living Movement of the 1970s “offer support, advo-
cacy, and information on empowerment in the attainment of independence from
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a peer viewpoint” (National Council on Independent Living, 2021). The benefits
of CIL are far-reaching, but most notably include the reframing of disability from
a personal and isolating tragedy to an experience infused with collective strength
and resilience (Little, 2010).

Finally, social identity affects health and well-being by increasing people’s
sense of agency and control over their outcomes—important predictors of LS.
One way in which this works is through SIT-proposed identity management
strategies, where stigmatized group members can engage in collective coping
strategies that revalue the comparison dimensions of the group or pursue col-
lective action efforts to increase the actual social status of the group (Tajfel
et al., 1979). In other words, increased identification with the stigmatized
group can transform a profound sense of helplessness in the face of discrimi-
natory experiences, into resistance and empowered action. For example, in
Mejias et al.’s (2014) examination of a small disability empowerment group,
not only did participation in the group positively affect members’ self-worth,
but it also increased feelings of self-confidence that they could direct toward
engaging in social change. The second way in which social identity increases
feelings of personal control is by expanding the self-concept once a person
internalizes the group identity into their self-system. For example, evidence
from Greenaway and colleagues’ (2015) study using the World Values
Survey shows that identification with community and nation positively pre-
dict a person’s sense of personal control.

To summarize, social identity provides the psychological conduit for the
individual to participate in and gain the myriad benefits from their group
memberships—even stigmatizing ones. Feelings of connectedness, support,
purpose, and control all manifest themselves as a person comes to accept and
internalize these memberships as self-defining. Yet, in the context of extant
work on positive psychological approaches to well-being and LS, the role of
a person’s past and present group memberships has been secondary at best.
This is particularly the case given the typical conceptualization of group
participation either as “purely utilitarian or in service of the more authentic
individual ‘self”” (Dirth & Branscombe, 2018, p. 4), or as in conflict with a
person’s truest aspirations. However, from the perspective of SIT/SCT, the
social groups we belong to are not apart from the personal psyche, but rather
become embedded into one’s self-system such that “a strong sense of ‘me’
flows from a strong sense of us” (Haslam et al., 2018, p. 31).

Social Identities Buffer against Psychological
Distress—A Stigma Management Perspective

It is important to recognize that social categories exist in broader socio-
structural relations with one another. Within these often-hierarchical
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socio-structural relations come status differences that ultimately impact inter-
group stereotypes, prejudices, and discriminatory behaviors. Belonging to a
low-status group in society, as people with disabilities have historically been,
means that they are frequently the targets of ableism (Nario-Redmond, 2019)
which is not only disempowering, but can have deleterious consequences for
health, well-being, and life-satisfaction (Pascoe & Smart Richman, 2011;
Schmitt et al., 2014). However, it does not have to be this way: when mem-
bers of stigmatized groups reconceptualize the group in positive ways, social
identities can provide much-needed support and buffer against the deleteri-
ous consequences of prejudice and discrimination (Branscombe et al., 1999).
Specifically, the perception that one’s disability category membership is valu-
able and enriching mitigates the pernicious effects of stigma on self-esteem
(Bogart et al., 2018).

Within the SIA, SIT (Tajfel & Turner, 1979) provides clear propositions
about the nature of group versus individual-centered strategies for managing
the negative effects of stigma, hypotheses about when each type of strategy is
likely to be used, and the advantages and disadvantages of each approach (see
Branscombe & Ellemers, 1999; Dirth & Branscombe, 2018; Nario-Redmond,
2019). Notably, the strengths of individual-centered strategies—where a per-
son seeks to rescue the personal self by physically or symbolically distancing
the personal from the collective—depend on whether group boundaries are
permeable enough for a person to legitimately disavow their group member-
ship (Ellemers et al., 1988). For example, individual strategies for a person
with a physical disability might include passing as nondisabled if their con-
dition is not too conspicuous or seeking therapy or surgery to correct the
aspects of their condition that compare unfavorably with nondisabled others
(e.g., limb-lengthening surgery for people with dwarfism; Branscombe et al.,
2012; Fernandez et al., 2012). Unfortunately, individual-centered strategies
are not always feasible for people with disabilities given the diverse nature
of the impairment conditions. In these cases, disabled people attempting to
use individual-centered strategies can risk internalizing the stigmatizing nar-
ratives of the outgroup and experience lower self-worth (Nario-Redmond
et al., 2013).

Contrary to individual-centered strategies, group-based strategies leverage
stigmatized group identities to both rehabilitate the image of the stigmatized
group and to agitate for change in the status of the in-group overall (Tajfel
& Turner, 1979). For example, some people with disabilities have promoted
reclaiming the meaning of the word “crip” from the demeaning term “crip-
ple” as a signifier of unabashed pride (Lewis, 2015). Likewise, by redefining
and revaluing the stigmatizing characteristics of their group, people with dis-
abilities have challenged the unequal status quo more generally as disability
activists engage in various protests and demonstrations (i.e., US disability
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rights movement; Fleischer et al., 2012; Shapiro, 1993). While group-based
stigma management strategies carry risks of alienating and even engender-
ing animosity among higher status group members, the strengths of collec-
tive strategies include greater empowerment to engage in actions for social
change and greater well-being (Bogart et al., 2018; Fernandez et al., 2012;
Hahn & Belt, 2004; Nario-Redmond et al., 2013). This is what evidence fol-
lowing the rejection-identification model (RIM; Branscombe et al., 1999)
shows across numerous studies (Bogart et al., 2018; Schmitt et al., 2002,
2003; Ramos et al., 2012). In the face of stigma and discrimination (rejec-
tion), there is resiliency and strength in moving toward rather than away from
the group (identification).

Intervening to Facilitate Positive Social Identity

As we have argued, a significant source of psychological benefit comes from
connection and belonging—identification—with meaningful social groups
(Haslam et al., 2019). Unfortunately, there is a tendency for people to largely
underestimate the importance of the group in fostering health and well-being
outcomes (Haslam et al., 2018). Building both awareness and capacity toward
the development of positive social identities is tremendously important for
leveraging social identity as a catalyst for LS. In line with SIA propositions,
there are several critical processes that need to be encouraged to cultivate the
beneficial impacts of positive social identifications (Ball & Nario-Redmond,
2014).

Redefining the Self

First, to enhance positive social identity processes, individuals should be
encouraged to redefine the self in line with collective rather than personal
self-categories (Turner et al., 1987). Necessarily, one must navigate sev-
eral barriers that can work against this collective self-categorization. First,
contemporary society informed by capitalist ideology tends to engender an
acute focus on one’s personal identities and chronic self-comparisons at the
interpersonal level (Baumeister, 1987; Turner, 2006; Turner & Oakes, 1986).
Therefore, the default self-category that is most chronically accessible tends
to be at the level of the individual. Additionally, the cognitive processes
enabling self-categorization (see Turner et al., 1987) tend to respond automat-
ically in relation to cues from one’s social context. Due to this unconscious
process, a person might internalize significant group identities into their self-
concept and underestimate how much of the self is informed by shared group
memberships. Lastly, people may not belong to many groups, thereby making
it challenging to find such avenues for self-redefinition.
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In light of these cultural and cognitive barriers, it is worthwhile to facilitate
opportunities where people can develop self-awareness in relation to their
group memberships. An example intervention known as the Groups4Health
program (G4H; Haslam et al., 2018) has participants “scope” out their exist-
ing social connections or possibilities for social growth and subsequently
“source” skills that can help a person connect with existing groups, reconnect
with previous groups, or explore new groups. Participants are finally encour-
aged to reflect on the compatibility between their group memberships, how
these group memberships fit with their personal values and goals, and how the
groups might contribute to their overall well-being. This process of “scaffold-
ing” one’s groups helps people become more aware of the impact of groups
and provides lasting change as their attention and motivation changes and the
salience of group memberships are likely to increase.

While the G4H program is in its infancy and has not yet been applied to
samples of people with disabilities, available evidence supporting the pro-
gram has been promising. For example, a G4H intervention with a sample
of undergraduate college students who were experiencing social isolation
and affective disruption produced significant reductions in psychological
distress variables (i.e., depression, anxiety, and stress), and elevated LS and
self-esteem. These positive changes were sustained in follow-up surveys six
months later (Haslam et al., 2016). Facilitating opportunities for people with
disabilities to reflect on and scaffold potential group memberships can have
tremendous results for fostering community belonging and building resil-
ience in the face of ableist experiences (Daley et al., 2018).

Affirming Stigmatized Identities and
Fostering Collective Action Intentions

As one takes stock of their group memberships, it is equally important to
identify those that might be perceived negatively or as a threat to the self
(i.e., stigmatized groups). Because stigmatized identities cause distress and
sizeable decrements to LS and general well-being (Pascoe & Smart Richman,
2009; Schmitt et al., 2014), particularly for people with disabilities (Silvan-
Ferrero et al., 2020), it is essential to find ways to leverage positive identity
processes (Ball & Nario-Redmond, 2014).

First, it is important to be aware of the feasibility and risks of individual-
centered strategies to distance oneself from the stigmatized group (Dirth
& Branscombe, 2018). With greater awareness, one can begin to combat
internalized stigma that develops from trying to assimilate to higher status
norms and instead move foward rather than away from the group (Lindly
et al., 2014). In negotiating group identity with fellow group members, it is
possible to transform stigmatized characteristics to signifiers of pride which
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can enhance well-being and establish a similar basis for others who share the
group membership (Lindly et al., 2014). For instance, online disability arts
and culture groups, and “hashtag” communities readily reclaim previously
derogatory labels such as “gimp” or “crip” (Kafer, 2013; McRuer, 2006) and
reinterpret physical and mental differences as valuable and instructive (e.g.,
#spoonies, #disabledandcute, #CripplePunk, #wheelchairlife) rather than
abnormal and pathological.

Affirming one’s social identities provides an added benefit of challeng-
ing the legitimacy of the lower status position of one’s group, which can
stimulate collective action intentions among many disadvantaged minorities
(Tajfel & Turner, 1979). For example, as people with disabilities reinterpret
disability-related restrictions as the product of an ableist society, they begin
to assert the resilience of the group for navigating other-imposed oppression
and promote the notion that there is no credible justification for why the
group should face discriminatory treatment (Dirth & Branscombe, 2019).
This strategy of confronting the dominant group to challenge unequal status
relations constitutes another crucial intervention to leverage the benefits of
group membership (Ball & Nario-Redmond, 2014). Collective action efforts
can certainly be beneficial for agitating for social change, but in terms of psy-
chological consequences, collective action brings group members together
and allows for more affiliation, connection, and affirmation of group values
in addition to cultivating trust as group members display their commitment
to the group. Moreover, collective action provides a visible demonstration of
the social support resources the group can provide to buffer stigma and dis-
crimination, building a sense of collective efficacy, a shared language, and an
impetus or drive to respond to injustice (Van Zomeran et al., 2008). Finally,
since high social identification, feelings of collective self-efficacy, and per-
ceptions of injustice are all central predictors of collective action intentions
(Van Zomeran et al., 2008), interventions to promote collective action efforts
can perpetuate a virtuous cycle whereby action begets more action.

Enhancing Life Satisfaction through
Disability-Specific Group Memberships

While interventions and factors predicting LS can come in many shapes and
sizes, it is our contention that positive social identification with the group
serves as a central conduit for activating a plethora of salutary outcomes
(e.g., sense of freedom and control, meaning and purpose, adaptability)
traditionally presented as personal factors. Therefore, it is essential that we
take the general recommendations for developing and enhancing positive
social identity and locate them within extant disability community formations
working to translate research into new policies and practices. This is not to
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discourage efforts to source positive group memberships wherever they may
be found (e.g., school, workplace, family, community, etc.) as positive group
membership is not picky when it comes to psychological benefits. Instead, we
would like to emphasize the rich possibilities within disability communities
for enhancing social identity processes. While it is not possible to make an
exhaustive list, we would like to point to a couple of areas that exemplify a
strong connection between social identity principles and LS outcomes.

Adaptive Sports

The adaptive sporting community, including sporting organizations, com-
petitions, and related tourism, accounts for over 100 million dollars annu-
ally (LABS, 2021). Participants of all ages with disabilities can compete in
individual and team sports at levels ranging from friendly to international
competitions (i.e., Special Olympics International, Paralympic games). An
abundance of evidence supports the physical and psychological benefits of
adaptive sport participation for people with disabilities for general outcomes,
including QOL, LS, community reintegration, mood, and employment (see
Diaz et al., 2019, for a review). Through participation, people with disabilities
are immersed in social networks of shared experience and common objectives
that can redefine their sense of normalcy and success (Lundberg et al., 2011).
Particularly important can be the redefinition of the self that comes from
participating in organized competitions that provide a well-defined sense of
mission and purpose. For instance, Crawford et al. (2015) found participating
in sports was beneficial in general for people with intellectual disabilities,
but the greatest benefits to self-esteem and QOL came from participating in
the Special Olympic International games rather than participating in a sport
through other programs.

Teammates and mentors who share disability group memberships support
the development of individual competency and self-efficacy (crucial predic-
tors of LS) by providing tips and support for growth and development (Lape
et al., 2018). Finally, adaptive sports provide a unique opportunity for people
with disabilities to “level the playing field” and make positively distinct
comparisons with nondisabled people. For example, anyone who has tried
wheelchair basketball or wheelchair rugby can tell you these are no easier
to play for a nondisabled person than it is for someone who has paralysis. In
fact, these sports undoubtedly favor someone who is more comfortable and
experienced using a wheelchair.

While involvement in adaptive sports demonstrates a proven record of
catalyzing sources of LS via social identity processes, too few people with
disabilities are aware of or have access to adaptive sports programs (Labbé
et al., 2019). Therefore, it is essential that research and practice recognize the
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potential for adaptive sports to support pathways to LS that stem from social
identity processes. Likewise, policies that support the funding and distribu-
tion of adaptive sports programs, especially to underserved and rural areas,
are crucial to ensuring greater access to these valuable opportunities.

Disability Culture—Arts and Studies

Another substantial collective identity structure for people with disabilities
can be found within the various platforms of disability culture. The forma-
tions of disability culture found in artistic and intellectual production provide
unique opportunities for people with disabilities to be a part of a community of
generative others (Brueggemann, 2013). Importantly, the social identity pro-
cesses involved in group membership represents a transformative shift from
individual succumbing to impairment-related restrictions to redefining the self
in collective terms, allying one’s fate to the disability community at large and
working alongside others, disabled people can negotiate what “we” means,
independent of nondisabled outsiders. For example, Soorenian’s (2005) inves-
tigation of the impact of disability arts found that the cultural identity of being
disabled was significant for every participant, even while not everyone agreed
completely about how that cultural identity was to be defined. Moreover,
engaging in disability arts production offered participants liberatory purpose
to communicate to society-at-large about what disability means to them.
Participants noted their experience was distinct from an art-therapy exercise,
such that they were being creative in a manner that transcended their own
individual identities and competencies, toward a cultural disability identity.

Like disability arts, disability studies can provide a community structure
and purpose for people with disabilities to explore and articulate their experi-
ences through myriad disciplinary perspectives (Linton, 2005). Anecdotally,
one of the authors (Dirth) credits much of his positive disability social iden-
tification to his introduction to disability studies in graduate school. Growing
up with cerebral palsy, he had very few opportunities to connect to disability
culture and recognized a pattern of internalized stigma where he would dis-
tance himself from disability category membership. It was not until he started
independent research on disability stigma that he was introduced to the social
model and the disability rights movement through the works of Adrienne
Asch, Harlan Hahn, Simi Linton, and others. In discovering disability culture
via disability studies, he has developed and strengthened his disability iden-
tity and the subsequent meaning that his disability carries for him. Moreover,
in his professional role as a social psychologist, he recognizes the feelings of
empowerment that the disability studies community provides as he unapolo-
getically offers his perspective and experiences as a disabled person to his
discipline of social psychology.
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Disability-Directed Advocacy. The last community structure that is well-
established and shows great potential for enhancing social identity processes
for people with disabilities involves disability-directed advocacy (DDA)
organizations. DDA tend to be those led by lay volunteers and professionals
with disabilities that take a more sociopolitical approach to disability and
practice advocacy that builds coalitions across impairment groups (Dirth &
Nario-Redmond, 2019). In addition, DDA’s advocacy efforts are character-
ized by securing more rights and greater representation of people with dis-
abilities across a variety of domains. Examples of such organizations include
CIL, the National Association of the Deaf, the Autism Self-advocacy net-
work, Self-Advocates Becoming Empowered, and ADAPT.

Becoming a member of a DDA organization likely offers many of the
same benefits of the other community structures mentioned previously.
Distinctively, DDA organizations provide a setting where most of the
decision-makers are people with disabilities. This means that the mission of
the organization is defined and carried out by insiders (Little, 2010). In this
way, DDA organizations offer critical opportunities for informational and
emotional support and insider perspectives on common sociopolitical issues
faced (e.g., securing health-care benefits, navigating bureaucratic agencies)
and everyday experiences of microaggressions, prejudice, and discrimination.
Finally, DDA organizations can serve as a foundation for participating in col-
lective action. Collective action engagement can be enormously consequen-
tial for strengthening group identification and fostering self-efficacy (Van
Zomeren et al., 2008) and collective empowerment independent of success-
ful outcomes (Drury & Reicher, 2005). Participation also shows benefits for
group cohesion and enhanced LS (Klar & Kasser, 2009). As Little’s (2010)
study of CILs indicated, by raising members’ awareness of disability history,
representations, and narratives, a DDA organization can be influential in fos-
tering a sense of confidence and empowerment that is ultimately required for
people to engage in collective action in the first place (Van Zomeren et al.,
2008).

CONCLUSIONS AND IMPLICATIONS

The quote from Longmore (2003) that opened this chapter is from a discus-
sion of disability rights and emphasizes the push for equal access and equal
opportunity as well as the importance of collective identity. Our chapter topic
is LS, a broad and subjective appraisal of one’s life grounded in one’s experi-
ence, independent of externally defined “impairment” status; the LS concept
draws from social-ecological models of well-being and positive psychology
and is potentially empowering and in line with Longmore’s quote. But to the
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degree that our view of LS is focused on the external context impinging on
an individual, with said individual then needing to manage that context with
inner resources such as adaptability and agreeableness, we risk reinforcing
stereotypes of disability as personal tragedy that admirably brave individu-
als strive to overcome. For those to whom a sense of internal control is not
so easily discernible—people who are socially isolated, or who suddenly
acquire a disability later in life—linking LS to inner strength and overcoming
may create despair. Further, the individualistic perspective does not directly
address external barriers ranging from lack of physical access to stigma and
discrimination that creates disability (preventing or limiting participation)
above and beyond a person’s impairment.

Based on these critiques, we have argued here for inclusion of a social
identity perspective on health into the study of LS and its predictors to create
an enhanced emphasis on connecting disabled people to the social groups
important to them, including, but not limited to, others who share their dis-
ability status and who therefore share in their lived experience. We have
reviewed literature demonstrating that social identification offers sources of
social and political strength and creative expression, that social identification
offers a rooted and positive sense of self, and that interventions and programs
exist that help disabled people tap into these empowering collective sources.

We have drawn these connections between social identity and LS by care-
fully and critically reviewing the literature. Going forward, new research is
needed that demonstrates empirical connection between LS and variables
derived from SIT. For example, personal factors known to predict LS,
such as self-efficacy or even relatively stable individual differences such
as agreeableness, may be influenced by the number and strength of social
identifications across populations and among disabled people. The mediat-
ing or moderating role of social identity between situational predictors like
employment status and LS should also be studied. In addition to building
the research case linking personal factors, LS, and social identity, practi-
cal applications of this work should be continued and extended. Awareness
could be raised among mental and physical health-care providers, and social
connection and identity could be assessed as one indicator of health versus
risk. Finally, promising programs that can be implemented at the level of
institutions or agencies, such as Groups-4-Health, should be tested for their
effectiveness among people with disabilities, and disseminated more widely
if such effectiveness is supported. Given that interventions exist that are
supported by evidence of effectiveness, policy and funding should prioritize
the dissemination of programs guided by or consistent with the SIA into
underserved settings where they are needed most. Applied research in imple-
mentation science—focused on the diffusion of evidence-based practices—
highlights the challenges associated with translating science into policy and
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service. Even when a program is evidence-based, successful implementation
in a given setting requires needs ongoing assessment to determine whether
the program fills a gap in a given setting, along with organizational buy-in,
training, and fidelity monitoring (see Rapport et al., 2017, for an overview of
implementation science).

Because such efforts require funding, we encourage government and other
funding sources such as foundations to consider the evidence in support of
effective programs as well as the broader research literature demonstrat-
ing how social participation and identity strengthen the self and enhance
health and economic, political, and creative participation in life. Based on
this evidence, funders could increase support for efforts to provide what
SIT describes as social cures to people with disabilities. Within any sub-
population and location, specific barriers to social participation and identity
(including opportunities for regular and supportive social contact via formal
resource centers, recreational and employment settings) should be identified;
buy-in from organizations or groups who are willing to adopt and implement
an evidence-based approach can then be sought and leveraged, with members
of the disability community actively involved in providing and evaluating the
program. Like any science-to-practice effort, translating SIT and LS evidence
into funded and carefully implemented practice may be something of a heavy
lift in early stages, but based on the evidence we have reviewed in this chap-
ter, the resulting benefits for disabled people and the communities in which
they live would justify the effort (e.g., see Cook & Odom, 2013).

This work deserves further study, funding, and dissemination because it
meets a human need that is both universal and sharply relevant to disabled
people striving to build LS in an ablest world. In a qualitative study of mental
health consumers reporting on the kinds of information they most needed to
increase well-being and enhance the effectiveness of their services, a key theme
was the importance of learning about the experience of other people in their
situation. The authors noted that participants used remarkably similar language
when describing this need, for example, “It’s reassuring to know you’re not
alone”; “It’s nice to know you’re not alone” (Powell & Clarke, 2006, p. 363).
The SIA to health and LS begins here—ensuring that people realize they are
not alone—and from that foundation help create a sense of community, a strong
and positive sense of self, and a life enriched by opportunities for participation,
creativity, and direct impact on social change. The collective becomes a per-
sonal factor and strengthens the individual; the individual can in turn strengthen
and improve the fate of the collective. Further empirical work and application
may support and clarify the case we are making here; meanwhile, the existing
literature we have reviewed suggests that an SIT-informed conceptualization
of the self and personal factors can open the door to a satisfying life for people
with all kinds of disabilities, free of stigma and rich with belonging.
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NOTES

1. Impairments are defined as problems in body function or alterations in body
structure (e.g., blindness or paralysis; WHO 2011). While sometimes used inter-
changeably in the literature, according to the ICF, disability is an umbrella term that
includes bodily impairments, activity limitations, and participation restrictions.

2. Indiscussing these limitations, it is important to note that our review does include
LS research that accounts for the role of social support and other contextual factors
ranging from employment status to neighborhood/living situation (e.g., see Diener et
al., 2013 for national correlates of LS). But even here, the person is understood as an
atomized individual impinged upon by events and situations in their social space.
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