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ABSTRACT
FAHAD SAFAH KAYED MANEE
A COMPARISON OF THE ADAPTATION AND QUALITY OF LIFE OF INDIVIDUALS
WITH SPINAL CORD INJURIES FROM KUWAIT AND THE UNITED STATES: A
CROSS CULTURAL PERSPECTIVE
DECEMBER 2008
According to the National Spinal Cord Injury Statistical Center (NSCISC, 2006),
SCl is a nationwide issue and its annual incidence worldwide has been reported to be
between 11.5 and 57.8 cases per million population. In the United States, the estimated
incidence rate of new SCI cases is quite large at approximately 11,000 per year (NSCISC,
2006). Such a traumatic injury can result in significant and permanent life changes for the
injured individual including his/her physical, psychological, and social aspects. Due to
the devastating consequences of SCI, QOL becomes the outcome of greatest concern
among health care professionals. In turn, quality of life (QOL) is considered one of the
major outcomes in occupational therapy and spinal cord injury (SCI) survivors are one of
the most common groups that occupational therapists treat. The purpose of this line of
research was to investigate the role of adaptation in QOL research among SCI survivors.
This linc of research also compared the factors that influence the QOL of SCI survivors
cross-culturally.
The first study was a quantitative study aimed at comparing the HRQOL of adult

Kuwaitis with that of normativc data for the American general population as well as with

vi



the HRQOL of Americans with SCI. The second and third studies employed mixed
methods designs. This dissertation concluded that recovery from a SCI depends on the
dynamic relationship between person, environment, occupation, adaptation, and QOL.
These three studies were prepared and submitted to peer reviewed journals.

One outcome of this dissertation was to contribute to the knowledge base of
occupational therapy about the recovery experience of SCI survivors. It seems most
important for therapists to understand the adaptation process of SCI survivors and the
factors that influence their QOL cross-culturally. This dissertation also investigated
actors that influence the QOL of SCI survivors’ living in Kuwait and the U.S. Results
from these three studies could be utilized in occupational therapy education, practice, and

research. Recommendations are offered to further explore the findings of this study.
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CHAPTER
INTRODUCTION

Quality of life (QOL) is considered one of the outcome measures in occupational
therapy (AOTA, 2002) and has long been of central focus to occupational therapists
(Wilcock, 1993; Yerxa, 1994). The importance of QOL was emphasized by Yerxa et al.
(1990), who stated that “medicine is concerned with preserving life; occupational therapy
is concerned with the quality of life preserved” (p. 8). Many occupational therapists agree
that QOL is multidimensional, dynamic, and intimately related to occupation (Radomski,
1995). Several authors describe the central objective of occupational therapy as
promoting health and QOL through enabling occupation (Fisher, 1998; Polatajko, 1994,
Yerxa, 1994; Youngstrom et al., 2000). It is because of this connection to health through
occupation that many occupational therapists strongly advocate for the use of QOL in
both practice and research (Laliberte-Rudman et al., 2000; Liddle and McKenna, 2000;
Radomski, 1995).

The term QOL first appeared in research literature in the 1930’s and remains
prominent in recent literature of other disciplines. Quality of life has been studied
extensively by researchers from different disciplines including rehabilitation, social
services, medicine, education, and psychology, however, the body of knowledge in

occupational therapy on this topic is still limited.



When working with persons with chronic disabilities such as spinal cord injury
(SCI), a person’s QOL is considered the ultimate goal for most occupational therapists.
Occupational therapy literature on QOL for people with chronic conditions identifies a
significant relationship between QOL and that of meaningful occupation and
participation (Dooley and Hinojosa, 2004; Duncan-Myers & Huebner, 2000; Huebner et
al., 2003; Laliberte-Rudman et al., 2000). Such evidence supports the premise that
mastery and occupational performance are associated with improved well-being
(Youngstrom et al., 2000). Occupational therapy research also demonstrates a positive
relationship between meaningful roles, interests, values, goal-directed action, personal
control and life satisfaction and well-being (Duncan-Myers & Huebner, 2000; Hammell,
2007, Smith, Kielhofner, & Watts, 1986). These findings solidify the connection between
occupation and health and well-being.

A person’s QOL is considered to be complex and multifaceted. In addition to
occupation, there are various factors that influence a person’s QOL. International studies
show that a participant’s culture may influence a person’s QOL (Dijkers et al., 2002;
Kreuter et al., 2005; Ide and Fugl-Meyer, 2001, McColl et al., 2002). These studies have
shown that satisfaction with life, and therefore QOL varies among groups and among
nations due to various factors such as technology, culture, environment, and the health
care system. Researchers in occupational therapy need to further investigate and
understand the extent to which occupational performance, environment, and adaptation

influence a person’s perceptions of his/her QOL. It is important to note that adaptation



can play an essential role in facilitating a person’s engagement in functional activities and
therefore influencing that person’s health, well-being, and QOL.

Occupational therapy as a discipline must consider the significant role of
adaptation in QOL. Researchers need to carefully investigate and understand how
integration of adaptive responses plays a key role in the dynamic relationship between
occupational performance and QOL. One way to do this is by conducting occupational
therapy cross-cultural QOL studies comparing occupational challenges, adaptive
responses, and QOL among people with SCI. Such studies can assist in explaining the
differences in a particular group’s QOL and could also be of great benefit in making
suggestions for improvement in occupational therapy services nationally and
internationally. Currently, there is no study that assesses and compares the QOL of
persons with SCI living in an Arabic country to that of persons living in a more
developed country. Thus, the scope of this line of research compares the QOL of people
with SCI in Kuwait with that of those in the United States.

Statement of the Problem

Quality of life is one of the outcomes of occupational therapy identified in the
Occupational Therapy Practice Framework (OTPF) (AOTA, 2002, p. 628). The term
QOL continues to emerge as a central construct in outcomes research in the practice of
occupational therapy (Fisher, 1998; AOTA, 2002; CAOT, 1994; Polatajko, 1994;
Wilcock, 1993; Yerxa, 1994; Youngstrom et., 2000). While it has been studied
extensively by researchers from other disciplines, the occupational therapy (OT) body of

knowledge on this topic remains limited. Research shows that the domains of
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occupational therapy such as adaptation, occupation, and environment are principal
constructs in the QOL knowledge base (Dijkers, 1998; Dooley and Hinojosa, 2004;
Duncan-Myers & Huebner, 2000; Fuhrer, 1996; Hammell, 2007; Huebner et al., 2003;
Laliberte-Rudman et al., 2000). The outcome of QOL also remains consistent with the
International Classification of Functioning, Disability and Health (ICF) (WHO, 2001).
With specific reference to clients with chronic physical conditions such as SCI, the role
of the occupational therapist is to promote the QOL for such clients. Although
occupational therapists have significantly contributed to QOL research, more studies are
necessary to fully expand the concept for other populations.
Statement of the Purpose

While QOL is considered the ultimate goal for most occupational therapists
working with persons with disabilities (Graff et al., 2006, Robyn & Linsey, 2007; Todd,
2007), the concept of QOL remains very complex and multifaceted. This proposed
dissertation was comprised of two major goals. The first goal was to investigate the role
of adaptation in QOL research. To do so, the Occupational Adaptation (OA) model was
used as a template for interpretation of the three studies’ findings (Schkade & Schultz,
2003; Johnson & Schkade, 2001; Schkade & McClung, 2001; Schkade & Schultz, 1992;
Schultz & Schkade, 1992). This research carefully investigated ways in which the
integration of adaptive responses plays a key role in the dynamic relationship between
occupational performance and QOL. The second goal was to conduct cross-cultural QOL

studics to compare occupational challenges, adaptive responses, and QOL among people



with SCI. To date, no study has assessed and compared the QOL of persons with SCI
living in an Arabic country to that of persons living in a developed country.
Specific Aims

The dual purpose of this dissertation was accomplished in three separate, but related
studies. These studies addressed the adaptation and QOL of individuals with SCI in
Kuwait and the United States through a cross-cultural perspective. The first study, “Cross
cultural perspectives of quality of life between Kuwaitis and Americans with spinal cord
injuries,” was a quantitative study aimed at comparing and investigating the differences
of the QOL between adult Kuwaitis and Americans with SCI. The study explored the
following research questions:

1. How do Kuwaitis with SCI perceive their health related QOL?

2. What are the similarities and differences of perceived health related QOL of the
Physical Component Summary (PCS) and Mental Component Summary (MCS)
as identified in the SF-36 between adult Kuwaitis and Americans with SCI?

3. What are the implications for occupational therapy practice based on identified
cultural differences?

The second study, “Perspectives of Kuwaitis living with spinal cord injuries: A
mixed-method study,” employed a mixed methods design and included both quantitative
and qualitative methods. The study examined these research questions:

1. How do Kuwaitis with SCI perceive their roles before and after the injury?

2. How do persons with SCI from Kuwait adapt to their injury?



3. How does the occupational environment in Kuwait impact adaptation following
SCI?
4. What are the perceptions of the future for Kuwaitis with SCI?
The third study, “Perspectives of Americans living with spinal cord injuries: A mixed-
method study,” used a mixed methods design and asked the following questions:
1. How do Americans with SCI perceive their roles before and after SCI?
2. How do persons with SCI from the United States adapt to their injury?
3. How does the occupational environment in the United States impact adaptation
following SCI?
4. What are the perceptions of the future for Americans with SCI?
Significance of the Line of Research
Findings from these studies would increase awareness among occupational
therapists about the factors related to successful QOL following SCI. Moreover, the
theoretical understanding of a disability through the Occupational Adaptation (OA)
framework should allow clinicians and researchers to take account of the important roles
that environment, occupational performance, and adaptive response take in influencing a
person’s health, well-being, and ultimately QOL. With a clearer picture about the
person’s environment, occupational therapists can develop more individualized therapies
and thus create successful QOL outcomes for persons with SCI. This broadens or opens-
up the actual definition of QOL to include the individual client’s perspective.
These findings might lead to future research regarding the delivery and

development of SCI rehabilitation services across other countries and cultures such as in
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Kuwait. Finally, these cross-cultural QOL studies should promote greater collaborative
effort and support between occupational therapists on a global level. Researchers could
make important comparisons across cultures to determine key differences in domains that
make up successful QOL. These types of comparisons are of great interest as they
promote actual client inclusion within their own plan of treatments and fulfill the goal of
occupational therapy. Hence, collaborative findings from these studies would contribute

to the improvement of occupational therapy services both nationally and internationally.



CHAPTER II
REVIEW OF THE LITERATURE

Several related topics are discussed in this literature review. First, operational
definitions of QOL from occupational therapy and non-occupational literature are
described. Quality of life is an outcome that has long been of interest to occupational
therapists. Second, QOL as an outcome measure is emphasized by several authors and
researchers who describe the central objective of occupational therapy as promoting
health and QOL (Fisher, 1998; Polatajko, 1994; Yerxa, 1994; Youngstrom et al., 2000).
Because occupational therapy literature on QOL strongly advocates its use in research
and practice, QOL research studies in occupational therapy literature are discussed.
Major advantages of using QOL as a goal or outcome measure exist, so advantages of
QOL measures for occupational therapy are addressed. Because the researcher’s interest
is particular to SCI, the QOL of SCI survivors is discussed here. Since adaptation is a
highly emphasized concept in occupational therapy literature, human adaptation is also
investigated. Lastly, an overview of the OA framework is provided, since it was used as a
template for understanding a client’s adaptive response to an occupational challenge

within his/her occupational environment.



Operational Definitions

The Occupational Therapy Practice Framework (OTPF): Domain and Process
(AOTA, 2002) defines outcomes as “important dimensions of health that are attributed to
interventions, including ability to function, health perceptions, and satisfaction with care”
(p.618). The OTPF lists seven categories of occupational therapy outcomes -- one of
them being quality of life (QOL) (AOTA, 2002). The OTPF defines QOL as “A person’s
dynamic appraisal of his or her life satisfactions (perceptions of progress toward one’s
goals), self-concept (the composite of beliefs and feelings about oneself), health and
functioning (including health status, self-care capabilities, and role competence), and
socioeconomics factors (e.g., vocation, education, income)” (AOTA, 2002, p. 633).
Accordingly, QOL consists of an individual’s overall perception of and satisfaction with
his/her life. It is this overall perception and satisfaction with life that ties into Zhan’s
(1992) operational definition of QOL.

Zhan’s operational definition of QOL includes four dimensions: life satisfaction, self-
concept, health and functioning, and socioeconomic factors. This definition of QOL
emphasizes “doing” (one of the premises of occupational therapy) as the foundation of
self-actualization (Fidler & Fidler, 1978). This definition, describes the influence of
purposeful activity (occupation) on QOL as the medium for motivation, satisfaction,
sense of mastery, and performance (Wu, Trombly, & Lin, 1994). Zhan’s model suggests
that proficiency in activities of daily living (ADL) is but one factor that contributes to
perception of a good life (Radomski, 1995). It also suggests that QOL is more than the

sum of these parts: life satisfaction, sclf-concept, health and functioning, and
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socioeconomic factors (both actual and perceived) are all interrelated (Radomski, 1995).
Because QOL captures the realities experienced by the individual, it tends to be a client-
centered approach. A client-centered approach can be defined as “an approach to
occupational therapy which embraces a philosophy of, respect for, and partnership with,
people receiving services” (Law, Baptiste, & Mills, 1995, p. 253). Since the term QOL
first appeared in research literature in the 1930s, it has been extensively researched,
reviewed, and discussed in the social sciences, psychology, economic, and medical fields
of literature. Ferrans and Powers (1992) defined QOL as “A person’s sense of well-being
that stems from satisfaction or dissatisfaction with the areas of life that are important to
him/her” (p. 29).

Quality Of Life As an Outcome Measure

QOL is considered one outcome of occupational therapy. Outcome measures are
essential in health care because of the move towards greater accountability and evidence
based practice. Outcome measures are designed to give an indication of the efficacy of a
treatment, by evaluating whether therapeutic goals have been met (Liddle and McKenna,
2000; Rogers & Holm, 1994).

Occupational therapy outcomes of QOL and occupational performance are also
consistent with the International Classification of Functioning, Disability and Health
(ICF) (WHO, 2001). Using the ICF terminology, makes it is easier to attain a more
comprehensive picture of a client’s outcome by including measures at all three levels of
the disablement model: impairment, activities, and participation (Laliberte-Rudman et al.,

2000; Liddle and McKenna, 2000). Similarly, occupational therapy scholars recommend
10



that occupational therapists classify their goals and outcomes of treatment more
specifically to the WHO’s model. Many occupational therapists suggest that QOL is an
outcome measure at the participation level. ‘Participation’ (previously handicap) is
associated with performance of life roles, such as that of worker, and often involves
interaction at a societal level (Liddle and McKenna, 2000; Rogers & Holm, 1994). Health
and well-being of the individual are seen as holistic (a core belief of the profession) and
can be maintained through active engagement in occupation. In the occupational therapy
profession, the construct of QOL has gained prominence because the experience of
participation in occupations is considered to be closely associated with QOL (Laliberte-
Rudman et al., 2000).
Measurement of Quality of Life

Both qualitative and quantitative methodologies have been used to explore the
construct of QOL. Both methods have strengths, and the purpose of the measurement
determine the more appropriate choice (Liddle and McKenna, 2000). Qualitative research
is important in exploring new areas, or in demonstrating complex realities. This approach
involves finding people who have experience in an area, and describing their experience
in detail (Liddle and McKenna, 2000). The techniques commonly used to obtain people’s
insights and perspectives are personal intcrviews and focus groups using discussions and
open ended questioning (Liddle and McKenna, 2000). Qualitative research is particularly
useful in cxplaining the theoretical conceptualization of QOL, a necessary and important
forerunner to the development of QOL measures and benchmarks (Lau, Chi, &

McKenna, 1998).
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In contrast, quantitative methodology typically yields numerical values that may
quantify outcomes, in order to determine efficacy of treatment methods and resource
allocation (Liddle and McKenna, 2000). Questionnaires and numerical outcomes are
typically used. Quantitative research in the area of QOL is based on the underlying
assumption that QOL has elements that are common to all people (Liddle and McKenna,
2000). This methodology has provided as a means of establishing a consensual picture of
the QOL of large numbers of people (Liddle and McKenna, 2000).

Quality Of Life and Occupational Therapy Literature

There are parallels between the constructs of QOL and the philosophy of occupational
therapy (Liddle and McKenna, 2000). Occupational therapy literature from different
fields emphasizes the value and importance of QOL to a person. Laliberte-Rudman et al.
(2000) conducted a QOL study in the mental health field with clients who had
schizophrenia. Their study aimed to explore the perspectives of clients with
schizophrenia regarding QOL and develop a QOL assessment that addresses factors
experienced as important by consumers. Results revealed seven major factors that had an
impact on QOL including activity, social interaction, time, disclosure, “being normal,”
finances, and management of illness. These factors relate to three overall themes:
managing time, connecting and belonging, and making choices and maintaining control.
The findings support beliefs regarding occupation that are central to occupational therapy
and the use of occupation as means and ends of therapy.

With specific reference to clients with chronic physical disabilities, Huebner et al.

(2003) described the following outcomes of occupational therapy: increase performance
12



of the activities of life; reintegration into the community and participation in life roles;
and QOL. In a study of outcomes after traumatic brain injuries, Huebner et al., (2003)
followed 25 adult participants, on average 21 months post-injury. Various areas including
community participation and QOL were studied. Results showed that participants were
often unemployed, depressed and withdrawn, and experienced limitation in community
integration. Half of these participants expressed dissatisfaction in life. They rated their
opportunities for learning and control of their life as well as their future below that of the
control group. Findings also indicated that less disability (fewer activity limitations) and
higher social integration were associated with various aspects of QOL (higher self-
esteem, spirituality, and recreation). Further, the study showed that QOL was highly
related to all aspects of community integration.

Occupational therapy theory is based on the premise that the provision of choice
and achievement of successful adaptation motivates performance and promotes an
internal locus of control (Kielhofner, 1992; Nelson & LaMore, 1992). The literature on
occupational therapy has demonstrated a positive relationship between measures of
interests, values, personal causation, and life satisfaction (Smith, Kielhofner, & Watts,
1986). In a study on the association between perceptions of personal control and QOL
among older persons, two self-rcport instruments were used (Duncan-Myers & Huebner,
2000). Both the Quality of Lifc Rating (QOLR) and the Duncan Choice Index (DCI)
were administered to 21 residents in a long-term care facility. The DCI was developed for
this study to measure the amount of choice available in 29 self-care and leisure activities.

The results showed a significant positive correlation (r=.54; P = .01) between the amount
13



of choice residents perceive they have and QOL. This study suggests that by engaging
people in meaningful roles and goal-directed actions, occupational therapy can empower
individuals to have control they desire in their everyday lives.

Dooley and Hinojosa (2004) also studied QOL for persons with Alzheimer’s
disease as well as that of their family caregivers. They examined the extent to which
adherence to occupational therapy recommendations would increase the QOL of persons
with Alzheimer’s disease living in the community and decrease the burden felt by family
members caring for them. Using a pre-posttest control group design, the Assessment of
Instrumental Function (AIF) was administered to two groups of persons with Alzheimer’s
disease in their own homes (n=40). Caregivers completed measures of feelings of burden
and QOL. Results revealed a significant main effect for caregiver burden and three
components of QOL (positive affect, activity frequency and self-care status). The
findings suggest that individualized occupational therapy intervention based on the
person-environment fit model appears to be effective for both caregivers and clients.

These findings in QOL shows that the construct of QOL can be explored using
both qualitative and quantitative methodologies. QOL can be studied by a subjective
evaluation of the life circumstances of an individual with respect to his/her values. The
literaturc also shows that QOL can be explained by an objective numerical measure.
Depending on the type of QOL asscssment tool (objective or subjective measure), various
factors of QOL can be identificd. Analysis of the QOL concept for adults with either
mental health problems or physical disabilities shows various factors (domains) related to

QOL. Studies, thereby, prove the importance of health status, physical and psychological
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factors (psychiatric symptoms), time, social relations, finances, living situation, leisure,
productivity, spiritual well-being, meaningful roles, and the accomplishment of
meaningful occupations to the understanding of QOL.

A frequently noted common weakness is the lack of existing QOL assessments to
guide the conceptual framework of QOL. The current literature indicates that there is no
agreement on how to best conceptualize or measure QOL. Another common limitation is
that the definition of QOL and its domains have largely been based on researchers’
perspectives, with little input from clients (Laliberte-Rudman et al., 2000). Little is
known about clients’ values and preferences regarding what domains or factors are
important for QOL and how these factors are experienced as affecting QOL. The ways in
which researchers and clinicians define QOL and the factors they perceive to be
important contributors may be different from clients’ perspectives (Clark et al., 1996).
Thus, some potential miss-matches between clinicians’ and clients’ views exist.

First, clinicians and clients may disagree on the importance of specific domains,
such as work or education, in terms of their contribution to QOL. Second, clinicians and
clients may have different reference systems in judging satisfaction and performance
within such domains (Laliberte-Rudman, et al., 2000). Although clients and clinicians
may provide similar ratings of satisfaction with respect to symptoms and function, there
might be little agreement in terms of social relations and occupational aspects of QOL
(Laliberte-Rudman et al., 2000).

Due to the potential discrepancies among the perspectives of researchers,

clinicians, and clients, exploring clients’ perspectives is increasingly being recognized as
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an important research venture, both as a way to further the understanding of issues
important to clients and as an initial step in the development of assessments (Clark et al.,
1996). There is an emerging consensus that clients’ values and preferences need to be
addressed in treatment planning and evaluation. This is to ensure that services are not
biased to the perspective of service providers and are optimally relevant to clients’ lives
(Laliberte-Rudman et al., 2000; Radomski, 1995; Youngstrom et al., 2000). Thus, the use
of existing QOL assessments that have not incorporated the perspective of clients may
mean that treatment and outcome evaluations become focused on factors that clients
neither experience nor define as key to their QOL (Laliberte-Rudman et al., 2000).
Unfortunately, such an approach contradicts the client-centered philosophy of the

profession of occupational therapy.
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Advantages of Quality Of Life Measures for Occupational Therapy

In occupational therapy, intervention goals are focused on improving the QOL of
the individual. Treatment techniques focus on enhancing the life of a client (Radomski,
1995). Because QOL relates to the actual performance and satisfaction of the client on a
participation (e.g., social role) level, it takes into account factors that the client deems to
be important (Radomski, 1995). Therefore, it facilitates an intensely person-centered
approach (Liddle & McKenna, 2000). Improving QOL as a goal of therapy may also give
recognition to areas of practice that are not as easily measured, such as the rapport
between the therapist and client (Robnett & Gliner, 1995).

Quality of life can also provide a measure of any potentially detrimental effects of
therapy. Intervention at an impairment or activity level may interfere with the
performance of life roles due to time in therapy and fatigue. As a result, measures at the
impairment or activity level may not show these effects, but a QOL measure at a
participation level may (Liddle & McKenna, 2000; Radomski, 1995). Quality of life
measures can also assist in determining resource allocation, comparing outcomes, and
evaluating the effects of disorders and treatments. These measures also facilitate the
discussion of outcomes with othcr allied health workers, as well as the client and his or
her family (Liddle & McKenna, 2000).

In addition, outcomes rescarch and management have influenced the practice of
occupational therapy in threc main ways: (a) they have fostered the development of and
reliance on functional status measures and health related quality of life (HRQOL)

cvaluations to determine trcatment cffectiveness; (b) they have forced the participation of
17



occupational therapy in cultivating outcomes research to remain viable and competitive
in the market place; and (c) their impact has dramatically altered the settings in which
occupational therapy is delivered (Ellenberg, 1996).

A trend in occupational therapy outcomes research is the use of HRQOL
evaluations as a component of rehabilitation outcomes (Ellenberg, 1996). The HRQOL
can be used for a specific diagnosis as well as for chronic conditions to report an
individual’s physical status, emotional wellbeing, social life, overall satisfaction, energy,
vitality etc. Various HRQOL instruments exist that are designed specifically for
outcomes research, including the Medical Outcome Study 36-item short form health
status questionnaire (SF-36) (Hays, Sherbourne, and Mazel, 1993) and Ferrans and
Powers Quality of Life Index (QLI) (Ferrans and Powers, 1985).

Correspondingly, Rogers, and Holm (1994) suggested a comprehensive agenda
for outcomes research in occupational therapy encompassing: (a) Directions for research
of efficacy in programs, (b) Outcomes as therapists relate to variability in practices, (c)
Development of practice-based research networks to investigate efficacy in targeted
populations, (d) Development of occupational therapy scientists in the research of
mcthods and designs appropriatc for studying effectiveness of practice, (e) Increased
participation of occupational therapy scientists on federal grant review panels, and (f)
Inclusion of essential occupational performance variables in national health databases.

Despite major advantages, the use of QOL as a goal or outcome measure in
occupational therapy has not been widely reported in the occupational therapy literature

(Liddie & McKenna, 2000; Mayers, 1995; Radomski, 1995). Lack of consensus of the
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literature may have limited its use in occupational therapy; and clinicians may lack the
time to access the broad range of literature on QOL (Eakin, 1997; Liddle & McKenna,
2000). Besides, QOL is a more subjective construct and occupational therapists tend to
focus more on objective outcomes.

A major reason for limited use of QOL measures in occupational therapy is that
the profession lacks a “gold standard” measurement instrument of QOL. Many of the
outcome measures traditionally used by occupational therapists have tended to focus on
performance components, such as range of motion and muscle strengths, or fragments of
a person’s broader life roles, such as certain activities of daily living. There has been less
concern with measuring more holistic or global outcomes, such as the return to desired
life roles or life satisfaction, which may more potently reflect the success of occupational
therapy intervention (Radomski, 1995; Robnett & Gliner, 1995; Liddle & McKenna,
2000). Thus, occupational therapists must advocate for the inclusion and value of
occupational therapy in all levels of outcomes research and management (Ellenberg,
1996). Consequently, many occupational therapists strongly advocate for the use of QOL
in practice and research (Laliberte-Rudman et al., 2000; Liddle & McKenna, 2000;
McKenna, 1993; Radomski, 1995; Robnett & Gliner, 1995). Occupational therapists need
to further understand and investigate how occupational performance significantly
influcnces a person’s perceptions of one’s life satisfaction, health, and well-being. To
enrich occupational therapy literature on QOL, this line of research focused upon the

QOL of people with chronic physical disabilities, specifically SCI.
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Quality of Life and Spinal Cord Injury

Spinal Cord Injury is considered a chronic condition. The estimated incidence rate of
SCI is approximately 11,000 new cases per year in the USA (National Spinal Cord Injury
Statistical Center, 2005). Spinal Cord Injury can affect people of all ages, but statistically,
primarily affects young adult males. Since 2000, the average age at injury is 37.6 years
and 79.6% of spinal cord injuries reported to the national database have occurred among
males (National Spinal Cord Injury Statistical Center, 2005). Impairment severity of SCI
is classified based on the American Spinal Injury Association (ASIA) classification
system (ASIA, 2002), that combines level and completeness of injury. An ASIA A
(Complete) is defined as a person with no motor or sensory function preserved in the
sacral segments S4-S5. An ASIA B (Incomplete) is defined as a person with sensory but
no motor function is preserved below the neurological level and includes the sacral
segments S4-S5. An ASIA C (Incomplete) is defined as a person with preserved motor
function below the neurological level, and more than half of key muscles below the
neurological level have a muscle grade of 3 or more. An ASIA D (Incomplete) is defined
as a person with preserved motor function below the neurological level, and at least half
of key muscles below the ncurological level have a muscle grade of 3 or more (ASIA,
2002). SCI is associated with considerable changes in medical health, physical ability,
functional status, psychological well being, and social role functioning.

The consequences of a SCI arc enormous upon the individual (DeVivo, 1997; Krause
& Crewe, 1991). A SCI is associated with considerable changes in medical health,

physical ability, functional status, psychological well being, and social role functioning.
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Current and existing knowledge shows that the QOL of persons with chronic disabilities
(such as SCI) is as essential to understanding their condition as health care outcomes.
There is a growing awareness that improvement in long-term QOL should be a primary
goal of rehabilitation (DeLateur, 1997; Parmenter, 1994; Rogers & Holm, 1994). The
research on SCI shows that QOL has multiple factors. Five broad domains of QOL have
been identified:

1. Medical health domain (Fuhrer et al., 1993, a; Johnson et al., 1998; Menter et al.,

1997; Turner et al., 2001)

2. Physical health domain (Dahlberg et al., 2005; Tooth et al., 2003; Saikkonen et

al., 2004)

3. Psychological domain (Dahlberg et al., 2005; Fuhrer et al., 1993, a; Saikkonen et

al., 2004; Tate et al., 1994)

4. Employment domain (Athanasou et al., 1996; Krause & Anson, 1996; Krause &

Broderick, 2005; Jang et al., 2005; Saikkonen et al., 2004)

5. Social well being (Dijkers, 1997; Dijkers, 1998; Dijkers et al.,2002; Fuhrer et al.,

1993, b)

Few SCI studies have shown that QOL is considered to be an outcome measure at
the participation level. Literature has shown that there is very little relationship between
the severity of SCI (i.e., level or completeness of injury) and life satisfaction or between
the degree of disability (such as a measure of Activities of Daily Livings [ADLs]) and
lifc satisfaction (Dijkers, 1997; Fuhrer, 1996, and Sjosten, et al., 1990). In Dijker’s meta-

analysis (1997) of the effect of SCI on QOL, no significant correlation between
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impairment measures (level of spinal cord) and feelings of well-being and life satisfaction
were found. In this same review, the average correlation between impairment level and
life satisfaction was .00. Correspondingly, the level or severity of SCI is not a moderating
variable between SCI and life satisfaction as one ages, meaning that further studies
should be conducted to find out perceptions of QOL among SCI survivors as they age.
Similarly, in Fuhrer’s meta-analysis (Fuhrer, 1996), the average correlation between
disability and QOL across all studies was low (.20). In Dijker’s review, it was .17. This
means that only 4% of the variation in QOL among people with SCI is due to their degree
of disability. At the same time, in a study by Pain et al., (1998), clients undergoing
physical rehabilitation and their family members were interviewed to identify their
perceptions of QOL. Participants clearly identified their QOL to be associated with their
level of perceived societal participation.

Other researchers have reported that psychological and social variables may help
explain why levels of impairment or disability do not correlate with measures of QOL
(Kemp & Ettelson, 2001). Researchers have proposed that coping strategies and social
activities may explain the possible relationship between perceptions of QOL and levels of
participation and engagement in life roles among people with SCI. They have found that
variables that are most highly correlated with QOL in samples of persons with disability
fall into two categories: those that are related to adequate coping with SCI and those that
arc related to social and community involvement (Kemp & Ettelson, 2001). Examples of

coping well with SCI include using social support, perceived self-control, and possessing

22



a positive personality. Examples of community involvement include: participation in
social activities, work, family life, and enjoyable activities (Kemp & Ettelson, 2001).
Since satisfaction is considered an important health outcome (Ware, Davis-Avery, and
Stewart, 1978) and the goal of most health care systems worldwide is to allow all persons
to have a better QOL (Haddad, Fournier, and Potvin, 1998), more research is needed to
compare the adaptation and QOL of persons with SCI across a variety of cultures.
Human Adaptation

Adaptation is an essential part of occupational therapy. According to Schultz &
Schkade (1997), “Adaptation is a change a person makes in his or her response approach
when that person encounters an occupational challenge” (p. 474). In everyday life, it is an
ongoing and developmental process involving multiple dimensions (King, 1978;
Montgomery, 1984; Schkade and Shultz, 1992; Schultz & Schkade, 1992). In considering
its internal and external demands, adaptation is also a lifelong, holistic, and universal
concept (Schkade and Schultz, 1992). Adaptation relates to the individual, the
environment, and his/her interaction through participation in occupation. Moreover,
adaptation can play an essential role in facilitating a person’s engagement in functional
activitics, thereby influencing a person’s health, life satisfaction, and QOL (Schultz &
Schkade, 1992). To better evaluate the significant relationship between QOL and
adaptation, it is necessary to know more about how human beings adapt to a changing
environment and how internal changes affect their capacity to act in the environment.
Occupational therapy researchers need to consider the significant impact of environment

on adaptation and in turn, the person’s QOL.
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Cultural Differences

Other scholars interested in QOL have conducted international studies to compare
life satisfaction among people with chronic conditions across different cultures (Dijkers
et al., 2002; Ide & Fugl-Meyer, 2001; Kreuter et al., 2005; McColl et al., 2002). In a
cross-sectional study, Kreuter et al. (2005) did a comparative survey study between two
groups of persons with SCI, an Australian group consisting of 89 individuals and a
Swedish group consisting of 71 individuals. The two groups were matched for sex, age,
time since injury and level of injury. The 36-item short-form health survey (SF-36) and
the SCI QOL-23-item questionnaire were used to cover essential generic and specific
domains of health and QOL. Results revealed that Australian and Swedish groups did not
differ concerning pain, general health and mental health. However, the Australian group
reported significantly more limitations in physical function and in role performance due
to physical problems. The Australian group also had significantly more limitations in
social functioning and interaction with others due to emotional problems compared to the
Swedish group.

Ide and Fugl-Meyer (2001) investigated cultural differences in life satisfaction
between East Asians and Northern European with long-term SCI. These researchers
conducted a cross-sectional study in Sweden and Japan using a unified questionnaire.
Results showed that Swedish individuals with SCI appeared to be more satisfied than
Japanese individuals with SCI in general health, economy, social activity, social service,
family life, and sexual life. Scveral life domains indicated significant differences in life

satisfaction between persons with and without a partner in the Japanese sample (i.e.,
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general health, leisure, family life, and sexual life). The Japanese respondents who had a
partner had higher satisfaction than those who did not have a partner with regard to their
general health, leisure, family life, and sexual life. However, no life domains indicated
significant differences between those with and without a partner in the Swedish group.

Other international researchers, Lau, Chi, and McKenna (1998), studied self-
perceived QOL of Chinese elderly in Hong Kong and found that participants’ culturally
related philosophical beliefs influenced their QOL. These researchers identified the
following domains and components as being important to QOL: physical and functional
well-being (good health, leisure), psychological well-being (life satisfaction, happiness),
and social well-being (social interaction, social network/support), and economic well-
being (money, housing).

Research shows that the domains of occupational therapy such as adaptation,
occupation, and environment are central constructs in the QOL knowledge base (Dijkers,
1998; Dooley and Hinojosa, 2004; Duncan-Myers & Huebner, 2000; Fuhrer, 1996;
Hammell, 2007; Huebner et al., 2003; Laliberte-Rudman et al., 2000). Although
occupational therapists have shown they can significantly contribute to QOL research
when working with people with chronic conditions, a need to justify or expand their role
still exists. One way to do that is by comparing the living experiences of persons with

SCI cross-culturally.
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Occupational Adaptation (OA) Model

Occupational Adaptation (OA) is a frame of reference that discusses functional
performance in terms of three elements: the person, the environment, and the interaction
between them. According to OA, the person is viewed as possessing a combination of
physical, psychosocial, and cognitive capacities. The environment is comprised of
physical, social, and cultural factors. The interaction between the environment and the
person occurs through occupation. The individual’s performance of an occupation in
response to personal and environmental demands represents the interaction (Schkade &
Schultz, 1992; Schultz & Schkade, 1992).

The critical goal of occupational therapy, using the OA frame work, is to facilitate
adaptation. According to OA, adaptation is defined as an internal process that requires the
individual to generate, evaluate, and integrate responses to occupational challenges
presented by the environment (Schkade & Schultz, 1992). The generation, evaluation,
and integration of responses are referred to as sub-processes of the adaptation process.
The adaptive response generation sub-process requires the individual to assess the type of
energy needed, the strategy to use, and the method of employing the plan. Adaptive
encrgy in OA is either primary or secondary. Primary energy is highly structured and
focused attention. On the other hand, secondary energy is less structured and more
crcative. Adaptive responses arc termed modes within OA. In essence the individual
chooses between the whole groups of existing strategies, combinations of parts from
multiple strategies, or totally new approaches to an environmental challenge. The

mcthods for employing the responses are said to be primitive, transitional, or mature.
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Primitive behaviors are those with no variation from previous plans. Transitional
behaviors are random plans that denote more a trial and error approach. Mature behaviors
mix the primitive and transitional approaches. According to Schkade & Schultz (1992),
mature behaviors can produce an adaptive response to a challenge. Following the
execution of the adaptive response the individual evaluates the result by examining the
efficiency, effectiveness, and satisfaction with their actions. Finally, the person
incorporates the adaptive response in the integration sub-process. During integration, the
person adds the experience to their adaptive repertoire for future occupational challenges.
While the individual is evaluating and interpreting the results, the environment is also
examining the implication on a broader scale. According to Schkade & Schultz (1992),
during the adaptation process the environment represents an occupational challenge,
which is couched with a role expectation. Consideration of the environment as an
interactive process is taking prominence in occupational therapy (Dunn, Brown, &
McGuigan, 1994).

Consequently, the OA framework was chosen as the theoretical support for my
line of research for two main rcasons. First, the framework combines two important
concepts: occupation and adaptation. When one’s occupational performance suffers due
to a major life crisis such as a SCI, a person’s adaptational process can better be
understood by applying the OA framework (Schkade & Schultz, 1992; Schultz &
Schkade, 1997). Second, the OA framework is concerned with the interaction between
the person and environment in which the research has shown that the environment

influences an individual’s occupational performance following SCI (Sjosten et al., 1990).
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Finally, by understanding the occupational adaptation process, the occupational therapist
can provide his/her client the desired therapeutic intervention to meet the person’s
occupational challenge due to an injury, facilitate an adaptive response, and promote

functioning.
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CHAPTER III
CROSS CULTURAL PERSPECTIVES OF QUALITY OF LIFE BETWEEN
KUWAITIS AND AMERICANS WITH SPINAL CORD INJURIES
Introduction
A spinal cord injury (SCI) is an unexpected injury that can happen to almost
anyone regardless of social class, gender, or race. The annual incidence of SCI worldwide
has been reported to be between 11.5 and 57.8 cases per million population (Ackery et
al., 2004). In the United States, it was estimated that the incidence rate of SCI is
approximately 11,000 new cases per year (National Spinal Cord Injury Statistical Center
-NSCISC, 2006). Some SCI survivors have been fortunate enough to receive
rehabilitation services in order to adapt to their injury (Ditunno, et al. 2005). Spinal cord
dysfunction can occur due to trauma or disease to the vertebral column or the spinal cord
itself (Trombly, 1995). In 2000, the most common cause of SCI was motor vehicle
crashes, accounting for 44 % of reported cases (NSCISC, 2006). The second most
commonly reported cause of SCI are acts of violence (24%) followed by falls (22%).
Although SCI can affect persons of all ages, it statistically affects young adult males the
most. In 2006, 79.6% of SCI cascs reported to the national database of NSCISC occurred
among males with the average age at injury being 37.6 years of age (NSCISC).
After SCI, there are numerous secondary complications that can disrupt a person’s

lifc and a great deal of responsibility lies with them to prevent these complications.
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Secondary complications may include pressure ulcers, shoulder pain, and bowel
dysfunction (Ballinger, Rintala, & Hart, 2000; Garber et al., 1996, Garber & Rintala,
2003; Kannisto & Rintala, 1995). Other complications include respiratory distress or
arrest, urinary tract infections, and problems with blood pressure (Zejdlik, 1992). In
addition, pain, spasticity, and overuse syndrome are also common among persons with
SCI (Rintala, Hart, & Priebe, 2004; Rintala et al., 2005; Paker et al., 2006; Young et al.,
1995). The consequences of SCI are complex due to the incidence or development of
secondary conditions. Thus, long-term, treatment and rehabilitation of persons with a SCI
must be adequate and satisfactory to the individual. It is important to understand that
these factors not only affect the physical aspect but also contribute to the individual’s
Quality of life (QOL). QOL is perhaps the outcome of greatest concern among health
care professionals.
Statement of the Problem

The overall goals of many SCI care centers and rehabilitation settings include not
only the prevention of death and disability, but also the facilitation of functional recovery
and personal independence, the promotion of community reintegration, and good QOL
over time (Clayton & Chubon, 1994). Interest in QOL as an outcome following SCI has
incrcased in recent years among the rehabilitation fields. Clinicians, researchers, and
policy makers have attempted to identify and understand the source factors determining a
person’s QOL. This can be very complex. Quality of life for SCI survivors cannot be
determined unless health care professionals and researchers understand the complex

interaction between inter- and intra-personal factors as well as environmental variables.
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Research on SCI has demonstrated that a number of factors cause significant
changes in the health experience of persons with SCI. Environmental factors, such as
societal, community and cultural issues, have the potential to ease or to complicate the
experiences for persons with SCI. Specifically, many researchers have been interested in
studying and assessing health-related quality of life (HRQOL) in terms of the differences
and disparities among persons from different ethnic, racial, and cultural backgrounds
(Fabian, 1990; Fuhrer, Rintala, and Hart, 1993; Fuhrer, et al., 1993; Whiteneck, 1994)
Purpose of the Study

The purpose of this study was to compare the HRQOL of adult Kuwaitis with
HRQOL normative data for the American general population and with the HRQOL of
Americans with SCI. This study explores the following research questions:

1. How do Kuwaitis with SCI perceive their HRQOL compared with American
general population norms?
2. What are the similarities and differences of perceived HRQOL between adult

Kuwaitis and Americans with SCI?

3. What are the implications of the findings for occupational therapy practice?
Literature Review
Quuality of Life
In the last decade, interest in QOL has increased in importance within the
rehabilitation field and has been studied by researchers from various scientific disciplines
(Fabian, 1990; Fuhrer, Rintala, and Hart, 1993, a; Fuhrer et al., 1993, b; Whiteneck,

1994). A growing awareness exists that improvement in long-term QOL is a primary goal
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of rehabilitation. In addition, there is a need to identify those QOL factors that can impact
rehabilitation interventions in order for improvement in recovery to occur (Boswell et al.,
1998).

In the SCI research literature, the terms HRQOL and QOL are often used
interchangeably. Quality of life represents the widest range of human experience,
composed of all the things individuals value (Patrick & Erickson, 1998). The World
Health Organization (WHO; Szabo, 1996) defines QOL as “Individuals’ perception of
their position in life in the context of the culture and value systems in which they live,
and in relation to their goals, expectations, standards and concerns” (p.355). In short,
QOL not only reflects an individual’s overall perception of and satisfaction with how
things are in his/her life, but also permits him/her to select those areas of greatest
importance (Hornquist, 1982; Sjosteen et al., 1990).

To date, experts still cannot agree on a single definition for QOL, but there seems
to be an emerging agreement that HRQOL takes into account an individual’s perception
of his/her physical, mental (emotional and cognitive), social and role functioning as well
as his/her perception of health and well being (Berzon, Hays, and Shumaker, 1993;
Fitzpatrick et al., 1992). Kannisto et al. (1998) defined HRQOL as “The level of well-
being and satisfaction associated with an individual’s life and how this is affected by
discase, accidents and treatments™ (p.193). Patrick and Erickson (1998) defined HRQOL
as “the value assigned to the duration of life as modified by impairment, functional status,
perception and opportunity influenced by disease, injury, treatment and policy” (p.6). In

addition, disease specific HRQOL measures incorporate specific symptoms and
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dysfunctions relevant to the disorder. For example, pain and sexual function might be
included in measures for use with persons who have SCI (Dahlberg, Alaranta, and
Sintonen, 2005). There is emerging research that indicates that QOL for persons with SCI
is significantly lower than that of both non-disabled controls and the overall population
(Bach & Tilton, 1994; Clayton & Chubon, 1994, Decker & Schulz, 1985; Krause &
Crewe, 1991, Rintala et al., 1992; Sjosteen et al., 1990). Current knowledge shows that
the QOL of persons with chronic disabilities can affect the progress of the condition as
well as health care outcomes. Health care professionals such as occupational therapists
can play a major role in improving the QOL of persons with SCI.
Occupational Therapy, SCI, and QOL

QOL is an outcome that has long been a concern to occupational therapists. The
link between occupation and QOL is one of the basic beliefs guiding the practice of
occupational therapy (Wilcock, 1993; Yerxa, 1994). Many scholars describe the central
objective of occupational therapy as promoting health and QOL through enabling
occupation (Polatajko, 1994; Yerxa, 1994). Its importance was emphasized by Yerxa et
al. (1990), who stated that “medicine is concerned with preserving life; occupational
therapy is concerned with the QOL preserved” (p. 8). The role of occupational therapy is
to nccessitate conditions for improved QOL. Appropriate occupational therapy
intervention can help persons with SCI to have happy and productive lives (American
Occupational Therapy Association [AOTA], 2001). The philosophy guiding occupational

therapy, as characterized by Rogers (1982), is one of independence, that is, to promote
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skills and habits that reduce the experience of incapacity, enhance the ability to meet
increasing challenges in function, and thus increase the chances for autonomy.

The occupational therapist acts as a resource for his/her clients, educating and
encouraging them to be as adaptive and as functionally independent as possible given the
constraints of existing environmental factors. Through the utilization of purposeful and
meaningful occupational roles, occupational therapy can prevent dysfunction and elicit
maximum independence for a person with a SCI. “The unique contribution of
occupational therapy is that the practitioner creates the opportunity for individuals to gain
the skills and confidence to accomplish activities and tasks that are meaningful and
productive, and in doing so, increases their occupational performance, thus their
function” (AOTA, 1995, pp. 1019-1020). Hence, occupational therapy intervention for a
person with SCI must be purposeful and meaningful to the individual. Again, this is
based on the belief that “purposeful activity (occupation), including its personal and
environmental components, may be used to prevent and mediate dysfunction and to elicit
maximum adaptation” (AOTA, 1979, p. 785).

The role of occupational therapy is to offer people with SCI the necessary means
for long-term QOL. Our profession can play a huge role in the life of SCI survivors.
Rescarchers have shown that factors such as age, gender, ethnicity, culture, and religion
can significantly influence thc QOL of survivors with SCI (Hjelm et al., 2005). Thus,
occupational therapists who work with SCI survivors must recognize the influence of
various ethnicities, backgrounds and cultures on the individual’s QOL in facilitating their

adaptation.
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Ethnicity and Cultural Health Differences

Further investigation of QOL cross culturally seems needed. Life domains that
may influence QOL include general health, economy, social activity, social service,
family life, sexual life, and culture/spiritual life (Hjelm et al., 2005). These domains may
differ substantially across different national groups. Consequently, it is necessary to
consider and explore the cultural and ethnic differences that tend to play a major role in
determining the QOL among SCI survivors.

McColl et al. (2002) identified international differences in outcomes for persons
with SCI involving three populations - American, British and Canadian. Results revealed
that there are clear international differences among the three samples. American
participants had a better psychological profile and fewer health and disability-related
problems. British participants reported less joint pain and were less likely to perceive that
they were aging more quickly than those without SCI. Canadians had more health and
disability complications.

To assess the degree to which environmental barriers impact social participation
in two countries, Dijkers et al. (2002) did a comparative analysis between individuals
with SCI living in the USA and Turkey. They found significant differences in terms of
barricrs that interfere with day-to-day life activities. The U.S. subjects described more
active lives and reported fewer environmental barriers than the Turkish subjects. In
Turkey, individuals with SCI experienced more environmental barriers regarding
government and business policics, work and school, and services and assistance outside

the home.
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Quality of life varies among groups and among nations. It depends on various
factors (e.g., technology, culture, environment, and health care system). Since client
satisfaction is considered an important health outcome (Ware, Davis-Avery, & Stewart,
1978), more research is necessary to compare the QOL of persons with SCI across a
variety of cultures. Currently, there is no study that assesses and compares QOL between
an Arabic country and that of a more developed country. Due to growing numbers of SCI
survivors in Arabic countries and the need to preserve their long-term QOL, it seems
necessary to study and compare the QOL between survivors of SCI in the USA and
Kuwait. Such a study could provide useful information specifically for the Kuwaiti
population as well as increase our understanding of the role that different physical,
cultural, and social environments play in the lifestyle of SCI survivors.

Comparison Between Kuwait and USA

It’s important to look at the background and history of Kuwait when determining
what factors to use for comparison. Although Kuwait is quickly becoming a westernized
country, it is still traditional in many ways by retaining old values and practicing old
customs. The Kuwait constitution states that health care is the right of every individual
and that the government is responsible for providing health care facilities for prevention
and treatment, health promotion, and rehabilitation (Aywaa Group Corporation Kuwait,
2008). Table 1 provides a comparison between Kuwait and USA in term of health care
systems, governmental, cultural, and environmental supports and barriers for persons

with disabilities. Comparison was adapted from Dijkers et al. (2002).
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Kuwait has a total population of approximately three million persons which
includes approximately two million non-nationals (Ministry of Information, Kuwait,
2008). Kuwait is a small but rich country. It has a relatively open economy with 10% of
the world’s proven crude oil reserves. The official language of Kuwait is Arabic,
although English is generally understood throughout the country. About 85% of Kuwait’s
population is Muslim; however, there are much smaller Christian and Hindu populations
as well.

Methods
Study Design
This study was quantitative in design. The HRQOL of adult Kuwaitis with SCI living
in the community as measured by the SF-36 were compared to American general
population norms and the results from American survivors with SCI reported in the
Forchheimer et al. study (2004) using the means and standard deviation scores.
Participants

Study participants included 30 Kuwaiti SCI survivors. The participants were
recruited from the Kuwaiti Disabled Club in Kuwait. In order to allow for comparison
with the study by Forchheimer ct al. (2004), the researcher recruited only participants
living in the community. The sample of participants was intended to be as heterogeneous
as possible (i.e., various SCI levels of severity, various ages, both genders, and various
lengths of time since injury). Since the study by Forchheimer et al. (2004) included 80%
male participants and 20% female, this study attempted to use similar ratios of 80% male

participants (n=24) and 20% female (n=6).
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The inclusion criteria consisted of (a) participants have had a SCI; (b) participants who
are at least 18 years of age; (c) Participants who are 1-20 years post injury; (d)
participants with impairment level of grades A, B, or C on the ASIA scale; (e)
participants who reside in the community; and (f) participants who have not been
hospitalized within the last 4 weeks. The exclusion criteria consisted of (a) clients on
ventilators, (b) clients with an impairment level of Grade D on the ASIA scale, (c) clients
living in a nursing home, and (e) any significant neurological disorder other than SCI.
Data Collection Procedures

After obtaining approval from both the Texas Woman’s University Institutional
Review Board (IRB) and the Kuwaiti Disabled Sports Club in Kuwait to interview
Kuwaiti individuals with SCI, 30 community living Kuwaiti adult participants with SCI
were recruited. The participants signed a consent form indicating their willingness to
participate in the study.

The primary researcher received permission to interview community living
individuals from this club. A gatekeeper at the Club (a physician) assisted with the
recruitment process. He identificd Kuwaiti community living participants with SCI who
met the inclusion and exclusion criteria. The primary researcher then informed these
identified Kuwaiti participants of the study (about 35 individuals) by giving them a brief
presentation at the club. Persons interested in participating in this study provided his/her
name and phone number to the primary researcher. Then, the potential participant was
contacted by the primary researcher to set a date and time to conduct the interview at a

location selected by the participant.
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Research Instrument

To measure HRQOL, the standardized generic Arabic version of the Short-Form
36-item health status questionnaire was used (SF-36) (Hays, Sherbourne, and Mazel,
1993). The SF-36 has been shown to have good psychometric properties (Freeman et al.,
2000; Jacoby, Baker, & Steen, 1999) and has been translated into many languages
including Arabic. It has been validated in Saudi Arabia and has been available for
research in the Arab language since 1997 (Coons et al., 1998; Mrabet et al., 2004).

The SF-36 includes eight health domains representing multiple operational
definitions of health, including function and dysfunction, distress and well being, and
favorable and unfavorable self-ratings of one’s general health status (Ware &
Sherbourne, 1992). The physical functioning scale (PF; 10 items) measures the ability to
perform basic activities of daily living and also more demanding activities such as
pushing a vacuum cleaner and participating in sports. Role physical (RP; four items)
reflects the extent that physical health has a limiting effect on work or other activities.
Bodily pain (BP; two items) concerns the amount of pain felt and whether it interferes
with normal activities. General health (GH; five items) measures perceived general health
status. Vitality (VT; four items) includes items on energy, tiredness, etc. Social
functioning (SF; two items) concerns how social activities are affected by physical health
or emotional problems. Role cmotional (RE; three items) reflects the extent that work or
other activities are limited by emotional problems. Mental health (MH; five items)
measures emotional well being. All scale scores range from 0 to 100 after weighting and

linear transformation according to an algorithm, where high scores represent optimal
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physical functioning and psychological well being. The eight domains are collapsed to
create two global components, a physical component (PCS) and a mental component
score (MCS). Four of the subscales (PF, RP, BP, and GH) combine to yield a physical
component summary (PCS) and the other four subscales (MH, RE, SF, and VT) combine
to yield a mental component summary (MCS). The eight subscales and the two
component scales are standardized to a mean score of 50 and standard deviation (SD) of
10 (Ware & Sherbourne, 1992).

Normative data of the general U.S. population was taken from Ware et al. (2000).
The total sample size was 2,474 (males - 1,052, females - 1,422). The U.S. general
population sample included adult individuals from various age groups (18-75 and over).
Linear transformations were performed to transform scores to a mean of 50 and standard
deviations of 10, in the general U.S. population. It makes it possible to meaningfully
compare scores for the eight-scale profile and the physical and mental summary measures
(Kosinski et al., 2000).

Forchheimer et al. (2004) conducted a study to explore the applicability of the SF-
36 for assessing HRQOL among persons with SCI. A sample of community living
individuals (n = 215) who had experienced new traumatic SCI were included in the study.
Correlations between the SF-36’s physical and mental component scores were appraised.
Their results revealed that the two components measured separate and distinct constructs.
Data Analysis

The descriptive statistics including means and SDs of the demographic data as

well as the SF-36’s eight subscales and two component summaries (PCS & MCS) were
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calculated using SPSS 15.0. In order to allow for ready comparisons across scales, data
were transformed such that means equal 50 and standard deviations equal 10. Statistical
significance was based on an alpha level of 0.005 (0.05/10) due to the analysis of 10
dependent variables. Using t-tests, the Kuwaiti participants’ scores on the eight subscales
and the two summary scores of the SF-36 were compared to the data reported by Ware et
al. (1992) for the American normative sample and to the data for Americans with SCI as
reported by Forchheimer et al. (2004). Additionally, the demographic data of the Kuwaiti
participants with SCI were compared to those of the American sample with SCI.
Results

Characteristics of the Sample

The demographic variables for the 30 Kuwaiti participants with SCI consisted of
gender, age at injury, age at interview, ASIA scale, marital status, educational level,
employment status at the time of the injury, employment status at the time of the
interview, and living situation. The age of the Kuwaiti subjects at the time of the
interview ranged from 21 to 52 years. Their ages at the time of the injury ranged from 18
to 50 years. As planned, there were more male subjects (n = 24, 80%) than female
subjects (n = 6, 20%). A comparison was done between the demographics of the
Amcrican and Kuwaiti samples. Results revealed that there were significant differences
between the two SCI samples in term of age at interview, age at injury, ASIA

neurological classification, and pre-injury employment (See Table 2)

41



Comparison with the American Normative Data

The Kuwaitis with SCI scored significantly lower than the American normative
group on all subscales. The scores of the eight SF-36 scales and the PCS and the MCS
measures were significantly lower (p < 0.001) with regard to the normative value of a
mean of 50 and a standard deviation of 10 (See Table 3)

Comparison with the Adult Americans with SCI

When comparing the scores of the Kuwaiti participants with the adult Americans
with SCI as cited in Forchheimer et al. study (2004), the scores of the Kuwaitis were
significantly lower on three of the subscales (i.e., social functioning, role emotional, and
mental health) and the MCS of the SF-36 (See Table 4)

Discussion

This study shows that adult Kuwaitis with SCI had a significantly lower HRQOL
compared with that of American general population norms on all eight subscales and the
two composite summaries of the SF-36. Furthermore, the Kuwaiti sample had lower
HRQOL than a sample of American’s with SCI on three mental and emotional subscales
and the MCS.

The first research question in this study addressed how Kuwaitis with SCI
perceived their HRQOL. This study showed that the Kuwaiti participants with SCI had
poor QOL in their functional activities as well as in their psychological well-being
compared with the American normative sample.

The second research question investigated the similarities and differences of

perceived HRQOL between adult Kuwaitis with SCI and Americans with SCI. This study
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showed that the Kuwaiti participants scored significantly lower than the American
participants in regard to mental health and psychological well-being.

A demographic comparison showed significant differences between the two SCI
samples in term of age at interview, age at injury, and ASIA neurological classification.
Kuwaiti participants were younger at injury as well as time of interview. The mean age of
the Kuwaitis at injury was 24 years and the mean of their ages at time of the interview
was 33 years. In contrast, the mean age of the Americans at injury was 34 years and the
mean of their ages at time of interview was 38 years.

According to the ASIA scale, comparison analysis showed that Kuwaitis were
less impaired. The Kuwaiti sample had more participants with paraplegia (63.3%).
Kuwaiti participants with low tetraplegia were 23.3% and participants with high
tetraplegia were 13.3%. On the other hand, the American sample had equal distribution of
ASIA scales. For instance, participants with ASIA D were 24.8%, with paraplegia were
35.9%, with low tetraplegia were 26.7%, and with high tetra were 12.6%. Yet, the
Kuwaiti sample as well as the American sample with SCI had a low mean subscale score
in physical functioning (PF). Most of the 10 items found in the PF scale of the SF-36
esscntially dealt with the capacity for walking and climbing stairs. Even though the
majority of the SCI survivors compensate adequately for this “physical functioning” by
the use of an adapted wheelchair, both groups scored the lowest on the PF scale.
Although there was no significant difference between the two samples on the PF scale,
the direction of the differences between the two groups was always the same such that

that Kuwaitis with SCI had lower scores than Americans with SCI.
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In addition, both Kuwaiti and American individuals with SCI reported low QOL
in the bodily pain (BP) and general health (GH) subscales of the SF-36. Medical
complications such as pain and other physical symptoms following SCI may account for
poor QOL scores in these subscales. Research shows that individuals with SCI
experience various medical complications post- injury such as urinary tract infections,
decubitus ulcers and pain (Johnson et al., 1998; Menter et al., 1997; Saikkonen et al.,
2004; Turner et al., 2001). Possibly due to these neurological issues, medical
complications, and limited functional activities in their everyday lives, Kuwaiti
participants rated the QOL of their general health (GH) as only fair.

With regard to mental health, scores of the Kuwaiti sample on the four scales that
mainly contribute to the mental health summary measure (VT, SF, RE, MH) were
significantly lower than that of the normative data. Additionally, three of those subscales
(MH, SF, and RE) were significantly lower than Americans with SCI as cited in
Forchheimer et al. study (2004). Studies have shown that fatigue is common among
people with SCI (Dahlberg et al., 2005; Saikkonen et al., 2004). Therefore, it is not
surprising that both Americans and Kuwaitis with SCI rated their QOL in the vitality
scale (VT) as poorer than the American normative sample. Kuwaitis also rated their QOL
in social functioning (SF) as poorer than those of both the normative sample and the
Amcricans with SCIL.

There are many possible reasons for the poor rating scores but given the scope of
this study, we can only speculatc on the causative factors. Foremost, the American

sample was older than the Kuwaiti sample at the time of injury. Perhaps, as a result, the
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Americans had more maturity which helped them to adapt to their SCI; in turn, the
Kuwaitis were did not possess sufficient maturity to deal with their injuries and adapt to
their SCI. Environmental accessibility could also be another factor for low scores.
Restricted physical environments in Kuwait might lead participants to be isolated and
unable to participate in activities outside the home. Diverse environments can either
facilitate or hinder opportunities toward a successful and productive life (Dunn et al.,
1994; McCuaig & Frank, 1991). The World Health Organization (WHO; 2001)
emphasizes the impact of the external environment on the individual. Another causative
factor could be the stigma from the Kuwaiti society toward people with disabilities. This
could lead to a lack of community integration and cause frequent interference with the
participants’ social activities.

This study also showed that Kuwaitis with SCI had greater emotional and
psychological problems (MH) than both the American normative and SCI samples. SCI
studies have shown that depression following SCI is common (Dahlberg et al., 2005;
Fuhrer et al., 1993; Saikkonen et al., 2004). Distress and anxiety are also common among
people following SCI (Hancock et al., 1993; Tate, Forchheimer, Maynard, & Dijkers,
1994). There are various possible reasons for Kuwaitis to have poorer mental health than
Amecricans with SCI. Again, social stigma from society can lead to isolation. SCI
survivors are more likely to losc their previous roles both at the personal and social level.
In terms of their role emotional (RE) state, the Kuwaitis also had a lower QOL score. One
possible reason for Kuwaitis with SCI to score lower on the role emotional scale than

Amcricans with SCI might be that they are not as active as they used to be before their
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injuries. They might feel that they are not being productive in regards to personal
activities, school, and/or work and have lost many of their social activities and contacts
with friends. These changes can have a huge effect upon the emotional state of the
individual.

The functional and emotional state of a person with a SCI depends on many
factors such as the quality of rehabilitation services and health care management,
environmental accessibility, social support, and options available in the environment in
which the individual functions. It is no surprise that the Kuwaiti individuals with SCI
were found to have relatively poor QOL in terms of their physical and emotional states.

Implications for Occupational Therapy Practice and Research

Quality Of Life is considered one of the main outcomes of occupational therapy
(AOTA, 2002, p. 628). Results of this study have implications for both occupational
therapy practitioners and researchers. Findings indicate that occupational therapy
practitioners in undeveloped countries like Kuwait need to broaden their views when
working with people with chronic disabilities. They must begin to recognize that every
human being has the potential for a high QOL, regardless of disability. Practitioners
should consider the complexity and multifaceted factors determining QOL. Instead of
focusing only at the impairment level, they need to take a more holistic approach with
their clients. Occupational therapy assessments and therapeutic interventions should
clearly emphasize the person’s well-being, life satisfaction, and QOL. Lastly,
occupational therapists working in undeveloped countries must further recognize the

essence of comprehensive occupational therapy services that impact the lives of people
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with SCI. Using a client-centered approach, occupational therapy practitioners can
closely work with their clients to attend to multidimensional domains of QOL such as
emotional health, social functioning, community integration, and psychological well-
being in addition to general health, physical ability, functional status.

Studies in SCI show that the element of participation correlates significantly with
an individual’s QOL (Dijkers, 1997; Fuhrer, 1996). This study also showed that adult
Kuwaiti participants with SCI were less functionally active than the American general
population and less socially engaged than both the normative sample and Americans with
SCI. These results imply that the Kuwaitis with SCI have relatively poor QOL. This
means that participation of an individual in an occupation may have a major effect on a
person’s overall satisfaction and well-being in life. This evidence is also in accordance
with the belief of occupational therapy that health and well-being are maintained through
active engagement in meaningful occupation (AOTA, 2002). This evidence should also
encourage occupational therapy researchers to continue to investigate and understand the
value of occupational performance and occupational roles on a person’s QOL in both
developed and undeveloped countries. Such research can demonstrate the importance of
occupational roles and active occupational engagement for a successful and productive
life.

This reinforces the vital role that occupational therapy holds as a profession that enables
clients with disabilities to stay healthy, accomplish life necessities, and gain life

satisfaction.
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Limitations of the Study
Despite the obvious usefulness of the SF-36 as a self-report questionnaire
addressing HRQOL, it cannot provide a complete global understanding of an individual’s
QOL and the factors that influence it. Hence, it is likely to be helpful to expand our
understanding of QOL using qualitative methodology. Second, the sample of this study
was not randomly selected. A selection bias could be argued since all participants
belonged to the Kuwaiti Disabled Sports Club and may not be representative of all adult
Kuwaitis with SCI. Third, since the SF-36 normative values for the Kuwaiti general
population were not available, the normative values for the general American population
were used. There might be some differences in the QOL between the normative general
populations of Kuwait and America. Fourth, the results of this study were compared to
the results of a study that was 4 years old. Due to the advancement of SCI management in
the U.S., Americans with SCI could have different views and better scores in their QOL
when administering the SF-36 compared to that of four years ago. Fifth, exclusion criteria
in this study did not match exclusion criteria in Forchheimer et al. study (2004).
Forchheimer et al. included persons with ASIA D, which would raise their scores at least
on the physical scales compared to current study in which persons with ASIA D were
excluded.
Conclusion
Quality of life is an important outcome and improving it is often stated as the
major goal of therapy. Cross cultural QOL studies can help our understanding of QOL for

persons with chronic disabilitics. To the author's knowledge, this study was the first of its
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kind to compare the QOL between survivors of SCI in the USA and Kuwait. This present
study may encourage policy makers in Kuwait to develop new health policies to improve
services and rehabilitation outcomes in Kuwait. Also this methodology introduces a new
area of research for occupational therapists cross-culturally. Such cross-cultural studies
can help in generating many new hypotheses regarding occupational therapy health care
issues.

This area of research also contributes to the body of knowledge on occupational
adaptation by expanding greater opportunities for its inclusion in international research.
In dealing with people of chronic conditions (such as SCI), occupational therapy
researchers and practitioners must take into consideration the complexity of QOL. When
working with people with chronic conditions, occupational therapy practitioners and
researchers must analyze and understand the complex interaction between areas of
occupation, environment, and adaptation. Further investigation on the impact of those
constructs on the QOL of persons with SCI both nationally and internationally could lead

to better, healthier and more productive lives.
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Table 1

Summary of Barriers and Supports for Persons with a Disability Between Kuwait and the

Uus4*
Domain USA Kuwait
Health System Health care system is well-planned and  Health care system is not well-

developed (emergency, medical care
services, rehabilitation, and social

services).

planned and developed. Limited
emergency and health care services.
Limited specialized orthopedic and

rehabilitation hospitals

Health care coverage

Low income individuals receive
Medicaid and Medicare health care
coverage. It covers limited health and

rehabilitative services.

Government provides universal
health-care coverage to all its
citizens including rehabilitative

services.

Provision of lifelong
pension/support

People with disabilities are entitled to
lifelong pensions from Supplemental
Security Income (SSI) and Social
Security Disability Income (SSDI)

programs.

A Kuwaiti person with a disability is
entitled to a governmental life long

pension.

Cultural view of
disability

Movement toward independence.
Movement toward accepting disability
(cognitive/physical) as just another

human characteristic.

Emphasis is on interdependence.
More family/care giver involvement
with the person with a disability.
Disability is considered to be sent
by God and is commonly accepted

and respected.
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Table 1 (Continued)

Summary of Barriers and Supports for Persons with a Disability Between Kuwait and the

USA*
Domain USA Kuwait
Accessibility Americans with Disabilities Act (ADA) Laws are written down, but civil
allows laws and civil rights guarantees ~ organizations lack the power to
(accessibility, schooling, employment,  impose enforcement. Majority of
and health care) public and governmental buildings
are not accessible. Schooling and
employment options are very
limited.
Coverage of medical Depends on health care coverage. Basic Government provides all basic
supplies
medical supplies are covered. medical supplies including
wheelchairs, hearings aids, orthoses
and walking aids.
Governmental programs  Support for vocational rehabilitation The government provides support
and independent living programs and for one vocational rehabilitation
recreation programs program in the country.

Note. * Adapted from Dijkers et al. (2002).
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Table 2

Comparison of Demographic Data Between Kuwaiti Sample with SCI and American

Sample with SCI as Cited in Forchheimer et al. Study (2004)

Demographic Background Kuwaitis Americans p
With SCI With SCI
(n=30) (n=215)
Age at injury, yrs, mean, (SD) 24 (9.31) 347(15.2) t=3.75 <0.001
Age at time of interview, yrs, mean, 33.1(8.96) 38.8(14.5)
(SD) t=2.10 0.037
% %
Gender Fisher 1.000
Male 80.0 78.5 exact
Female 20.0 21.5
Neurological Classification (ASIA
Scale) Chisq. = 0.006
ASIA D 0.0 24.8 12.63
Paraplegia, ASIA, A,B,C 63.3 359
Low Tetraplegia ASIA A,B,C 233 26.7
High Tetraplegia ASIA A,B,C 13.3 12.6
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Table 2 (Continued)

Comparison of Demographic Data Between Kuwaiti Sample with SCI and American

Sample with SCI as Cited in Forchheimer et.al. Study (2004)

Demographic Background Kuwaitis Americans p
With SCI With SCI
(n=30) (n=215)
Marital Status Chi sq. = 0.855
Single 53.3 47.8 0314
Married 30.0 33.0
Divorced 16.7 12.9
Education Status Chi sq.= 0.086
Less than high school 36.7 26.4 4.896
high school 36.7 57.7
More than high school 26.7 15.9
Employment status at time of injury Chi sq. = <0.001
Employed 46.7 66.3 20.16
Homemaker 10.0 4.3
Student 433 14.4
Retired 0.00 6.7
Unemployed/Other 0.00 6.3
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Table 2 (Continued, 2)

Comparison of Demographic Data Between Kuwaiti Sample with SCI and American

Sample with SCI as Cited in Forchheimer et al. Study (2004)

Demographic Background Kuwaitis Americans p
With SCI With SCI
(n=30) (n=215)
Employment status at time of Chi sq. = 0.180
interview 20.0 21.6 6.275
Employed 10.0 43
Homemaker 10.0 11.5
Student 30.0 16.3
Retired 30.0 36.5
Unemployed/Other
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Table 3

Comparison of the Kuwaitis SF-36 Scales, PCS, Mean Scores with the Normative Scores.

P-value of The Two-Sided Comparison (alpha =.005)

Scale Kuwaiti American p-value*
Sample Normative
Mean (SD) Sample
(n=30) Mean (SD)
(n=12474)
Physical functioning (PF) 22.74 50 14.90 0.000*
(4.62) (10)
Role function, physical (RF) 37.14 50 6.99 0.000*
(10.69) (10)
Bodily pain (BP) 38.95 50 6.00 0.000*
(10.87) (10)
General Health (GH) 39.24 50 5.86 0.000*
(8.58) (10)
Vitality (VT) 44.79 50 2.84 0.009*
(7.15) (10)
Social functioning (SF) 34.15 50 8.62 0.000*
(9.84) (10)
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Table 3 (Continued)

Comparison of the Kuwaitis SF-36 Scales, PCS, Mean Scores with the Normative Scores.

P-value of The Two-Sided Comparison (alpha =.005)

Scale Kuwaiti American p-value*
Sample Normative
Mean (SD) Sample
(n=30) Mean (SD)
(n=2474)
Role function, emotional 37.08 50 6.99 0.000*
(RE) (14.08) (10)
Mental Health (MH) 38.78 50 6.11 0.000*
(8.53) (10)
Physical Component 32.66 50 9.47 0.000*
Summary (PCS) (6.28) (10)
Mental component summary 42.55 50 4.04 0.000*
(MCS) (11.01) (10)

Note. df for all tests = 2502.
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Table 4
Comparison of the SF-36 Scales, PCS, and MCS Scores with Adult Americans with SCI.

P-value of the Two-Sided Comparison (alpha =.005)

Scale Kuwaitis’  Americans’ t-test  p-value
Mean & Mean &
(SD) (SD)
(n=30) (n=215)
Physical Component Summary 32.6 33,5 0.44 0.660
(PCS) (6.2) (10.1)
Physical functioning (PF) 22.7 266 181 0.071
(4.6) (11.5)
Role function, physical (RF) 37.1 40.7 1.67 0.095
(10.6) (10.9)
Bodily pain (BP) 38.9 422 136 0.174
(10.8) (12.4)
General Health (GH) 39.2 444 230 0.021*
(8.5) (11.8)
Mental component summary 42.5 53.5 4.86 0.000**
(MCS) (11.0) (11.6)
Vitality (VT) 44.7 46.8 110 0.271
(7.1) (9.6)
Social functioning (SF) 34.1 43.0 3.50 0.000**
(9.8) (13.3)
Role function, emotional (RE) 37.0 49.0 552  0.000**
(14.0) (10.6)
Mecntal Health (MH) 38.7 483 4.54  0.000**
(8.5) (11.0)

Note. df for all tests = 243,
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CHAPTER IV
PERSPECTIVES OF KUWAITIS LIVING WITH SPINAL CORD INJURIES:
A MIXED-METHOD STUDY
Introduction
A spinal cord injury (SCI) is a devastating event that results in significant and

permanent life changes for the injured individuals. In the United States, the estimated
incidence rate of new SCI cases is approximately 11,000 per year (NSCISC, 2006).
Although SCI can occur among people of all ages, it most commonly affects young adult
males with an average age of 37 years old at injury. The consequences of a SCI are
significant from the physical, psychological, and social aspects. This brings about the
emergence of quality of life (QOL) as a major concern in the healthcare field.

Quality of life is generally considered to be a multidimensional construct,
primarily based on an individual’s subjective appraisal of his or her physical, functional,
emotional, and social well-being (Berzon et al., 1993; Fitzpatrick et al., 1992). A
catastrophic injury such as a SCI imposes multiple challenges to those constructs that
encompass QOL. Healthcare practitioners have begun to recognize the importance of
mcasuring QOL as a major contributor to successful treatment and rehabilitation
outcomes. The recognition of the importance of QOL is an essential part of the adaptation

process for both survivors and their family members.
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Statement of the Problem

Spinal cord injury is a nationwide issue (Ackery et al., 2004). Changes in life
roles due to SCI can influence the ability to satisfactorily perform various roles such as
spouse, caregiver, and/or worker. These changes especially represent as challenge for
people with SCI and their QOL. Because reactions to disabilities vary by individual, each
individual with SCI will experience a unique adaptive process. Since adaptation to an
injury is a very complex process (Schkade and Schultz, 1992), it cannot be assessed
unless researchers understand the complicated interaction between inter- and intra-
personal factors as well as environmental influences. Without a clear understanding of
the person’s perception, personal values, and goals, it is difficult to help an individual
develop adaptive strategies. Due to the complex nature of the concept of QOL and the
lack of adaptation studies among SCI survivors in developing countries, health care
professionals have limited information about the impact of SCI injury on QOL, possible
challenges to QOL, and over all satisfaction with QOL of the injured person. It seems
essential to explore the values, experiences, adaptive responses, and QOL of people with
SCI from their perspectives. Such research can help in understanding and investigating

dimensions that facilitate a satisfying and a productive QOL for SCI survivors.
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Statement of Purpose
The purpose of this study was to gain a deeper understanding from the
perspectives of Kuwaiti individuals about their occupational challenges, adaptive
responses, and life satisfaction following a SCI. This study explored the following
research questions:
1. How do Kuwaitis with SCI perceive their roles before and after the injury?
2. How do persons with SCI from Kuwait adapt to their injury?
3. How does the occupational environment in Kuwait impact adaptation following
SCI1?
4. What are the perceptions of the future for Kuwaitis with SCI?
Literature Review
Measurement of Quality Of Life
An increase in the use of QOL measures among health care practitioners and for
researchers in particular as evident in the field of rehabilitation, where clients with SCI
are often the major focus of therapy (Dahlberg et al., 2005). In spite of general agreement
concerning the importance of QOL as an outcome, the way this concept is defined and
measured remains unclear. Wide ranges of both definitions and measures of QOL are
uscd among different practitioners and researchers. Though numerous quantitative studies
have been conducted, a common limitation within the area of QOL research is the use of
descriptive methods such as qualitative (interview, participant observation, and
documents) or mixed methods design (objective and subjective measures). A possible

reason for the imbalance may be that researchers and practitioners are simply at a loss as
60



to how to best capture the various constructs of QOL. Creating common ground would
help set a precedent for understanding the extent to which QOL affects individual
outcomes following chronic injury.
Quantitative Measurement

Quantitative methodology typically yields numerical values that quantify
outcomes in order to determine efficacy of treatment methods and resource allocation
(Liddle and McKenna, 2000). Quantitative methodology typically uses questionnaires
and numerical outcomes based on the underlying assumption that QOL has elements that
are common to all people (Liddle & McKenna, 2000). While this assumption may not
necessarily be valid (McKenna, 1993), this methodology has provided a means of
establishing a consensual picture of the constructs of QOL for large numbers of people
(Liddle & McKenna, 2000).
Qualitative Measurement

Qualitative research is essential to explore individual response and to describe
complex realities. The approach involves identifying people who have experience in a
particular area and who can describe their experience in detail (Liddle & McKenna,
2000). Listening to an individual’s experience of an injury is of great importance because
it rcflects the person’s feelings, thoughts, emotions, and satisfaction level. The techniques
commonly used to obtain these perspectives are personal interviews and focus groups

using discussions and open ended questioning (Liddle & McKenna, 2000).
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Mixed Methods Design

A number of studies have used a combination of subjective and objective
measures to develop a greater understanding of the nature of QOL after SCI. This mixed
methods study design is becoming popular in QOL research due to its multifaceted and
multidimensional aspects (Patton, 2002). Such an approach is helpful in order to
elaborate on the perception of a complex topic such as QOL following a chronic injury
such as a SCI (Boschen et al., 2003; Chappell & Wirz, 2003). The exploration of
individuals’ perspectives objectively and subjectively is increasingly recognized as an
important approach to further understanding the importance of QOL to the individual
(Hammell, 2007). Mixed-method analyses of QOL studies suggest that QOL should be
viewed in a holistic way. The holistic approach means taking into account an individual’s
perception from various dimensions including the person’s physical, emotional,
cognitive, social, and role functioning as well as his/her perception of health and well-
being (Boschen et al., 2003; Chappell & Wirz, 2003).
Adaptation

The onset of a sudden, severe disabling condition such as a SCI results in
profound disruption of a person's life and social situation. A SCI imposes multiple
challenges to adaptation for persons with SCI and their family members. The challenge to
adaptation of life changes creates further stress by altering or potentially threatening to
change many aspects of social roles and functional abilities (Montgomery, 1984). Thus,
adaptation is a critical factor in the relationship between stressful life events created by a

SCI and successful adjustment to it.
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Following a SCI, the transition from living in a state of independent function to
dependency often necessitates redefining and reevaluating personal, social, and
vocational goals (Gill, 1999; North, 1999). One of the main reasons for studying coping
and adaptation strategies is to understand why people’s responses to the same significant
life events differ so much and how these responses affect their overall QOL outcomes.
Occupational Therapy and Adaptation

The field of occupational therapy has focused on helping individuals adapt in
meaningful ways (Meyer, 1922; White, 1971; Yerxa, 1967). Adaptation in occupational
therapy refers to an internal and external process of change. From an individual
perspective, adaptation is an internal shift in one’s thoughts, beliefs of self, and actions
that lead to improved functional performance (King, 1978), and hence improved QOL.
From an external view, occupational therapy often refers to adaptation as environmental
modification, assistive technology, or physical changes made to enhance compensation
(Wood, 1995). Montgomery (1984) described adaptation as individual, flexible behavior
to face the shifting needs of the changing environment. In order to have a successful
adaptation process, the individual must interact with the environment. Ultimately,
adaptation can be facilitated when the occupational therapist develops a more supportive
context enabling the person to perform better within that context (Dunn et al., 1994).

All human beings have adaptive potential, but impairment and disability increase the
degrce of challenge. While challenges themselves add to a person’s QOL, the difference
exists in the debilitating conditions and types of challenges that can occur as a result of an

injury like SCI thus, adversely affecting a person’s QOL. Schkade and Schultz (1992)
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advocate successful adaptation occurs when the individual engages in meaningful
activity, with the occupational therapist as the agent of change within the environment.
Occupational Adaptation (OA) Model

Occupational Adaptation (OA) is a frame of reference that discusses functional
performance in terms of three elements: the person, the environment, and the interaction
between them. According to the OA, the person is viewed in a combination of physical,
psychosocial, and cognitive capacities. The environment is comprised of physical, social,
and cultural factors. Occupation is the interaction between the environment and the
person. The individual’s performance of an occupation in response to individual and
environmental demands represents the interaction (Schkade & Schultz, 1992; Schultz &
Schkade, 1992). The critical goal of occupational therapy, using the OA frame work, is,
of course, to facilitate adaptation. According to OA, adaptation is defined as an internal
process that requires the individual to generate, evaluate, and integrate responses to
occupational challenges presented by the environment (Schkade & Schultz, 1992). The
generation, evaluation, and integration of responses are referred to as sub-processes of the
adaptation process. The adaptive response generation sub-process requires the individual
to assess the type of energy needed, the strategy to use, and the method of employing the
plan.

The person incorporates the adaptive response in the integration sub-process.
During integration, the person adds experience to adaptive repertoire for use in dealing
with future occupational challenges. During the adaptation process the environment may

represent an occupational challenge (Schkade & Schultz, 1992), which is couched with
64



role expectations. Often times role expectations are essential parts in a person’s QOL due
to social norms and other factors that influence his/her experiences.
Culture and Adaptation

A person’s cultural environment may also influence his/her QOL following a SCI.
Factors that weigh heavily on QOL may differ among people due to their cultures, ethics,
and religious values (Radomski, 1995). Occupational therapy literature on QOL strongly
advocates exploring cultural issue in research and practice, but the profession lacks
research studies that focus upon adaptation of people following SCI. While research in
such areas remains very limited, the topic of QOL has been studied by some international
occupational therapists (Lau et al., 1998). The authors reported that participants’
culturally related philosophical beliefs were found to influence their QOL. Further
investigation of adaptation following SCI in different cultures seems warranted.

Methods
Study Design

This study used a mixed methods design to describe the participants’ perspectives
of SCI, their adaptive responses, and life satisfaction. The researcher used the
phenomenological approach for the qualitative aspects of the study. For the quantitative
measurement of QOL, the rescarcher used the Arabic Version (Halabi, 2006) of the
Ferrans and Powers Quality of Life Index (QLI) — Generic Version — III (Ferrans &

Powers, 1985).
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Sample

Eight Kuwaiti participants with SCI who participated in an earlier study were
asked to participate in the current study. These participants were heterogeneous (in term
of different SCI diagnoses, ages, gender, and varied lengths of time since injury).
The inclusion criteria consisted of (a) participants have a SCI; (b) participants are at least
18 years of age; (c) participants are 1-20 years post injury; (d) participants have an
impairment level of grade A, B, or C on the ASIA scale; (¢) participants reside in the
community; and (f) participants have not been hospitalized within the last 4 weeks. The
exclusion criteria were (a) persons on ventilators, (b) persons with impairment level on
Grade D on the ASIA scale, (c) persons living in a nursing home, and (d) persons with
any significant neurological disorder other than SCI (e.g., stroke, traumatic brain injury).
Data Collection Procedures

After obtaining approval from both the Texas Woman’s University Institutional
Review Board as well as the Kuwaiti Disabled Sports Club in Kuwait to interview
Kuwaiti individuals with SCI, eight community living participants were recruited. The
participants signed a consent form indicating their willingness to participate in this study.

This study included both qualitative and quantitative data collection methods.
First, the participants were intcrviewed by the investigator using an Arabic interview
guide form which had been translated by a certified translator and approved by two
bilingual speakers. Arabic translated interview questions were used along with prompts if
nccessary to elicit greater details. All the interviews were conducted in Arabic by the

primary researcher who is a bilingual speaker. Then, the Arabic interviews were
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translated into English by a certified translator. Two coders coded the English translated
transcripts. Interviews took approximately one hour and were audio taped upon the
participant’s approval. Each interview was conducted at a time and private location
preferred by the participant.

To quantitatively measure the QOL of individuals with SCI, the investigator
asked the participants to complete the Arabic questionnaire. Halabi (2006) found the
Arabic QLI to be reliable and valid tool (Halabi, 2006). The QLI is a self-administered
questionnaire but can also be administered in an interview format. It takes approximately
10-20 minutes for respondents to complete. The QLI consists of two parts. The first
addresses satisfaction with daily life and the second covers the importance of activities of
daily living. Each of the parts consists of 33 items, for a total of 66 items. All of the items
are used to calculate a total score, which reflects overall QOL. Besides the total QOL
score, there are four subscale scores reflecting (a) health and functioning, (b) social and
economic, (c) psychological/spiritual, and (d) family. Responses are ranked from 1 to 6,
with 1 representing very dissatisfied or unimportant and 6 representing very satisfied or
important. Scores can range from 0-30, with higher scores viewed as indicative of higher
QOL.

Data Analysis

Audiotaped data were transcribed verbatim using a private transcriber hired by the
researcher. Participants’ names were omitted. Transcripts were subjected to open coding
analysis by the researcher and two other coders familiar with qualitative methodology.

The readings were completed until redundancy was reached. Then, the codes were
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identified and described by the author and the coders and placed into emerging clusters of
themes (Patton, 2002). To ensure credibility and quality of the findings, member
checking and data triangulation techniques were utilized (Krefting, 1991; Patton, 2002).
The researcher reviewed the data with the Kuwaiti informants to ensure that these data
reflected their own experience via a member check. Additionally, two peer reviewers
were asked to confirm the data. They communicated with the researcher regarding
agreement with identified themes.

To determine the mean and standard deviation of the overall QOL score and the
four subscale scores for the Kuwaiti sample, the researcher used SPSS software, version
15. The researcher followed the scoring calculations of the generic version of the QLI
available on the web (Ferrans & Powers, 1998).

Results
Characteristics of the Sample

Demographic data of the key informants are summarized (See Table 5). The
demographic variables for the eight Kuwaiti participants with SCI included gender, age at
injury, age at interview, ASIA scale, marital status, educational level, employment status
at the time of the injury, employment status at the time of the interview, and living
situation. The age of the Kuwaiti subjects at the time of the interview ranged from 26 to
49 ycars (mean= 33, SD= 7.96). There were six male subjects (75%) and 2 female

subjects (25%) interviewed.
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Results from Quantitative Data

Means, standard deviations, and ranges for the total QLI and the four subscales
were calculated and depicted in Table 6. Results of the study revealed that Kuwaiti
survivors with SCI had relatively low scores in all areas of QOL measurement. The
overall QLI score for the Kuwaiti survivors with SCI was 12.69 out of 30. The four QOL
subscales for the Kuwaiti survivors also resulted in low scores, ranging from 10.46 to
15.56 out of 30.
Themes from Qualitative Data

During face-to-face semi-structured interviews, each of the eight informants was
interviewed in a private room at the Kuwaiti Disabled Sports Club in Kuwait. Each
informant was encouraged by the researcher to elaborate extensively and freely about
his/her experiences, thoughts, concerns, and feelings regarding his/her life before and
after SCI, challenges encountered, adaptation to the injury, QOL, hope and the future
following the injury. As a result, rich data were gained leading to the emergence of seven
themes and sub-themes (Table 7). The themes were (a) Role change, (b) Participation
restrictions, (c¢) Social unacceptenace, (d) Psychosocial issues, (€) Ways of overcoming
injury, (f) Dissatisfaction with support systems, and (g) Faith, support, and hope.
Role Change

Before injury. Most of the Kuwaiti participants were satisfied with their lives
before the SCI. When asked about their lives before injury, most of them reported that

they considered themselves to be normal. They perceived that they had good QOL before
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the injury because they were able to do things they liked and they were independent,
socially active and integrated into the community.

According to informant #1, “I was having a normal life like anyone...I was
employed in the ministry of defense and I enjoyed my social life.” Likewise, informant
#5 added “before injury, I was a normal person and I enjoyed my life....I enjoyed
swimming, getting outdoors, going out with friends to the sea.” Most participants
reported having a normal life cycle prior to the injury. The majority of them reported that
they were very satisfied with their lives before the injury.

After injury. After injury, most of the Kuwaiti survivors with SCI experienced a
considerable amount of role change. Most reported that SCI had a negative impact on the
quality of their lives due to lost social and occupational roles, inability to do things that
they used to do before the injury, dependency on others, and inability to engage in leisure
activities.

SCI caused a disruption in the routine of the informant #1. He reported that his
daily life activities were affected. He felt that there was a change in his daily routine,
reporting that he currently needed help in most of his daily activities. He also revealed
that he had a personal assistant to help him in some of his everyday functional activities
such as pushing the wheelchair, placing the wheelchair inside the trunk of the car, and
organizing his personal items.

Informant #2 said about his life after injury” Now, I don’t need my wife to help
me physically, but I need her help in washing my clothes, cleaning the house, and

cooking my favorite meals.” Likewise, when describing her life after injury, informant #8
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said, “Faithfully, now I am dependent on my self at a rate of about 60% and the rest I
depend on my maid.” She added “the maid helps me in cleaning and organizing my
bedroom, washing my clothes, and preparing the bathroom for me.”

Participation Restrictions

Following SCI, most of the Kuwaiti survivors expressed feelings about the
challenges they faced. There were various occupational challenges which prevented them
from practicing their leisure activities and integrating into the community.

Informant #2 complained of restrictions from Kuwait Airways. He said, “I don’t
enjoy traveling as before because Kuwait Airways don’t provide us comfortable seats
while we are on board.” Dependency on others is another reason that prevented Informant
#5 from participating in leisure and social activities. He said “when I need to go outside
the home, I need somebody to be with me...... because I always encounter those barriers
in Kuwait.” He added “I like swimming and going to the beach but I face problems
practicing such activities in Kuwait.”

When describing her restrictions going to the beach, informant #6 said that she
could not enjoy the beach as before due to the heavy sand and inaccessible roads. As a
result, she rarely went to the beach. Informant #8 was restricted from shopping and
outing activities again due to the inaccessible community. Environmental barriers and
restrictions have greatly affected some of the participants’ leisure and social activities.

This has resulted in the participants’ reduced integration into the community.
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Social Unacceptenace

Societal stigmatizing beliefs about disability and its influences on the participants
were commonly reported. Since Kuwaiti society does not actively encourage wheelchair
users through its inaccessibility, they are essentially excluded as part of the community.
A great deal of this reasoning exists in the culture of Kuwaiti society and it
underestimates the capabilities of people with disabilities and thus diminishes the QOL.
According to informant #1, he stated “Unfortunately, our society doesn’t help us to be
part of the society....people in Kuwait tend to under-estimate wheelchair users and look
at them as weak persons. Similarly, informant #2 said, “Some people neglect disabled
person especially those who are wheelchair users.” At the cultural level, Kuwaiti society
has not bridged the gap in making the connection with integration into community and
how it affects QOL for persons with disabilities.

Astonishment and staring are typical behaviors expressed by Kuwaiti people
when they encounter wheelchair users. Informant #3 said, “When I go to malls or other
places on my wheelchair, people look at me with astonishment, amazement, and gaze.”
He added, “Sometimes, I prefer not to go outside my home due to their strange look.”

Curiosity from the public and ignorance are also constant behaviors among
Kuwaitis when dealing with people with disabilities. For example, informant #7 said,
“Somec people don’t care about us and they take our parking spots.” At the same time,
informant #8 added, “Whenever I go outside with my wheelchair, people keep looking at

mc as they think it is an odd thing for a girl in a wheelchair to be out shopping.”
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The majority of the Kuwaiti SCI survivors agreed that Kuwaiti society has
diminished understanding about the skills of the disabled individual. Society lacks
awareness regarding concerns, needs, and priorities of persons with disabilities. Such a
society does not accept those individuals to be a part of the community. It considers them
as weak and unproductive. Additionally, some informants expressed their concerns that
the general public in Kuwait think that disabled persons should not marry or enjoy a
normal life.

Psychosocial Issues

Besides role changes, participation restrictions, and social unacceptenace
following SCI, other psychosocial issues were common among the participants. The most
commonly reported psychosocial manifestations were feelings of shock, depression,
sadness, isolation, anxiety, nervousness, agitation, helplessness, and loss of hope.

During their first months following injury, most of the participants were in states
of shock, depression, and sadness when they first realized their medical condition.
Informant #4 said "frankly, I cried the whole day when I learned that I am going to be a
quadriplegic all of my life.” Informant #5 and #8 were also very sad and depressed when
they learned of their paralyses.

[solation from others was a common behavior among survivors with SCI. After
knowing their level of injurics, most of the participants tended to isolate themselves from
others. For example, Informant #4, “at the beginning of my injury, I didn’t like to go out,

visited friend....I preferred to bc alone and isolated.” Similarly, Informant #8 said” I
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didn’t like to go to parties, weddings, celebrations, and not even to visit my friends and
relatives.”

Some participants were also very anxious, nervous, and agitated. For example,
informant #6 said, “I was very anxious and worried about my general condition....I
wanted to know whether or not I would be able to return to my normal life and duties as a
wife and as a mom.” Other clients also expressed their anxiety about their future,
wondering about their chances for getting married and having children.

Ways of Overcoming Injury

Kuwaiti survivors with SCI were challenged with role changes, occupational
challenges, participation restrictions, societal unacceptenace, and psychosocial
manifestations. To eliminate and/or reduce their hardships and difficulties in performing
their life roles, participants generated their own adaptive responses to overcome the
encountered occupational challenges. These adaptive actions helped them to maximize
their own function at home, work, community, and society.

Exploring new leisure activities that were enjoyable and satisfying to the
individual was one way to elicit an adaptive response. For example, Informant #1 utilized
his laptop computer and the internet as a means to fill his time. Similarly, informant #2
used a laptop computer to help him with his job assignments and to communicate with
his friends.

Another means of adaptation occurred through the utilization of peer support. The
majority of the participants utilized their peers at the Kuwaiti club as a way to receive

supports and advice from others to overcome the challenges in their lives. For example,
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Informant #1 said, “I looked for a place that could suit my disability which is the Kuwaiti
Disabled Club.....I like this club because there are supportive peers that could answer my
questions.” Informant #2 pointed out that at the club, he could meet friends with the same
injury and shared with them ideas, suggestions, and solutions to the problems that he
faced.

For some of the Kuwaiti SCI survivors, self-determination and internal motivation
were key factors that led them to their desired adaptive responses. For example,
informant #4 said, “When I understood that my injury was permanent, I had to adapt my
self to the injury and get accustomed.” He added, “One way to be totally self-dependent
was through trial and error Informant #7 added, “I challenged difficulties and adapted
myself.”

Dissatisfaction with Support Systems

Most of the participants in this study expressed their dissatisfaction with the
health care services in Kuwait. They were unhappy with the SCI rehabilitation services in
Kuwait. The majority of them reported that they did not benefit from the rehabilitation.
Some of them even reported they went abroad to Europe and U.S for further
rehabilitation.

Caregiver restrictions and misunderstanding of disability was another factor that
caused dissatisfaction among participants. They pointed out that some of their caregivers
lacked awareness about SCI1. Therefore, they did not understand the possible capabilities

of a person with a SCI. For instance, during the early months of injury, most of the
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survivors’ caregivers asked participants to remain at home instead of participating in
outing activities.

The majority of the participants complained of the shortcomings of the Kuwaiti
government. They expressed their dissatisfaction with the present disability law system in
Kuwait. For example, those relying primarily on the monthly government’s support
(about $1400) felt that amount was not sufficient. Others expressed their dissatisfaction
with the employment system for people with disabilities. Some of the participants were
not allowed to return to work. Finally, some of the participants pointed out that the
Kuwaiti government neglected them. Participants expressed their sorrow that civil rights
laws are only written on paper but unfortunately they are not enforced. Participants
believed that reasoning behind being treated as a minority group in Kuwait is due to the
weak actions of the Kuwaiti government. Again, this is one example of how cultural
views of persons with disabilities can influence government and thus shape a person’s
QOL.

Faith, Support, Hope, and QOL

Faith in God, prayers, and spiritual support were reported by some of the
participants as helpful. They utilized such strategies to overcome their occupational
challenges and to attain a satisfactory QOL. Informant #3 showed the impact of prayers
in improving his QOL following his injury. He said, “Religious lectures, prayers and
reciting Quran had great effect on my happy life.” Increased faith in God and a strong
belicf in Allah helped informant #4 to accept his quadriplegic injury and strive to be a

productive and a successful person.
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Furthermore, several participants indicated that the spiritual support they received
from family members, relatives, friends, and others contributed significantly to their self-
esteem, enhanced their psychological status, prompted their adaptive responses, and
promoted their health and QOL. Hope was a strong facilitator of the client's adaptive
responses because it substantially motivated the clients to believe that a satisfied life was
awaiting them. Hope led some Kuwait survivors with SCI to overcome their challenges,
reduce their restrictions and therefore to continue their lives in Kuwait.

Informant #1 and informant #5 hoped to get married and have children. Informant
#2 hoped to live a better life without barriers and restrictions. Likewise, informant #5
hoped to graduate from the university and become a teacher.

Additionally, the two women with SCI (informants #6 and #8) reported they still
hoped to walk again. Informant #8 said, “I am still hopeful that one day I will have a
successful operation to help me walk again.” Informant #6 said, “I hope that I can have a
surgery that will make me walk again.”

Narrative descriptions of SCI survivors are beneficial in identifying issues of
QOL from the individual’s perspective. People with chronic conditions should be
encouraged to express their feelings, concerns, and needs regarding QOL following their
injurics, especially if they are to achieve successful rehabilitation outcomes.
Rchabilitation professionals should consider utilizing qualitative sections in their
assessments as well as in their intervention programs in order to find ways to improve the

QOL of their clients and family/caregivers,
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Discussion

The purpose of the mixed design was to investigate the QOL of Kuwaiti survivors
with SCI. Quantitatively; the study utilized the Arabic version of the Ferrans and Powers
QLI to understand the overall QOL of the survivors as well as their specific domains of
life including health and function, social and economical, psychological/spiritual, and
family. Qualitatively, this study aimed to identify factors that influenced the survivors’
QOL. From their perspectives, the effects of the injury, challenges encountered and
subsequent impact on their occupational performance, adaptation, and QOL were
examined.

The first research question in this study addressed how Kuwaitis with SCI
perceived their roles before and after the injury. The face-to-face interviews in this study
showed that the Kuwaiti participants were satisfied with their lives before the SCI.
However, after injury, the interviews and the QLI showed that the majority of Kuwaitis in
this study had poor QOL.

Quantitative results from Ferrans and Powers QLI — III questionnaire supported
literature that maintains that SCI can influence the QOL of SCI survivors (May and
Warren, 2002). Kuwaiti SCI survivors rated their overall QOL as poor as well as each of
the four subscales of health and function, social and economical, psychological/spiritual,
and family.

To clearly understand thec QOL of Kuwaiti survivors compared with persons from
other countries with the same injury, the Kuwaiti data were compared to American

survivors with SCI. The American data were used from a previously published study by
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May and Warren (2002) who used the English version of the Ferrans and Powers
questionnaire. Comparison of the two groups showed that Kuwaitis with SCI had
significantly lower scores than Americans with SCI in all areas of QOL measurement
(See Table 8).

The second research question in this study investigated how Kuwaitis with SCI
adapted to their injuries. Through qualitative data, this study showed that adaptative
strategies varied among participants. Of the 8 Kuwaiti participants, 5 were unable to
adapt to their role functioning successfully following injury. On the other hand, three
were able to adapt successfully to their SCI. They were able to carry out their roles and
they appeared to be satisfied with their lives.

The perceived low QOL of the Kuwaitis was further interpreted using the
Occupational Adaptation (OA) model as a guide for interpretation of study findings.
According to Schkade and Schultz (1992), humans experience a normative internal
process in periods of transition. This process is called occupational adaptation. The OA
model views the process of occupational adaptation as one that emerges from complex
interaction of person, context, and occupation. Transition in life, such as what occurs in
SCI, represented difficultics for the Kuwaitis due to various challenges that they
experienced from their context (e.g., caregivers, society, and the physical environment),
their occupational performance (role changes in basic and instrumental activities of daily
living, leisure activities, work and school), as well as the personal level (psychosocial,
cognitive, and sensorimotor). Such complex interactions influenced the adaptation

process of the Kuwaiti SCI survivors.
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After a SCI, a person can be negatively affected due to the improper balance
between the psychosocial, cognitive, and sensorimotor subsystems. In this study, many
Kuwaitis encountered many psychosocial problems following their injury. Consequently,
the psychosocial subsystem can override and dominate the person’s other subsystems
(cognition and sensorimotor involvement) causing an imbalance. Such an improper
balance affected the Kuwaitis’ desired role performance, thus limiting their ability to
successfully adapt to their injury. Consequently, the majority of the participants in this
study had poor QOL due to experiences of occupational limitations in self-care tasks,
leisure, and work.

Informants #1, 2, 3, 6, and 8 had poor QOL. During their interviews, those
participants seemed not to have a desire for mastery, internal motivation, and
participation in meaningful occupations. They were dependent on their aids and their
caregiver/family members for their basic self-care tasks. Additionally, various restrictions
and barriers from the occupational environment (physical environment, societal stigma,
and restrictions from family members /caregivers) made life more difficult for them. The
occupational challenges diminished the participants’ hope, led to weakening of their
relative mastery, and decreascd satisfying outcomes. Such obstacles affected the balance
in the Kuwaiti survivors’ person subsystems and did not assist them in overcoming their
cncountered challenges. Ultimately, the majority of the Kuwaiti SCI survivors produced
maladaptive responses. Most of them accepted the injury by relying on others and
isolating themselves from work or leisure opportunities. As a result, they were unable to

carry out their roles and rated their QOL as poor.
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On the other hand, three persons (Informants #4, 5, and 7) appeared to have the
desire for mastery, internal motivation, and participation in meaningful occupations. That
desire promoted more balance in these persons’ subsystems and assisted them in
overcoming the encountered challenges and producing more adaptive responses. In
addition to the availability of support from caregivers and peers, increased faith and hope
led to improved relative mastery and thereby promoted their outcomes. Thus, those SCI
survivors were able to carry out their roles. They appeared satisfied with their lives and
scored a fair QOL.

Some literature shows that the level of SCI affects the extent of the survivor’s
physical abilities (Dahlberg et al., 2005; Saikkonen et al., 2004; Tooth et al., 2003).
Persons with higher levels of injury tend to have more physical impairments and
therefore a poorer QOL (Dahlberg et al., 2005; Tooth et al., 2003). However, findings
from this study contradict this point. This study confirmed with other studies that showed
impairment (e.g., level of injury, completeness of the injury) and disability did not
correlate with QOL (Dijkers, 1997; Fuhrer, 1996; Sjosteen, et al., 1990). In this study,
some individuals with a high level of lesion (Informant # 4 and #6) had fair QOL
compared to others with a lower level of injury.

The third research question in this study addressed how the occupational
environment in Kuwait impactcd adaptation following SCI. This study showed that the
Kuwaiti environment is often inaccessible and causes multiple restrictions and barriers to
pcople with disabilities. Therefore, such unsupportive occupational environments

influenced the SCI survivors’ successful adaptation.
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Participants identified several factors that they believed affected their QOL,
including an inaccessible community, societal stigma, restrictions imposed by caregivers,
and ineffective SCI rehabilitation. Such restricted occupational environmental factors
presented challenges to the participants because they disrupted the adaptation process as
well as QOL. These factors require closer attention from occupational therapists and
caregivers in order to make the connection of just how outcomes can be affected. Policy
makers also need to acknowledge these issues as they make recommendations for
benefits to help improve QOL outcomes for SCI survivors. Acknowledgment and
understanding will provide the initial step towards a better community life for people
with disabilities.

The fourth research question in this study investigated the perceptions of the
future for Kuwaitis with SCI. Findings from this study showed the different perceptions
about the future and satisfaction in life among participants. Specifically, this study
showed that some Kuwaiti male participants were hopeful and optimistic about their
future unlike Kuwaiti female participants.

Females in this study did not accept the reality of their injury and conditions. Both
females still hoped to recover from their injuries and dreamed of walking again. Both
reported that they could not successfully perform their different occupational roles in life
since they were considered wheelchair users. Although each of these women had a good
social support system, they seemed to have psychosocial issues such as low self-esteem,

depression and hopelessness. Such negative feelings did not facilitate their adaptive
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responses to meet the encountered challenges. Therefore, those feelings seem to increase
their suffering and decrease their hope, future, and QOL.
Significance of the Study

This study reflected the QOL of people living with chronic disabilities across two
different cultures. The present study demonstrated the utility of the OA framework as a
template for the interpretation of clinical research findings. Such a study could also
explain the relationship between occupational challenges, adaptive responses and a
person’s QOL. It also identified possible unique components of QOL including
community accessibility, government support, and cultural influences. The current study
shows that further attention should be given to the SCI survivors’ QOL.

Limitations of the Study

This study had some limitations. First, data gathering was taken from just one site
in Kuwait. Second, due to the design of this study, the findings can not be generalized to
a larger population. Third, further research studies are needed to support the utility of the
OA framework with other chronic physical conditions such as traumatic brain injuries,
stroke, and multiple sclerosis. Fourth, replication studies are recommended to examine
the cultural applicability of the OA framework and support its inclusion at the
international level.

Conclusion

According to this study, Kuwaitis with SCI had poor QOL. This study presented

insights from SCI survivors about their QOL as influenced by their injury. Utilizing OA

as a framework, the adaptation and QOL of Kuwaiti SCI survivors were explored.
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Possible components of QOL identified in this study included social support,
environmental accessibility, government support, and cultural values. To allow Kuwaiti
individuals with chronic conditions to experience good QOL, long term-rehabilitation
and psychosocial follow- up services are recommended. Further studies as to the extent
that culture influences social and environmental constructs of QOL would also prove

beneficial on the international front.
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Table 5

Background Information on Participants in Study 11

Informant Age/ ASIA Scale Years Marital  Education Employm
s gender Post Status al ent
Injury Status Status
#1 30/male High 8 Divorce Lessthan Retired
Tetraplegia d High
ASIA A,B,C School
#2 40/male Paraplegia 20 Married High Retired
ASIA A,B,C School
#3 35/male Paraplegia 3 Single Less than  Unemploy
ASIA A,B,C High ed
School
#4 28/male Low 8 Single More than Employed
tetraplegia High
ASIA A,B,C School
#5 26/male  Paraplegia 9 Single More than Student
ASIA A,B,C High
School
#6 49/femal Paraplegia 1 Married High Retired
e ASIA AB,C School
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Table 5 (Continued)

Background Information on Participants in Study II

Informant Age/ ASIA Scale Years Marital  Education Employm
S Gender Post Status al ent
Injury Status Status

#7 27/male Low 6 Single More than Retired

tetraplegia High

ASIA A,B,C School
#8 29/femal Paraplegia 6 Divorce Less than Homemak

e ASIA A,B,C d High er
School
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Table 6

Sample Means and Standard Deviations

QOL Scores Mean Standard Range
Deviation

QLI 12.69 4.57 7.75-22.20

HFSUBa 10.46 5.34 4.46-22.50

SOCSUBDb 14.50 5.36 7.71-21.71

PSPSUBc 12.97 6.55 4.14-25.71

FAMSUBd 15.56 5.26 7.50-24.20

Note. * n=8, HFSUBa (Health and Function), SOCSUBDb (Social and Economic), PSPSUBc

(Psychological/Spiritual), and FAMSUBd (Family).
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Table 7

Factors Associated with Quality of Life of SCI Survivors: Main Themes

Main Themes

Role Change

Before injury

After injury

Participation Restrictions

Social Unacceptenace

Psychosocial Issues (For example feelings of shock, depression, sadness, isolation,

anxiety, nervousness, agitation, helplessness, and loss of hope).

Ways of Overcoming Injury

Dissatisfaction With Support Systems

Faith, Support, and Hope
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Table 8

T-Test Comparisons of Sample Means and Standard Deviations with American

Survivors’ Means and Standard Deviations as Scores Were Obtained from Marry and

Warren (2002)

QOL Kuwaitis’ Americans Mean & t-test p-value*

Scores Mean & (SD) (SD)

QLI 12.69 21.01 5.26 0.000
(4.57) (4.27)

HFSUBa 10.46 19.92 5.28 0.000
(5.34) (4.83)

SOCSUBb 14.50 21.56 441 0.000
(5.36) (4.26)

PSPSUBc  12.97 21.74 4.28 0.000
(6.55) (5.49)

FAMSUBd 15.56 22.94 3.60 0.000
(5.26) (5.58)

Note.* df for all tests = 104, HFSUBa (Health and Function), SOCSUBD (Social and Economic), PSPSUBc

(Psychological/Spiritual), and FAMSUBd (Family).
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CHAPTER V
PERSPECTIVES OF AMERICANS LIVING WITH SPINAL CORD INJURIES: A
MIXED-METHOD STUDY
Introduction

A spinal cord injury (SCI) is an unexpected injury that typically occurs among
young adult males (NSCISC, 2006). In the United States, the estimated incidence rate of
new SCI cases is approximately 11,000 per year (National Spinal Cord Injury Statistical
Center -NSCISC, 2006). Such injury can result in significant and permanent life changes
for the injured individuals. Due to the devastating consequences of SCI, quality of life
(QOL) becomes the outcome of greatest concern among health care professionals.

The concept of QOL is very complex and multifaceted (Berzon et al., 1993;
Fitzpatrick et al., 1992). A catastrophic injury such as a SCI imposes multiple challenges
to those constructs that encompass QOL. Adaptation to life changes following an injury
is a critical factor contributing to QOL. Adaptation can play a key role in explaining the
relationship between stressful life events and satisfaction in life, health and well-being.
Hcalthcare practitioners have begun to recognize the great importance of adaptation as a
major contributor to successful and satisfying outcomes. Adaptation plays an essential
rolc in facilitating a person’s cngagement in functional activities, thus influencing the

person’s health, well-being, and QOL.
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Statement of Problem

Quality of life is one of the outcomes of occupational therapy identified in the
Occupational Therapy Practice Framework (OTPF) (AOTA, 2002, p. 628). QOL is
central to the ‘practice of occupational therapy (AOTA, 2002; CAOT, 1994, Fisher, 1998;
Polatajko, 1994; Wilcock, 1993; Yerxa, 1994). The term QOL continues to emerge as a
central construct in outcomes research. It has been studied extensively by researchers
from different disciplines. However, the occupational therapy (OT) body of knowledge
on this topic remains limited. Research shows that the domains of occupational therapy
such as adaptation, occupation, and environment are central constructs in the QOL
knowledge base (Dijkers, 1998; Dooley and Hinojosa, Duncan-Myers & Huebner, 2000;
2004; Fuhrer, 1996, Hammell, 2007; Huebner et al., 2003; Laliberte-Rudman et al.,
2000). The outcome of QOL also is a concept used in the International Classification of
Functioning, Disability and Health (ICF) (WHO, 2001).

With specific reference to clients with chronic physical conditions such as SCI,
the role of the occupational therapist is assumed to be the promotion of QOL of such
clients. Although occupational therapists have shown they can significantly contribute to
QOL research, a need to justify and expand their role exists. One way to contribute to this
body of research is by studying the relationship between adaptation to stressful life events
created by a SCI and QOL.

Purpose of Study
The purpose of this study was to gain a greater understanding from the

perspectives of the American survivors with SCI about their occupational challenges,
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adaptive responses, and life satisfaction following a SCI. This study explored the
following research questions:
1. How do Americans with SCI perceive their roles before and after SCI?
2. How do persons with SCI from the United States adapt to their injury?
3. How does the occupational environment in the United States impact adaptation
following SCI?
4. What are the perceptions of the future for Americans with SCI?
Review of the Literature
Spinal Cord Injury and Quality of Life
Spinal cord injury is a nationwide injury (NSCISC, 2006). According to the
American Spinal Injury Association (ASIA), impairment severity of SCI is classified
based on the ASIA classification system (ASIA, 2002) which combines the level and
completeness of injury. This injury is associated with considerable changes in medical
health, physical ability, functional status, psychological well being, and social role status.
Current knowledge shows that facilitating QOL for persons with chronic disabilities
(such as SCI) is essential to the person’s progress as well as health care outcomes
(Dahlberg, Alaranta, and Sintonen, 2005; Dijkers, 2005; Jang, Wang, and Wang, 2005;
Krause & Broderick; 2005).
Occupational Therapy and QOL of Individuals with SCI
When working with persons with chronic disabilities such as SCI, a person’s
QOL is considered to be complex and multifaceted. Occupational therapy research on

QOL suggests that occupational therapy can contribute significantly to the QOL of
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individuals with SCI (Dooley & Hinojosa, 2004; Duncan-Myers & Huebner, 2000;
Huebner et al., 2003; Laliberte-Rudman et al., 2000). Occupational therapy researchers
need to further investigate and understand how occupational performance, environment,
and adaptation can significantly influence a person’s perceptions of one’s life
satisfaction, health, and well-being (Dooley & Hinojosa, 2004; Duncan-Myers &
Huebner, 2000; Huebner et al., 2003; Laliberte-Rudman et al., 2000). Occupational
therapy research shows that the provision of choice and achievement of successful
adaptation motivates performance and promotes an internal locus of control (Kielhofner,
1992; Nelson & LaMore, 1992). The literature also demonstrates a positive relationship
between meaningful roles, interests, values, goal directed action, personal control and life
satisfaction and well-being (Duncan-Myers & Huebner, 2000; Hammell, 2007; Smith,
Kielhofner, & Watts, 1986).
Human Adaptation

Adaptation is a frequently described phenomenon in occupational therapy
literature. According to Schultz & Schkade (1997), “Adaptation is a change a person
makes in his or her response approach when that person encounters an occupational
challenge” (p. 474). In everyday life it is an ongoing and developmental process
involving multiple dimensions (King, 1978; Montgomery, 1984; Schkade & Shultz,
19928; Schultz & Schkade, 1992). In considering its internal and external demands,
adaptation is also a lifelong, holistic, and universal concept (Schkade & Schultz, 1992).
Adaptation relates to the individual, the environment, and their interaction through

participation in occupation. Moreover, it can play an essential role in facilitating a
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person’s engagement in functional activities, thereby influencing a person’s health, life
satisfaction, and QOL (Schultz & Schkade, 1992). To better evaluate the significant
relationship between QOL and adaptation, it is necessary to know more about how
human beings adapt to a changing environment and how internal changes affect their
capacity to act in the environment. Occupational therapy researchers need to consider the
significant impact of adaptation on the person’s QOL.
Occupation Adaptation Model

The Occupational Adaptation (OA) framework was chosen as the theoretical
support for the current line of research for two main reasons. First, the framework
combines two important concepts: occupation and adaptation. When one’s occupational
performance suffers due to a major life crisis such as a SCI, a person’s adaptational
process can better be understood by applying the OA framework (Schkade & Schultz,
1992; Schultz & Schkade, 1997). Secondly, the OA framework is concerned with the
interaction between the person and environment. Research has shown that the
environment influences an individual’s occupational performance following SCI (Sjosten
et al., 1990).

Methods

Study Design

This study used a mixcd methods design to describe the participants’ perspectives
of SCI, their adaptive responses and QOL. The researcher used the phenomenological

approach for the qualitative aspects of the study and a quantitative measure of QOL, the
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Ferrans and Powers Quality of Life Index (QLI) — Generic Version — III (Ferrans &
Powers, 1985).
Participants

Eight American community living adult participants with SCI were recruited from
the Texas Paralyzed Veterans Affair (TPVA) organization in the Houston area. This
study included participants from various ethnicities and backgrounds. The inclusion
criteria consisted of (a) participants have a SCI; (b) participants are at least 18 years of
age; (c) participants are 1-20 years post injury; (d) participants have an impairment level
of grade A, B, or C on the ASIA scale; (e) participants reside in the community; and (f)
participants have not been hospitalized within the last four weeks. The exclusion criteria
were (a) persons on ventilators, (b) persons with impairment level on Grade D of the
ASIA scale, (c) persons living in a nursing home, and (d) persons with any significant
neurological disorder other than SCI (e.g. stroke, traumatic brain injury).
Data Collection Procedures

After obtaining approval from both the Texas Woman’s University Institutional
Review Board as well as the PVA organization, eight community living participants were
recruited. The participants signed a consent form indicating their willingness to
participate in this study.

Each participant was interviewed individually in person by the investigator for 60
minutes. Interview questions werc used along with prompts, if necessary, to elicit greater

details. Interviews were audiotaped upon the participant’s approval.
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To quantitatively measure the QOL of individuals with SCI, the researcher used
the standardized generic version of the QLI (Ferrans & Powers, 1985). The QLI is a self-
administered questionnaire but can also be administered in an interview format. The QLI
consists of two parts. The first addresses satisfaction with daily life and the second covers
the importance of activities of daily living (ADL). Each of the parts consists of 33 items.
All of the items are used to calculate a total score, which reflects overall QOL. In
addition to the total QOL score, four subscale scores are obtained: (a) Health and
functioning, (b) Social and economic, (c) Psychological/spiritual, and (d) Family.
Responses are ranked from 1 to 6, with 1 representing very dissatisfied or unimportant
and 6 representing very satisfied or important. Scores ranged from 0-30, with higher
scores viewed as indicative of higher QOL. The QLI can be completed in 10-20 minutes.
Data Analysis

Audiotaped data were transcribed verbatim using a private transcriber hired by the
researcher. Participants’ names were omitted. Transcripts were subjected to open coding
analysis by the researcher and three coders familiar with qualitative methodology. The
readings were completed until redundancy was reached. Then, the codes were identified
and described by the author and the coders and placed into emerging clusters of themes
(Patton, 2002). To ensure credibility and quality of the findings, member checking and
data triangulation techniques were utilized (Krefting, 1991; Patton, 2002). The researcher
reviewed the data with the informants to ensure that these data reflected their own
experience via a member check. To determine the mean and standard deviation of the

overall QOL score and the four subscale scores for the sample, the researcher used SPSS
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software, version 15. The researcher followed scoring instructions of the generic version
of the QLI available online (Ferrans & Powers, 1998).

Results
Characteristics of the Sample

Demographic data of the key informants are summarized in Table 9. The
demographic variables for the eight American participants with SCI included gender, age
at injury, age at interview, ASIA scale scores, marital status, educational level,
employment status at the time of the injury, employment status at the time of the
interview, and the living situation. The age of the subjects at the time of the interview
ranged from 20 to 36 years (mean= 27, SD= 7.03). There were seven male subjects
(87.5%) and 1 female subject (12.5%) interviewed.

Results from Quantitative Data

Results from the QLI index revealed that American survivors with SCI had
relatively high scores in all areas of QOL measurement. The overall QLI score was 24.04
out of 30. The four subscales scores ranged from 22.63 to 24.81 (See Table 10).

The results from the QLI in this study were compared to the findings for the
general population of healthy individuals. General population data were received from
Dr. Ferrans through personal communication. According to Dr. Ferrans, subjects were
drawn randomly from a telcphone directory representing urban, suburban, and rural areas
in the Midwestern United States. Data were collected by mailed questionnaire. Sample
sizc of the general population was 339. Their mean age was 48.42 years (SD = 16.83). Of

the general population, 65.2% were male and 34. 8 were female.
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Comparison of the two groups showed that survivors with SCI in this study did
not differ significantly from the general population in any area measured by the QLI. The
overall QLI for the general population was 23 out of 30; whereas the overall QLI score
for the SCI survivors was 24.04 (See Table 11).

Themes from Qualitative Data

During face-to-face semi-structured interviews, each of the eight informants was
interviewed in a private room for duration of one hour. Each informant was encouraged
by the researcher to elaborate extensively and freely about his/her experiences, thoughts,
concerns, and feelings regarding his/her life before and after SCI, challenges
encountered, adaptation to the injury, QOL, and hope and future following the injury. As
a result, rich data were gained leading to the emergence of seven themes and sub-themes
(See Table 12). The themes were (a) attitude; (b) activity level; (c) coping strategies; (d)
support systems; (€) social labels/social ignorance; (f) hope; and (g) the future, and QOL.
Attitude

A variety of attitudes were noted among the participants, including self-
confidence, high self-esteem, optimism, determination, strong will, positive thinking, and
risk taking. Participants werc asked about how they accepted their injuries. Infonnaﬁt #1
said, “Once I broke my neck and realized that I’'m paralyzed....After that I said, “All
right. You’ve got to live on and make the best of it.” Likewise, informant #2 said, “I’m
still the same person 1 was... I’m just in a chair.” He added, “Each person is basically

Judged on how he looks at life and how he perceives it.”
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Additionally, perseverance and determination were essential characteristics of
success following an injury. Informant #8 reported that having those two traits were
important because nothing could stop an individual from doing anything that he/she liked
to do. At the same time, free spirit and strong will were also distinctive features which
allowed the person to successfully handle a devastating condition such as SCI. Informant
#3 believed that after his injury, he was a very strong person and he was levelheaded and
free spirited. Similarly, informant #4 reported that he tried positive thinking. At the same
time, he was explorative and very optimistic. He said,” I am willing to explore and do
anything...I am not going to have anything holding me back.”

Activity Level

Most of the participants were very active before the injury and continued to be
productive after the injury. They either worked or went back to school. Informants #1, 2,
6, and 7 were working full time, and informants #3, 4, 5, and 8 were students. Informant
#2 had his own medical business company. Additionally, a majority of the participants
enjoyed outdoors activities as well as sports activities. For instance, informants #1 and #2
loved hand cycling. Informant #2 also enjoyed traveling. While, informants #1, 2, 3, 4,
and 5 played wheelchair quad-rugby, informants #6, 7, and 8 played wheelchair
basketball. Informant #4 enjoyed boating and fishing while #7 liked water skiing and
upper body strengthening cxcrcises.

Most of the participants agreed that the kinds of sports they practiced helped them
in many ways. Regularly playing sports helped them to stay in shape, be happy, and have

fun. Playing sports also kept them healthy and satisfied with their lives. Informant #1
99



described advantages of sports by saying “I haven’t allowed my injury to change me too
much.” Informant #2 believed that when he started playing rugby, it opened a many doors
for him personally, socially, and professionally.

Coping Strategies

As a result of the occupational challenges encountered while performing their
different roles, the participants generated various coping strategies. Such strategies
helped them to overcome the encountered challenges, maximized their own functioning
and allowed them to actively participate in meaningful occupations at school, work and
home. As a means of adaptation, informant’s #1 coping strategy consisted of his ability to
relearn doing things in new ways. For instance, informant #1 reported that he held onto to
his small son’s belt so that he could not run off.

Exploring new adaptive strategies that were satisfying to the individual was one
way to elicit an adaptive response. For their school assignments and projects, informants
#3 and 5 utilized their laptops and other special note taking devices such as speech
recognition software (e.g., Dragon Naturally Speaking). Another means of adaptation
occurred through the utilization of peer support. The majority of the participants utilized
their peers as a way to receive support and advice from others to overcome the challenges
in their lives. For example, informant #6 believed that peer support from the wheelchair
baskctball team helped her to overcome some of her occupational challenges. Informant
#4 said about his peer support, “Getting to know how they lived their lives and seeing

them out doing stuff. They havce families and kids and they do everything. So I mean it
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really changed my outlook and it helped.” Similarly, informant #5 liked the support that
he received from his rugby team peers. He believed they were very supportive.

For some of the SCI survivors, being innovative, asking for help when needed,
and having faith in God were key factors in their desired adaptive responses. For
example, informant #2 believed that he adapted to his injury through trial and error.
Likewise, informant #6 believed that the major factor to her success was the ability to try
to figure things out in different ways.

Asking people for help was another way that survivors coped with their injuries.
For example, informant #8 said, “When I’m feeling tired, I’1l ask people for help.”
Informant #4 relied on his friends for different kinds of transfers when they went fishing
or boating. Furthermore, faith in God was an important factor in the adaptation process
following SCI. For example, informants #7 and 8 believed that God had a reason for their
SCI. For example, informant #1 said, “You just have to go with what God gave you.”
Support Systems

Most of the participants in this study expressed their satisfaction with the therapy
services received during their rehabilitation. The majority of them reported that they
benefited from their rehabilitation and health care providers. Occupational therapy (OT)
and physical therapy (PT) played a huge role in their success following injury. Most
participants with SCI reported that rehabilitation team members were very skillful,
knowledgeable, and hard working. They encouraged them to be active and productive.

Informant #5 said, “My OT hclped me the biggest, he was teaching me how to get
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dressed and get out of bed...That was my biggest thing; I couldn’t do that for a long
time.”

Caregivers, family members, and extended relatives were instrumental to
participants through their help and support during recovery. For instance, informants #1
and 2 reported that their parents and wives played a key role in their successful
adaptation. Informant #6 reported that she had good support from her husband and her
parents. Like wise, informants #3, 4, 5, and 8 had good support from parents and peers

Governmental support was another factor that contributed to the SCI survivors’
success following their injuries. The majority of the participants agreed that the
Americans with Disabilities Act (ADA) played a huge role in recovery. They reported
that they could now go anywhere easily without facing restrictions or problems. For
instance, those who were still in school (informants# 5 and 8) believed the physical
environments of their schools were very accessible.

Social Labels/Social Ignorance

The participants reported that American society seemed to stigmatize people with
disabilities. The majority of the participants agreed that there was a social label attached
to pcople in wheelchairs. Informant #1 said, “They automatically assume that you need
help with everything when you generally don’t....They will come up to you and want to
push you or help you put your chair together.” Likewise, informant #6 added, ” We’re all
normal...and that stigma that we sit at home and look out the window and twiddle our
thumbs is a very big stereotype.” Ignorance was also perceived as a cause of stigmatizing

behavior in American socicty. Social ignorance was commonly reported by the
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participants. For example, informant #2 believed that people are not comfortable with
people with disabilities because people might be scared of being around them.

Astonishment, gazing, and fear were typical behaviors demonstrated by the public
when they encountered wheelchair users. Informant #3 said, “I get used to the people’s
glance and that goes out the window.” Informants #7 and 8 agreed that when some people
look at an individual using a wheelchair, they want to say or ask something but they do
not do so because they are afraid. Additionally, some people tended to avoid directly
looking at the individual. For instance #5 said, “You can still see that pity look, they
always look at your legs before they do your face.”

The majority of the participants in this study believed that social stigma would
always be there. Most of them agreed that they have learned to ignore such behavior and
not let it bother them. The informants seemed to feel that some people in American
society have diminished understanding about the skills of individuals with disabilities
because people do not make an attempt to learn about the world of people with
disabilities.

Hope, the Future, and QOL

Several participants indicated that the support they received from family
members, relatives, friends, and others contributed significantly to their self-esteem,
cnhanced their psychological status, prompted their adaptive responses, and promoted
their health and QOL. Hope was a strong facilitator of the client's adaptive responses

because hope substantially motivated the clients to believe that a satisfying life awaited
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them. Hope led a majority of SCI survivors to overcome their challenges and to live their
lives successfully.

Most of the participants in this study were very hopeful. Informant #1 hoped to
maintain his health, be involved more with his family and earn his doctorate degree.
Informant #2 planned to have his business grow and to have a baby. Informants #3, 4, 5,
and 8 hoped to get a job, get married and have children. Informant #6 hoped to be more
in shape and have children. Informant #4 hoped to graduate and get a job. Likewise,
informant #8 hoped to play for the USA wheelchair basketball team.

Some participants had worries about the future. Some were unsatisfied with the
employment system for people with disabilities. They believed that ADA did not help
people with disabilities at the employment level. Some of the participants reported that, at
present, there was a great deal of discriminations in terms of job selection and approval of
people with disabilities. Informants #4, 5 and 8 expressed their worries about their future
work after graduating from school. They thought that some people do not like to hire
people in wheelchairs. Some participants reported that there are others who think that
people with disabilities cannot do the work or they are not fully capable. Because of his
disability, informant #4 worricd about gaining employment and having a steady job.
Similarly informant #5 expressed his worries about his future job. He said, “I am going to
try hard to get employed.”

Discussion
The purpose of this mixed design study was to investigate the QOL of a sample of

Amcricans who were SCI survivors. Quantitatively, the study utilized Ferrans and
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Powers QLI to understand the overall QOL of the survivors as well as specific domains
of life of their lives including health and function, social and economical,
psychological/spiritual, and family. Qualitatively, this study aimed at identifying factors
that influenced the SCI survivors’ QOL. From their perspectives, the effects of the injury,
challenges encountered and subsequent impact on their occupational performance,
adaptation, and QOL were examined.

The first research question in this study addressed how Americans with SCI
perceived their roles before and after the injury. The face-to-face interviews in this study
showed that participants were satisfied with their lives before the SCI. Similarly, after
their injuries; most of them were very active and productive. The majority of the
participants were either working or attending school. Additionally, most of them enjoyed
playing sports and other outdoor activities. As a result, most of the survivors with SCI
were able to carry out their roles at different levels (personal, school, work, and society)
and they appeared to be satisfied with their lives.

Quantitative results from Ferrans and Powers QLI — III questionnaire in this study
supported literature that individuals following SCI can still have good QOL (May &
Warren, 2002; McColl et al., 2002). American SCI survivors rated their QOL high in all
arcas of the questionnaire (mcan score = 24.04). They also showed that they were
satisfied with other domains of life including health and function, social and economic,
psychological/spiritual, and family. Their QOL scores in the Ferrans and Powers QLI-III
were similar to the general population. The results of this study contradict other studies

which have indicated that QOL for persons with SCI is lower than non-disabled controls
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and the overall population (Bach & Tilton, 1994; Clayton & Chubon, 1994, Decker &
Schulz, 1985; Krause & Crewe, 1991, Rintala, Young, Hart, Clearman, & Fuhrer, 1992;
Siosteen et al., 1990). There are possible reasons for the perceived high QOL among
survivors with SCI. Due to the duration of their injuries, most of the American survivors
seemed to have successfully adapted to them over time. As a result, they appeared able to
adjust to most psychosocial problems following their SCI. Such adjustment to their
psychosocial issues might have facilitated the participants' desired role performance and
his/her ability to overcome any encountered challenges. Additionally, participants in this
study had excellent support systems which helped them not only to promote their healthy
outcomes but also to improve their QOL.

The second research question in this study investigated how Americans with SCI
adapted to their injuries. Through qualitative data, this study showed that participants
utilized various adaptative strategies to overcome their occupational challenges. This
study showed that Eight American participants adapted successfully to their role
functioning following injury.

The perceived high QOL of the American participants with SCI was further
cxplored using the Occupational Adaptation (OA) model as a guide for interpretation of
study findings. According to Schkade & Schultz (1992), humans experience a normative
internal process in periods of transition. This process is called occupational adaptation.
The OA model views the process of occupational adaptation as one that emerges from the
complex interaction of person, context, and occupation. Transition in life, such as what

occurs in SCI, did not represent difficulties for the Americans due to various possible
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reasons. At the personal level, the majority of the participants were motivated to adapt to
their injuries and to continue living as satisfied and happy as possible. Additionally,
participants in this study had excellent support systems (context) from their caregivers,
family members, Americans with Disabilities Act (ADA), and the physical environment.
In terms of occupational performance, most of the participants with SCI were
independent in their basic ADLs and Instrumental ADLs such as shopping, doing
laundry, taking part in social and leisure activities, and driving or arranging
transportation. Additionally, the participants were very active and productive in various
other occupations including leisure activities, school, and work. Such complex
interactions facilitated the adaptation process of the American SCI survivors. At the same
time, it can be argued that participants’ abilities to adapt facilitated their participation in
the above mentioned occupations. The majority of the participants in this study appeared
to have a desire for mastery, internal motivation, and participation in those meaningful
activities and occupations. That desire promoted more balance in the participants’
subsystems (psychosocial, cognitive, and sensorimotor) and assisted them in overcoming
the encountered challenges and producing successful adaptive responses.

The third research question in this study addressed how the occupational
cnvironment in America impacted adaptation following a SCI. This study showed that the
American environment is oftcn accessible for people with disabilities. The American
environment facilitated greater community participation among SCI survivors without
restrictions. Therefore, such supportive occupational environments enabled the SCI

survivors’ successful adaptation.
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Participants identified several environmental factors that they perceived to have
facilitated their QOL, including supports from their caregivers, family members, and
peers. Additionally, effective rehabilitation services were vital for their successful
recovery following injury. Most of the participants praised the SCI rehabilitation services
in the U.S. They appreciated rehabilitation’s effectiveness and usefulness in terms of
facilitating them to be physically strong, independent in their self-care, and preparing
them for a new and challenging world. On the other hand, this study showed that there
were some obstacles that prevented successful adaptation of people with disabilities.
Most SCI survivors complained of societal stigma and social ignorance. Such negative
attitudes could present challenges to some of the participants because such negative
attitudes could disrupt their adaptation process as well as their QOL. As a result, such
significant environmental factor requires closer attention from occupational therapists,
other health care providers, and caregivers in order to understand how the environment
has an effect upon health outcomes. Additionally, policy makers and health care
managers need to acknowledge the issue of societal stigma and societal ignorance. They
should understand its consequences and find solutions for these concerns when they are
formulating health care policics. Such planning is essential because of the effect such
plans could have in integrating SCI survivors into the community. Acknowledgment and
understanding of the world of the person with disability could provide first steps to an
improved community life for pcople with disabilities.

The fourth research question in this study investigated the perceptions of the

future for Americans with SCI. Findings from this study showed different perceptions
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about the future and life satisfaction. Specifically, this study showed that some SCI
survivors, who were still students, expressed their worries about future employment.
Unfortunately, some of them believed that job discrimination was still present in the
society. Consequently, most of the students with disabilities in this study had some
doubts and concerns about their future.
Implications for Occupational Therapy

All eight participants in this study were occupationally engaged at various levels
(person, leisure, school, work). Research in SCI demonstrates that occupation promotes a
person’s health and QOL (Dijkers, 1997; Fuhrer, 1996). Additionally, occupational
therapy literature (Dooley & Hinojosa, 2004; Duncan-Myers & Huebner, 2000; Huebner
et al., 2003; Laliberte-Rudman et al., 2000) has documented the value and effect of
occupation upon the individual’s health, well-being, and QOL. This evidence is also in
accordance with the belief of occupational therapy that health and well-being are
maintained through active engagement in meaningful occupation (AOTA, 2002).
Similarly, the World Health Organization (WHO) believes in the association between
positive health and what people do (WHO, 2001). When asking participants in this study
about the value of occupational engagement, informant #1 said, “It makes me feel good
that I am doing something... also that help other people...I like to work.... It makes me
fecl whole, it makes me feel good.” Likewise informant #5 said, “It gets me out and that
was great when I went back to school, working for the recreation center just because I

could talk to everybody, worked on my social skills.” These perceptions demonstrate the

109



value of occupational performance and its relationship to the high scores of QOL
reported by the American participants.

Such evidence should encourage occupational therapy researchers to continue
exploring the value and benefits of occupation to the individual. Occupational therapy
researchers are needed to further investigate and understand the value of occupational
performance and occupational roles on a person’s health and QOL. Their work can
demonstrate that occupational roles and active occupational engagement are necessary for
a successful and productive life. Accordingly, occupational therapy researchers can
advocate the value of their unique profession among other health care disciplines.
Occupational therapy is a vital profession that enables clients with disabilities to stay
healthy, accomplish life necessities, and improve life satisfaction through participation in
purposeful and meaningful occupations.

Significance of the Study

This study explored the QOL of adult American SCI survivors. It demonstrated
the utility of the OA framework as a template for the interpretation of clinical research
findings by explaining the relationship between occupational challenges, adaptive
responses and a person’s QOL. The study also identified a plausible relationship between
occupational performance and a person’s health, well-being, and QOL. The current
rescarch showed that further attention should be given to the study of QOL with SCI

SUrvivors.
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Limitations of the Study

This study had some limitations. First, current study consisted of a small sample
size. Second, the participants in this study were from a convenient sample and not
randomly selected. Third, they were self-selected and came from a particular social
activity group of SCI survivors. Therefore, participants in this study could not represent
the attitudes of the majority of Americans with SCI. Fourth, further research studies are
needed to support the utility of the OA framework with other chronic physical conditions
such as traumatic brain injuries, stroke, or multiple sclerosis.

Conclusion

According to this study, Americans with SCI have a good QOL. This study
presented insights from SCI survivors about their QOL as influenced by their injury.
Utilizing OA as a framework, the adaptation and QOL of American SCI survivors were
explored. This study emphasized the complex interaction between person, occupation,
adaptation, and environment by identifying possible components of QOL including self-
confidence, self-esteem, internal motivation, occupational performance, successful
adaptive responses, rehabilitation services supports, social supports, environmental
accessibility, and government support. To allow American individuals with chronic
conditions to continue cxpericncing a good QOL, psychosocial follow- up services and

studics are recommended to overcome present social stigma/social ignorance.
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Table 9

Background Information on Participants in Study III

Subjects Age/ ASIA Scale  Years Marital Educational Employment Ethnicity
gender Post Status Status Status
Injury

#1 36/male Low 16 Married More than Employed Caucasian/
Tetraplegia High School White
ASIA AB,C

#2 36/male Low 19 Married More than Employed Caucasian/
Tetraplegia High School White
ASIA AB,C

#3 20/male High 3 Single High School  Student Caucasian/
tetraplegia White
ASIA AB,C

#4 24/male High 5 Single High School  Student Caucasian/
tetraplegia White
ASIAAB,C

#5 23/male Paraplegia 6 Single  High School  Student Caucasian/
ASIAAB,C White

#6 27/female  Paraplegia 10 Married More than Employed Caucasian/
ASIA AB,C High School White

#7 36/male Paraplegia 13 Single High School Employed Hispanic
ASIA AB,C

"8 21/male  Paraplegia 10 Married High School ~ Student African
ASIA AB,C American
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Table 10

Sample Means and Standard Deviations

QOL Scores Mean Standard Range
Deviation

QLI 24.04 4,07 16.26-29.25

HFSUBa 24.33 4.89 13.92-30.00

SOCSUBb 22.63 3.32 18.86-28.29

PSPSUBc 24.81 438 17.86-30.00

FAMSURBd 24.47 5.16 16.50-30.00

Note. * n=8, HFSUBa (Health and Function), SOCSUBb (Social and Economic), PSPSUBc

(Psychological/Spiritual), and FAMSUBA (Family).
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Table 11

T-Test Comparisons of Sample Means with General Population Means

QOL Scores American General t-test p-value*

survivors’ Mean  Population’s

& (SD) Mean & (SD)

QLI 24.04 23.00 72 472
(4.07) (4.04)

HFSUBa 24.33 23.19 71 478
(4.89) (4.47)

SOCSUBb 22.63 21.83 .54 .589
(3.32) (4.11)

PSPSUBc 24.81 22.95 1.00 318
(4.38) (5.21)

FAMSUBd 24.47 25.60 .69 490
(5.16) (4.49)

Note. * df for all tests = 345, HFSUBa (Health and Function), SOCSUBb (Social and Economic),
PSPSUBc (Psychological/Spiritual), and FAMSUBd (Family).
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Table 12

Factors Associated with Quality of Life of SCI Survivors: Main Themes

Main Themes

1. Attitude

2. Sports Driven

3. Coping Strategies

4. Support Systems

5. Social Labels/Social Ignorance

6. Hope, the Future and QOL
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CHAPTER VI
CONCLUSIONS AND IMPLICATIONS
Introduction

This chapter synthesizes the findings of the three studies. Conclusions and
implications are discussed concerning the following topics: QOL findings from the three
studies; value of cross cultural QOL studies to occupational therapy education, practice,
and research; the importance of mixed methods design; significance of the OA model to
clinicians and researchers; implications for health care professionals and policy makers in
Kuwait, and a conceptual model.

Quality Of Life Findings from the Three Studies

This dissertation was accomplished in three separate, yet related studies. These
studies addressed the adaptation and QOL of individuals with SCI in Kuwait and the
United States through a cross-cultural perspective. This line of research was comprised of
two major goals, the first being to investigate the role of adaptation in QOL research. The
second goal involved conducting cross-cultural QOL studies among Kuwaitis and
Americans with SCI. Results from these three studies showed significant differences
between the QOL of Kuwaiti and American survivors with SCI. Findings from these
three studies could have major implications in occupational therapy both nationally and

internationally.
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The first study compared the Health Related Quality Of Life (HRQOL) of adult
Kuwaitis SCI survivors with American SCI survivors and normative data for the
American general population. Three research questions were proposed, beginning with
how Kuwaitis with SCI perceived their HRQOL compared to that of American general
population norms. Results showed that adult Kuwaitis with SCI had a significantly lower
HRQOL compared to that of American general population norms on all eight subscales
and the two composite summaries of the SF-36 (PCS and MCS measures). When
compared to the American normative sample, the Kuwaiti participants with SCI had poor
QOL in their functional activities and in their psychological well-being.

The second research question in this first study investigated similarities and
differences of perceived HRQOL between adult Kuwaitis and American SCI survivors.
As cited in the Forchheimer et al. study (2004), the scores of Kuwaitis proved
significantly lower on three of the subscales (i.e., social functioning, role emotional, and
mental health) and the MCS of the SF-36. This meant that Kuwaiti participants scored
considerably lower than the Americans in regard to mental health and psychological well-
being. The last question in this first study addressed the implications of the findings for
occupational therapy practice. Findings from the first study indicated that occupational
thcrapy practitioners in undcveloped countries need to broaden their views when working
with people with chronic disabilities. They must recognize that, regardless of disability,
cvery human being has the potential for a high QOL. Occupational therapy assessments
and therapeutic interventions should clearly incorporate the person’s well-being, life

satisfaction, and QOL. Furthcrmore, occupational therapists working in undeveloped
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countries must recognize the essence of holistic occupational therapy services that can
impact the lives of people with SCI. Using a client-centered approach, occupational
therapy practitioners can closely work with their clients to attend to the multidimensional
domains of QOL such as emotional health, social functioning, community integration,
and psychological well-being in addition to general health, physical ability, and
functional status.

The second study aimed to gain a deeper understanding of the perspectives of
Kuwaiti individuals about their occupational challenges, adaptive responses, and life
satisfaction following a SCI. Four research questions were posed. The first addressed
how Kuwaitis survivors perceived their roles before and after the injury. Face-to-face
semi-structured interviews in this study revealed that Kuwaiti participants were satisfied
with their lives before the SCI. After the injury, qualitative data showed that the majority
of them were dissatisfied with their lives. The majority of the participants were
unemployed and relied on a government pension. Most of them had lost their functional
roles of work and leisure and they had become passive and unproductive. Consequently,
when assessing their QOL, the Kuwaitis rated it as poor.

The second research question in this study investigated how Kuwaitis with SCI
adapted to their injuries. Qualitative data showed that adaptative strategies varied among
participants. Of the eight Kuwaiti participants, five were unable to adapt successfully to
their previous role functions following injury. Only three Kuwaitis apparently were able
to adapt successfully to their injury. These three were able to carry out their roles of

work, leisure, and outgoing activities. As a result, they appeared to be satisfied with their
118



lives. The third research question in this study pertained to how the occupational
environment in Kuwait impacted adaptation following SCI. This study showed that the
Kuwaiti environment is often inaccessible, containing multiple restrictions and barriers
for people with disabilities such as SCI. There were various obstacles in the occupational
environment including an inaccessible community, societal stigma, restrictions imposed
by caregivers, and ineffective SCI rehabilitation. It appeared that these unsupportive
occupational environments contributed to the Kuwaiti SCI survivors’ unsuccessful
adaptation. The fourth question in this study explored perceptions of the future for
Kuwaitis with SCI. Unlike the female participants, the findings showed that some
Kuwaiti male participants were hopeful and optimistic about their future. Two female
participants reported that they could not successfully perform different occupational roles
in life because they used a wheelchair.

The third study helped to gain a deeper understanding from the American SCI
survivors about their occupational challenges, adaptive responses, and life satisfaction
following injury. This study explored four research questions. First, it addressed how
Americans with SCI perceived their roles before and after the injury. Face-to-face
interviews in this study showed that participants were satisfied with their lives before the
SCI. Similarly, after their injurics most of the participants were very active and
productive. The majority of thcm were either working or studying. Many of the
participants enjoyed playing sports and other outdoor activites. Results from the Ferrans
and Powers QLI showed Amecrican SCI participants rated their QOL as high. The second

question focused on how Amecricans with SCI adapted to their injuries. The qualitative
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data here revealed various unique adaptative strategies used by participants to overcome
their occupational challenges. Eight American participants seemed to have adapted
successfully to their role functions following injury. Most of these participants indicated
they were able to carry on their functional roles at different levels (personal, school,
work, and society). As a result, they appeared to be satisfied with their lives.

The third question in this study addressed how the occupational environment in
America impacted adaptation following SCI. This study confirmed that the American
environment is often more accessible for people with disabilities in contrast to the Kuwait
environment. The American environment facilitated greater community participation
among SCI survivors. Such supportive occupational environments enabled the American
survivors’ successful adaptation. The last question in this study dealt with the perceptions
of the future for Americans with SCI. Some participants, who were still students,
expressed their worries about future employment.

Unfortunately, some also felt that job discrimination still occurs in American
society. Most of the students in this study held some doubts about their future. Despite
confirmation that an American environment fosters better community participation and
options for survivors, their concerns remain similar to that of Kuwaiti survivors. These
similarities and differences rcinforce a need to conduct cross cultural studies.

The participants in the third study were from a convenient sample and not
randomly selected. In addition, they were self-selected and came from a particular social

activity group of SCI survivors. Therefore, participants in this study could not represent
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the attitudes of the majority of Americans with SCI. Thus, findings of current study could
not be generalized to all Americans with SCI.
Value of Cross Cultural Quality Of Life Studies to Occupational Therapy Education,
Practice, and Research

The three studies in this dissertation have shown the value of cross-cultural
studies. Cross cultural studies are of great value to health care professionals including
occupational therapists because they serve as a means of comparing and contrasting
occupational challenges, rehabilitation environments and QOL. The findings from these
three studies emphasize the importance of cross cultural studies in that education and
increased awareness among occupational therapists is important and could have an
influence on improving practice, thereby improving clients’ QOL.

These studies could inform occupational therapy educators of the value of
conveying to students how culture influences QOL not only for SCI survivors but also for
persons with other types of disabilities. By having educators convey the value of
assessing QOL nationally and internationally among individuals with chronic conditions,
stigmas or negative perceptions of disability among cultures could be lessened. By
working with people from diffcrent backgrounds, cultures, and ethnicities, occupational
therapy students stand to broaden their views. As their perspectives expand, this can in
turn affect individual outcomes by changing the client’s view or perspective on his/her
disability and QOL.

Each person with a disability values and recognizes his/her QOL differently. As

an cxample, the World Hcalth Organization (WHO) now emphasizes the need for further
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understanding of the individual’s overall perception of and satisfaction with how things
are in his/her life. The WHO believes in the relationship between positive health and
what people do. In terms of occupational therapy, this concept reinforces the importance
of facilitating clients from different cultures and backgrounds to adapt. Occupational
therapy students must understand that it is essential to look at the individual holistically.
More specifically, they must consider the individual’s perception of his/her physical,
mental, emotional, cognitive, social, role functioning as well as his/her perception of
health and well being. Quality of life is an important index of outcome after injury and is
likely to be more relevant to the individual than the impairment or disability (Dijkers,
1997; Fitzpatrick, et al., 1992).

Going one step further, occupational therapy educators need to consider the
relationship between occupation and QOL. Functional engagement of an individual in
his/her desired occupational roles (i.e., home, school, workplace, and community) is
extremely relevant to his/her QOL. The three studies in this dissertation as well as others
(Dijkers, 1997; Fuhrer, 1996) demonstrate how engagement in occupational roles
correlates significantly with an individual’s QOL. This evidence is common across
cultures. It is also is in accordance with the belief of occupational therapy that health and
well-being are maintained through active engagement in meaningful occupation (AOTA,
2002). Both nationally and intcrnationally, occupational therapy educators must work to
teach students about the major role occupational performance has in shaping a person’s

health, well-being, and QOL.
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From a practical perspective, QOL is important in measuring the effectiveness of
occupational therapy interventions. For instance, the second study reported that
ineffective SCI rehabilitation services might have contributed to poor QOL for most of
the Kuwaiti participants. On the other hand, American survivors had higher QOL than the
Kuwaitis and reported feeling very satisfied with their rehabilitation services. In future
practice, it may be useful to review a client’s QOL and how it relates to the level of
satisfaction with the effectiveness of occupational therapy.

Occupational therapists should recognize the essence of comprehensive services
that contribute to the lives of people with chronic conditions. Evaluations and therapeutic
interventions should go beyond traditional measures of clinical status e.g., range of
motion, endurance, muscle strength. Rather, practitioners need to attend to the
multidimensional domains of QOL such as general health, physical ability, psychological
well-being, functional status, occupational performance, self-fulfillment, and self-worth.
Since one of the ultimate goals of occupational therapy services is satisfactory QOL,
occupational therapy practitioners need to broaden their views when working with people
with chronic disabilities. Instead of focusing only on the impairment level, they should
view their clients holistically. Occupational therapy assessments and therapeutic
interventions should clcarly cmphasize the person’s well-being, life satisfaction, and
QOL.

Literature from the three studies in this dissertation have shown how researchers
have long been interested in studying and assessing QOL in terms of the differences and

disparities among various cthnic and cultural groups (Fabian, 1990; Fuhrer, Fuhrer,
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Garber, Rintala, Clearman, and Hart, 1993; Rintala, and Hart, 1993). Ethnic and cultural
differences in the patterns of rehabilitation outcomes and disability are important because
they may provide data on how QOL for certain groups changes over age and time.

For example, the cross cultural findings from the first study showed that
Americans and Kuwaiti have different emotional and social conditions following SCI.
Due to apparent differences of the availability of resources in these two countries, the
survivors with SCI had significant differences in terms of their emotional and
psychological well-being as measured by the SF-36. Qualitative data supported the
quantitative findings in that the Kuwaitis did not have adequate psychosocial support,
governmental support, effective rehabilitation and accessible physical environment.
Therefore, limited resources in Kuwait could affect the HRQOL of the Kuwaiti survivors
with SCI in terms of mental, emotional and social conditions.

On the other hand, due to the availability of various resources in the U.S., the
American survivors with SCI reported better emotional and psychological well-being
than Kuwaitis as measured by the SF-36. Qualitative data revealed that the Americans
had adequate psychosocial support, governmental support, effective rehabilitation and
accessible physical environment. Such resources seem to facilitate the adaptive responses
of thc Americans following their SCI. They rated their HRQOL as good in terms of their
mental, emotional, social wcll-being.

Findings of QOL from cross cultural studies may lead to indicators of future

disability trends that could aid in the development of health policy.
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Research in the area of QOL can contribute significantly to the field of
occupational therapy in two important dimensions. First, occupational therapy
researchers can consider the complexity and multifaceted concept of QOL. Second,
occupational therapy scholars should investigate the significant impact of occupational
performance and functional engagement on a person’s QOL. Evidence from the three
studies showed that occupational performance played a major role in promoting a
person’s health, well-being, and QOL. Increased research could demonstrate how
occupational roles and active occupational engagement contribute to successful and
productive life. Accordingly, occupational therapy could be viewed as a vital service
enabling clients with disabilities to stay healthy and gain life satisfaction through
engagement and participation in purposeful and meaningful occupations. Moreover,
occupational therapy could help persons with disabilities regain or retain important
connections to their communities and peers through their participation. These types of
connections are essential for reinforcing life satisfaction and reducing social stigmas
about disabilities. Additional investigation is needed to fully understand the value of
occupational performance and the impact of occupational roles on a person’s QOL.

Importance of Mixed Methods Design

This dissertation cmployed different types of research designs. The first study was
quantitative in design. It utilized a quantitative measure, the SF-36, to compare HRQOL
among Kuwaiti and American survivors with SCI. This research was helpful in yielding
numerical values for the HRQOL comparison between the two groups. The objective

measures of SF-36 had many limitations with respect to its use among individuals with
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SCI. The SF-36 was not developed specifically for individuals with SCI. Therefore, the
relevance of the measure’s content is questionable, lacking enough consistency and
sensitivity to be able to capture changes in beliefs and personal values among individuals
with SCI (Tate et al., 2002).

When utilizing the SF-36 in the first study, it was assumed that QOL included
only eight elements of life (physical functioning, role physical, bodily pain, general
health, vitality, social functioning, role emotional, and mental health). The study was
based on the underlying assumption that QOL has elements that are common to all
people. In fact, this assumption may not necessarily be valid because each individual may
value life differently. In fact, in the first study, little was known about SCI survivors’
values and preferences regarding what domains or factors were important for their QOL.
As an example, other domains such as occupation, adaptation, employment, sexual life,
having and raising children, financial life, and leisure activities could also be addressed
as important dimensions to a person’s QOL. The first study lacked enough information
from the SCI survivors to understand how the eight experienced SF-36 factors affecting
their QOL following SCI.

In contrast, the sccond and third studies utilized a mixed methods design. In
addition to the utilization of a quantitative measurement (Ferrans and Powers QLI), the
rescarcher utilized qualitative methodology. Qualitative methods are ideal when
cxploring SCI’s responses to occupational challenges, adaptive response, and life
satisfaction. Because of thc complexity of the nature of QOL, adding a qualitative

mcasurement to the quantitative approach provided an insider’s view to the picture.
126



Qualitative interviews provided the survivors opportunities to talk about their lives and
experiences in detail. Listening to an individual’s experience of SCI was of great
importance because it reflected the person’s thoughts and emotions. Through the use of
qualitative methods such as interviews, numerous quotations demonstrated the richness
of data collected when hearing the survivors’ own words (Pentland et al., 2002).
Additionally, Hammell (2007) also believed that individual issues are best served by
using subjective means to measure QOL. Thus, qualitative research in this dissertation
helped in understanding what underlies unexplained phenomena such as a QOL
following a SCI. The use of a combination of subjective and objective measures in the
second and third studies allowed the researcher to develop a greater understanding of the
nature of QOL after a SCI. Using mixed method designs was very important due to the
multifaceted and multidimensional aspects of QOL. This technique allowed participants
to elaborate on the perception of a complex topic such as QOL following a chronic
injury. The mixed methods design in the second and third studies provided a look into the
individual’s perspective of various life domains including the physical, emotional,
cognitive, social, occupational role, spiritual, cultural, as well as his/her perception of
health and well-being. The cxploration of individuals’ perspectives objectively and
subjectively is increasingly recognized as an important approach to further understanding
the magnitude of QOL to the individual (Hammell, 2007). The third and second studies in
this dissertation also provided suggestions to clinicians that clients’ values and
preferences need to be addressed in treatment planning and evaluation. This suggests the

client centered approach by pointing out that the person himself must be involved in their
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own rehabilitation. Clinicians must actually involve their clients in the process because
ultimately they affect their outcomes and in turn, QOL.
Significance of the OA Model to Clinicians and Researchers

According to Schkade and Schultz (1992), adaptation is the process by which
humans achieve satisfaction that is triggered by internal and external needs, desires, and
requirements. Occupational adaptation is a normative and cumulative process that leads
to competence in occupational functioning. This results from the interaction between the
person and his/her occupational environment through participation in occupation
(Schkade & Schultz, 1992). The theoretical understanding of a disability through the
Occupational Adaptation (OA) framework allows clinicians as well as researchers to take
account of the important role of the environment, occupational performance, and the
adaptive response in influencing a person’s health, well-being, and QOL.

In the second and third studies, the OA framework helped in understanding the
adaptation process following a chronic condition such as SCI. The OA helped to identify
factors that may explain the relationship between adaptation and QOL. Research from
these findings showed that duration post injury could play a major factor in explaining
why people have different QOL following an injury (Krause & Broderick, 2005). For
cxample, participant # 2 in the second study reported high QOL scores in the overall QLI
scorc as well as in the other four subscale scores of the QLI. This participant had a long
time duration post injury of 20 years. Qualitative data revealed that this individual was
successfully adjusted to his injury in terms of physical independence, mobility, emotional

relationships, financial status, and social integration. His adaptive responses helped him
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to meet his occupational challenges and improved his relative mastery which led him to
be highly satisfied in life.

In contrast, short time duration post injury could have a negative effect on the QOL of
the individual. This was evident in the third study when seven of the eight participants
reported high scores in the QOL measurements. However, participant # 3 reported poor
QOL scores in the overall QLI score as well as in the other four subscale scores of the
QLI. Qualitative data revealed that participant # 3 was not yet successfully adjusted to his
injury. Apparently, due to his shorter time post injury, he reported that he was still
dependent on transfers and mobility. He had very limited personal relationships and
leisure activities, was not fully integrated into the community, and was unstable
financially. In turn, this individual reported experiencing some occupational challenges
following his injury and had not seemingly fully adapted to his injury as reported by poor
QOL measuré.

The key elements of the occupational adaptation (OA) model are geared toward
understanding the actual process of human adaptation, focusing on the client’s adaptive
response, and emphasizing the role of occupational environment (Schultz & Schkade,
1997). The onset of a sudden scvere disabling condition such as a SCI results in profound
disruption in a person's lifc and social situation. Changes in life roles of persons due to
chronic conditions such as SCI influenced their ability to satisfactorily perform their
various life roles. In fact, such changes represented huge challenges to some people with

SCI, especially the Kuwaiti survivors.

129



Because reactions to disabilities vary, each individual with SCI presented a
unique adaptive process to his/her injury. The second and the third studies in this
dissertation revealed that people coped differently to a stressful situation following an
injury. The second study showed that few Kuwaitis with SCI utilized adaptative
strategies to overcome their occupational challenges. What adaptive strategies they used
consisted of exploring new leisure activities that were enjoyable and satisfying to the
individual, increased faith and hope, self-determination, and participation in meaningful
occupations. Such strategies helped those Kuwaitis (informant # 4, 5, and 7) in
overcoming their encountered challenges and producing more adaptive responses. As a
result, those survivors were able to carry out their roles and appeared to be satisfied with
their lives.

Correspondingly, the third study showed that Americans with SCI adapted to their
injuries more successfully. The eight American survivors in the third study utilized
various unique adaptative strategies and even explored new ones to overcome their
occupational challenges. These included: playing sports, being innovative, asking for
help when needed, having faith in God, self-determination, and participating in
meaningful occupations. They were the key factors in coping with their injuries. Most of
thc American SCI survivors were able to carry out their roles at different levels (personal,
school, work, and socicty) and appeared to be satisfied with their lives.

According to thc OA model, adaptation to an injury is a very complex process. It
cannot be determined unless researchers understand the complex interaction between

inter- and intra-personal factors as well as environmental variables. Schultz & Schkade
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(1992) believe that the occupational adaptation framework is “a perspective that
promotes a holistic practice” (p. 829). A variety of resources were identified in the
second and third studies as contributing factors to survivors’ successful adjustment
following SCI. Some of these resources included effective rehabilitation services,
caregivers/family members’ support, extended families, peer supports, and government
support. Such a holistic view of the client could aid occupational therapy clinicians and
researchers in identifying, analyzing, and understanding the complex interaction between
person, environment, and adaptation.

According to the OA model, when the client is engaged in meaningful occupation,
the process of “doing” facilitates greater functional adaptation (Schkade & Schultz, 1992;
Schultz & Schkade, 1992). A person’s self-evaluation of relative mastery is aimed to
extend to situations and experiences outside the clinic whenever the client is faced with
future occupational challenges (Jackson & Schkade, 2001). Accordingly, in this
dissertation, specifically in the third study, eight American participants with SCI rated
their QOL as high. Those individuals appeared to have good health, well-being, and QOL
were occupationally engaged at various levels (person, leisure, school, work). Hence,
occupational performance could be the major factor in explaining the high scores of QOL
reported by Americans with SCI.

Adaptation can play an cssential role in facilitating a person’s engagement in
functional activities. Adaptivc strategies are closely connected to the achievement of life
goals and life satisfaction. Clinicians and researchers need to carefully investigate how

the integration of adaptive responses plays a key role in the dynamic relationship between
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occupational performance and a person’s QOL. To do this, it is necessary to know more
about how human beings adapt to a changing environment and how internal changes
affect their capacity to act on the environment. In summary, occupational therapy
clinicians and researchers must consider the key role of adaptation in a person’s QOL.
Implications for Health Care Professionals and Policy Makers in Kuwait

This dissertation could benefit Kuwaiti health care professionals working with
people who have acute and/or chronic conditions. This line of research could also be of
great value to Kuwaiti policy makers, managers, and program developers. Perhaps, these
findings will give insight as to how persons can live more independently within their
communities. Policy makers can introduce improved rehabilitation programs to help
citizens become motivated, regain strength, be more productive, engage in their
communities, and gain employment, thus making them productive citizens and reducing
the social stigma about disability.

There is a growing awareness that improvement in long term QOL is a primary
goal of rehabilitation (Boswell et al., 1998). The results of this dissertation pointed out
that some Kuwaiti survivors with SCI had poor QOL. On a larger scale, these findings
could be generalized to many other clients with different chronic conditions or disabilities
living in Kuwait who may also be at risk of having poor QOL. Therefore, the objectives
of SCI rehabilitation scrvices in Kuwait should not only focus on the prevention of
disability, but also on the facilitation of functional recovery, personal independence, and

the promotion of community reintegration. Findings of this dissertation require careful
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review from Kuwaiti health care professionals as well as policy makers, managers, and
program developers.

Results of this dissertation should encourage health care professionals working in
Kuwait to move away from equating QOL with functional status. Kuwaiti health care
professionals should consider the complexity and multifaceted of QOL. When working
with persons with chronic disabilities, it is very important for them to put emphasis on
other domains such as occupational performance, emotional health, social functioning,
and community integration. The rehabilitation team in Kuwait needs to move beyond
treatment for symptoms and improvement of physical function and to deal with
occupational engagement at various levels including personal, leisure, school, and work.
Health care professionals should also look at a person’s emotional issues such as hope,
self-esteem, and stress management. A person with a chronic condition should be
encouraged to be more socially involved and fully integrated into the community with the
least restricted environment. The findings from this dissertation might encourage health
care professionals in Kuwait, including occupational therapists, to be visible in
community development and advocacy activities that promote high QOL and well-being.

Every human being has the potential for a high QOL, regardless of disability.
Kuwaiti managers and policy makers should frequently examine the outcomes of their
rehabilitation programs. This dissertation should encourage policy makers, managers, and
program planncrs to attend to the client’s subjective experience of occupational
challenges, sensc of community belonging, and community participation to influence

QOL. Quality Of Lifc perceived by the clients with a chronic condition (such as SCI) is
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an important guideline for treatment planning. Kuwaiti managers, policy makers, and
managers should view a client’s QOL as a multi-factorial concept that deals with issues
of perceived disability. If a program in Kuwait is to state that it serves to improve the
QOL of clients, the program needs to evaluate QOL as defined by the clients themselves.
This dissertation can help health care professionals as well as policy makers to explore
the nature of relationships between a person’s injury, occupational performance,
adaptation, values, QOL, health and well-being. This dissertation can also help them to
identify specific factors that enable or constrain the adaptive processes of individuals
with SCIs. For instance, this dissertation highlighted on the value of purposeful activity
(occupation) as a powerful therapeutic medium that can be used to prevent and remediate
dysfunction. Findings of this dissertation also emphasized that over reliance on
techniques departs us from our real identity as occupational therapists and weakens our
body of knowledge as a unique profession. The application of the concepts, principles,
and methods of the OA framework in the clinical context are geared towards improving
the client’s overall occupational functioning and promoting health and wellness. It is
highly recommended that these concepts, principles, and methods be examined at the
national and international level where it can offer a conceptual base for intervention in
the health carc environment. The benefits of SCI rehabilitation could be enhanced if the
coping responscs and psychosocial needs of each individual were assessed early in the

process using thc OA Framework.
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life roles (home, school, work; Figure 1). As a matter of fact, due to restrictions in
participation in meaningful occupations and due to maladaptive responses, study two
showed that Kuwaiti survivors with SCI appeared to experience decreased health status
(physically, cognitively, and psychologically). In turn, they seemed unsatisfied with life
and rated their QOL as poor.

Recovery from a SCI depends on several factors that influence adaptation and
QOL including resources available to the SCI survivor to help him/her deal with the
situation. From this dissertation, the factors that influenced the adaptation and QOL of
Kuwaiti survivors with SCI were: not being able to do things that they did before the SCI,
difficulty/inability to perform the activities of daily living (i.e., dressing), difficulty
performing household activites (i.e., cooking and cleaning house), dependency on others,
limitation of participation in leisure activites (i.e., ping pong, fishing), limitation in social
participation, role changes (i.e., losing a job and retirement), and loss of control over one’
life.

The availability of resources is important to SCI survivors in order for them to
adapt to the injury. From study three, the resources that influenced adaptation and QOL
of American survivors with SCI were personal attitudes, effective coping strategies,
family support, rchabilitation services, social support, government support,
environmental accessibility, hope, and spirituality. These resources can be summarized
under four main catcgories: personal attributes, psychosocial support, accessibility, and

rehabilitation services (Figure 1). Thus, study two showed that the availability of these
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resources to American survivors with SCI helped them in being able to recover from their
SCI. They appeared to be satisfied in life and rated their QOL as high.
Conclusion

Several limitations were identified among all three studies. First, the SF-36 did
not provide a complete global understanding of an individual’s QOL and the factors that
influence it. Second, the Kuwaiti sample in this study was not randomly selected. Third,
the researcher used the normative values for the general American population because the
SF-36 normative values for the Kuwaiti general population were not available. Fourth,
the results of this study were compared to the results of a study that was 4 years old.
Fifth, the exclusion criteria in this study did not match the exclusion criteria in
Forchheimer et al. study (2004).

Studies two and three shared these same limitations. Both studies consisted of a
small sample size. The participants in both studies were from a convenient sample and
not randomly selected. In addition, they were self-selected and came from a particular
social activity group of SCI survivors. Therefore, participants in both studies could not
represent the attitudes of the majority of Kuwaitis or Americans with SCI. Thus, the
findings from both of these studies cannot be generalized to a larger population. Further
national and international research studies are needed to support the utility of the OA
framework with other chronic physical conditions such as traumatic brain injuries, stroke,
or multiple sclerosis.

The findings from the three studies hold major implications for occupational

therapy practice and rescarch. Not only did the studies demonstrate the usefulness of
137



utilizing the OA framework, they also helped explain the relationship between stressful
live events and QOL, health and individual well-being. Also, these findings could
increase awareness among occupational therapists about the factors related to successful
QOL following chronic conditions such as SCI. Cross-cultural QOL studies could
promote greater collaborative effort and support between occupational therapists

globally.
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Figure 1. A conceptual model of the relationship between person, environment,

occupation, adaptation, and quality of life.
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INSTITUTIONAL PEY:EY ROARD
‘Texas Woman's [Intversity
.. Deotos _ Dulbes  Uowslun

T INSTTIUTIONAL REVIZW BOARD - 1OUSTON CENTRR

IRB ATPROVAL FORM
Name of [avestigaror(s) Fahad S. Mance
TWU 1D¢ (1) 08317474
Name of Rescarch Advisor(s) _Gayle Ilersch, PLD
Address: 7550 Kirby Drive # 835
_Houston, TX 77030 R
Typo uf Review: ol [ Bxpodited

Nesr:  Fahad Mance

Your study entitiod: A Comparison of the Adaptation and Quality of 1ife of Individuals with Spinal Cord
Injuries from Kuwait aud the United States: A Cross Cultuen] Perspective
Ihe applicant syt campiste the top prrtion of this firm)

has been reviewed by the Institntional Review Bogrd - Houston Center and it appeans 10 meel our
requircments in regard to protection of the individual's rights,

Mease be reminded chat both the University and the Department of Heulth and Human Services
regulations typically require that signatures indicating {nformed consent be obtained from all humen
subjects in your study, These are to be filed with the Xastitntivan! Review Board Chairman. Any
exception to thix requirement is nnted bolow, Forthemmors, according tu HIHS regulutions, anuthor

review by the IRB bs required if your project changes or if it extemls beyond vnc year frum this
date of upprovul.

Any special provisions pertaining to your study are noted below:

Otlier: see afiachad shost.

No apecial pravisions apply.
Sincerely,
_Jomn D Dpd il
S Badchif{e., ThD

Chair, TRB - Houston Center

Moy < 3e0d
Date
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Office of Research

4700 Fonnln Skeel

Houston, TX 77030-2343

EXAS WOMAN'S UNIVERSITY | 713.794.2480 Fox 713-794.2488

T ———
DENTON DALIAS HOUSTON

May §, 2008

Mr. Fabad Mancc

School of OT - Gaylo Harsch Faculty Advisor
6700 L'annin Streel

Howston, TX 77030

Dear Mr. Manee;

Re:  "A Compoeison of the Adaptatinn amd Quallty of Life of Indivichais with Spinal Unrd Infuriex
from Kuwait and the United States: A Cross Cultural Perspeciive™

Your application to thz IR has been reviewed and approved.

‘Thivapproval lasts for one (1) year, The study may not continue uftcr the approval period without
ndditional IRD reviow and approval for continuation. I {2 your responsibility 10 pssure that this reudy
is 0ot conductad beyond the expiration daa,

Any changes in the sudy o Informed consent procedure must receive review und upproval prior o
implementation unless the chanpe s nocessary for the safety of subjects. 1n addltion, you must inform
the IRB of adverse events ancouniered during the study o of sy new and significant information that
may flupact & eesearch participant's safery i wiltingness to continne in your study,

Remembet o provide copios of the sigmod informed consent (o the Office of Research, IHS 10110
when the stidy has been completed, Inclode a letler providing the nawe(s) of the researcher(s), the
faculty sdvisor, and the thie of the study. Oraduation mxy be blocked unless consonts are returned.

Sincerely,

Jbs- . Radctfle

Dr. Jehn RudelifZe, Chuir
Inseitniional Review Rosrd - Houston
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School of Octupational Therapy
4700 Fannin Street, =auston, TX /03022243

EXAS WOMAN'S UNIVERSITY | 7137742128 Fax712.704.2122
R —
OENIDN DALLAS HOUSTON

TEXAS WOMAN'S UNIVERSITY
CONSEN'T 10 PARTICIPATE TN RESEARCH

Title of the Stndy: A Comparison of the Adaptation and Quality of Lifc of Individuals
with Spinnl Cord Injuriea from Kuwail and tho United States: A Cross Culturat

Pemncetive
Investigator: Fahad S. Mance, B.S¢, MStueiioiniviiaiiiiiniiieneinieee 1, 965-692-9213
Advisor: Gaoyle Hersch, PRD, OTR e enee 000l 71379422153

“Xpl 0

You are being asked (o participatc in a research study for Mr, Manoc's disscristion at
Texas Woman's University. The purposc of this sescarch is to cundugt crosy-cultural
uunlity of life studles 10 compare the challenges, coping strategies, and life sutivfaction of
individualy living with spinal cord injury. This rescarch will compare those three fuctors
among Kuwaiti and American people with spinat vord injury (SCI).

Repenr

Yot this mtudy, the investigator will ask Kuwaiti individuals with spinal cord injurics to
complete the Arabic version of Short-Forn 36-itkem Henlth Status Questionnaire {SF-36).
The questionnaire should take no more than 30 minutes of your time, The 8+-36 includes
cight areas of bealth representing how you function in your daily life, your stress, and life
satisfaction, With your voluntary sgresment, there will be an oppurtunity 1o participate in

two other interviews, May I contact you, if you are sclocted to participute in thase two
interviews.

Potential Risks

Potential risks related to your participution in the study include loss of confidentiality,
fatipue, possihle interruption of daily routine and heightened sensitivity or discamfort to
certain persemal questions, If vou feel unconiforuble or fatigucd, you may take n break (or
breuks) during the interview as needed, I vou experience increased sensitivity at any time
in the process, you may stop the interview without penalty.

p. 113

Participan' initinls

Think SUBCESS‘kThink ™WU
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Title: A Coniparisan af the Adaptarion ord Quality of Life cf Individualy with Spinal Cord lajuries from
Kuwait and tho United Statess A Couss Clturnal Peespective

Confidewtiality will be profecied by to the extem by la'r. ‘The Interview will take place in a
private locativn agreed upon by you and the investipator. A code number rather than your
name will he used on the questionnaires. ‘I'he data will be stercd 12 a socured file cabinet al
the I'1's homne. Unly, the Pl will bave direct access to the locked file cabinet. Hard enpies of
the consent form3 will be shredded within five years, iy untivipated that the results of this
sludy wiil be published in the investigator's dissertation as well as in other rescarch
publications. 1lowever, 10 names or other identifying information will be incloded in sy
publication.

Efforts swill be made 1o prevent any camplications thut could resull from (ks resesrch. You
should Jet the reseurcher hneny immediately it there is a problem and the Investigator wilt
help ns much os possible, However, it is understood that ‘loxes Woman's University does
nov provide tedical scrvices or financial nssistance for infuries that mighl huppen s u
result of your purlicipaion in the viudy.

Partivipatic

It is understood that vour participation in this research study is completely voluntary, awd
you may discontinue yaur participatian inthe sty 1% any tlime without penalty. There
are no sltemative procedures o thin sidy, This research project may not have aty
henefits 10 viou except that upon your request n summary of the results will be mailed to
you at its completion. After panleipating in this rescarch study, yvou wiil be offered
showes baskets as gifts of appreciation for taking the time e b interviewed.

Quextions Reyanding the Study

You will be given a copy of this signed and dated consent form to keep, 1f you have any
questions about the study, you wmay ask the investigator ot his advisor; their phome
numbers are at the top of this form. I your luve guestions aboul saur rights as o
parieipant in thix research or the wiry this xudy has been canducted, you may cantact the
Tusus Woman's University Office of Research at (713)794-2844 or vla c-mail at

Are you willing W punticipate in two Turther interviews relevant o the saudy:
o Yeu
v Np

FﬁJMﬂ‘ Loy 1€
“ocas Wornaek UnivowTy' .
bt uu-lz:v’mv Coert 273

tew ) ‘/ of s sttt
- Purlicipunt’s iniliuls
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Title: A Comparignn of the Adaptslicn and fuality of Lite of Individuals with Sproid £2ord Injueries from
Kuwalt and the United States: A Crast Culiral Perspecive

Signamre of Perticipant Datc

Signature of Guerdiun h Date

Tle above consenl form was voluntarily read, discussed, and signed hy the panicipant i oy
presenee.  In my opinion, thy person signing this consent Jurm did so freely and with fill
knowledpe of i contents.

Signature ot Investipatar Dnte

If you would like to receivo a mmmary nf the results of this study, please pravide an addresy to
which thic summary should be yent:

b
eppcci| By 1o p. 33

mas 3 Urivarshty
MahAoNG Hevien Baned

Participanl's inilials
__ﬁ.s&i{,ifblw !
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School of Occupational Therepy
4700 Faanin Street, Houston, TX 770302343

£XAS IVOMAN'S UNIVERSITY 7137942128 Fax 7137942122
T
BENTON DALLAS HOUSTON

TEXAS WOMAN'S UNTVERSITY
CONSENT TO PARTICIPATE TN RESEARCH

Titlc of the Study: A Comparison of thc Adaptation and Quality of Life of Individuals
with Spinal Cord Injuries from Kuwait and the United States: A Cross Cultural

Perspective
Investigator:  Fahad S. Manee, DSt M.SC..iiveenci e e eernn 965-692-9213
Advisor: Guyle Herxeh, PAD,OTR 0000 713279422183

You arc bclng asked 1 to paniclpm ina rcsc.m:h study for Mr. Manee's dissertation ot
Texan Woman's University, The purpose of this research is to conduct cross-cultural
quality of lite studies o compare the challenges, coping stratcgics, and life satisfaction of
individuals Hving with spinal conl injury, This research will cumpure those three factors
amonyg Kuwaiti and American people with apinal cord injury (SCT).

Research Procedurey

During the first interview, the primary investigator will conduct face-to-face interview.
Ihe interview questions wilt focus on the challenges dus to injury, coping strategies, and
satisfaction in lif, The primary investipator will audiotaped you during the face-to-face
inlerview (0 provide tmnsctiption of the information discussed in the interview and tn
assure the accurncy of the reporting of that information. Upon your approval, only the
primary investigator and you will be present during the interviews. The audiotaped
interview will take about one hour,

Durting the sceond interview you will be asked to comiplete a Quality of Life Index (QLY) ~
1M guestionnuize. You will be able to complete the QLI yourself. This guestionngire
consists of two parts. The lint addresses satisfaction with daily [ifc and the second covern
the importance of activides af daily living, Tt is expeetx] to fuke sbout 15 minutes of your

A t m» 1/4
G«m»r % erf!:; ot 5 4 A
'mm‘m:l Fander D29 Participant’s initials
Dot ‘ e
22 S

Think SUCCESS*Think WU
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Tithe: A Cotopirrison «lthe Adisplation wd Quality of Tile of IndiviZoals with Spinal Cord Inforics from
Kuwait and the Uniwed Statzs: A Cross Cultuzal Porspeetive

time to complete the questionnasire, If you agree 10 be interviewed in these twa dclerviews,
your total time for participation will he about vne hour @nd 15 minutes. Tnformution from
the intervicw and e Quelity ol Life Index {(Q1.1) - 11 yuestivnnuire will be caded 1o
minimice your idsnlificution when being examined or discussed. ‘The imerviews will be
done ot a private Jocation agreed upan by yon and the jnvestigaror and will be cenducted at
atime which is most covenicnt to vou,

Polertin] Risks

Paveriliul riaks related to your petticipation in the study luclude loss of confidentiality,
fatigus, possible Intczruption of daily routine and heightened sensitivity or dissomfort to
certaln personnl questions. If you foel uncemfortuble ar Ttigued, you muy ke n break (or
breuky) duning (he inwrview ud needsd. 11 von experience incrensed sensitivity al any time
in the procesa, you may stap the interview without penalty.

Cumfidentiality will be protecred to the vwtent aflowed by I, The imtesview will taks place
ina privatc location sgread upom hy you and the investigntor. A cade number sather than
your name will ke used on the audiotape ord transeriptiona.

Transeriptions mean that for the data anaiysis of the taped laterviews, audiotaped dasa
will be wranscribed versatim by o manscriber (Elizadeth Reynolds). Trunseriptions will be
subjected to open coding analysis by the rescurcher und other commiite: keam men-bery,
Transcriptions will be vaded initially sentence by sentence. Alter several readings of vach
interview, redurnduncy will be examined and wrdes witl be ceveloped. Only the
investipator and the tangeriber will have access to the andlo tapes which will have
pseudonames or codes to protect confidentiality. The poer reviewers wili consis: of the
rescarch comunittee kam merabers (Dr, Hersch, D, Reed, Tir Chan, and Dr, Rintsla), They
will have uecess Lo the transerptions. The tapes. hard capies of the ranseriptions, and the
computer diskettes containing the teanseripzions text fizes will be stored in a locked filing
cabinct at the '1'3 home. "The tapes and transcriptions diskettes will be srased ond hard
copics of the transeriptions, interview resully and consent forms will be shredded within
fivts yeurs, s unticiputed thut the resulty of Giis study will be published in the
investigar's dissertution as well as in other research publications. 1lowever, no nanes or
other identifving hivnmatlon will be lncludod n any publication

Eftorts wiil be made to prevent iy comnplieations thet cauld resoll fim this esesrch,

en ik e
Saqawltvlie
“ia Waimaefs Gh ymidly
sewdry oortt Fnive: Sosrd

p.2/4

5.8 2%

Pasticipant’s initials
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Title: A Comparison of the Adaptit.iva dod Quality of Tifke of Tintivaluale with Spinal Cord Injurics from
Kuwajt acal the Unituxd SLoes: A Croas Ca'tuial Porspoctive

You should let the researcher know imnuwdinely i7 there ix u prohlem and the investgator
will help as much as puossible. Hawever, it is understood that ‘lexaz Woman's University
docs not provide medicul servives or Tinancial assistance for injurics that migln happen as &
result of your participation in the study.

1 H i $

It is understood thul your partiicipation in Wis research study is completoly voluntary, and
you mauy discontinue your paeticipation in the study at any time without penalty, There
ure na alternutive procedures to this study. This rescarch project may not have uny
benefits W you exeept that upon vour tequest o summary 0F the resitlts will be mailed 10
you a7 Its compiction. After participating in this research study, you will be offered
shower baskets ns il of appreviation for taking the time to be intervicwed,

Questians Regarding the Study

You.will be given a copy of this vignud snd duted consent form to keep, [t you have any
questions about fhe study, sou muy nsk the investigator or his advisor: thelr plonc
pumbers ure ol the wp of this form, If you have gueatloas abowt vour rights as n
participant in this research or the way 1his sitdy has heen condocted, you may contict the
‘lexas Woman's University Office of Reseurch at (F133794-2840 or via e-mail at
IRB@hvu.edu,

Signalure ! Participant T Date

Signature of Quardian Date

5 i s e <
!\f. Rk ivd s S 1
TRk ddoman's Lntoresry
Irehiliern Raveee Boe

=
!
e v

P 344

Partivipart's initinly
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“Tides A Cupasison of die Adapuu.jop aod Quality ol 1df of Tidividuals with Spinal Cerd Injuries from
Kuwsiz and the Untled Stiies: A Crows Cuituial Perspectve

The abowve wmsent furm was voluntarily read, discussed, and signed by the participant in
my presence. In my opinion, the persan sigriny, this eonsent form did so freely and with
lull knowledge of its contents.

Signature af investigator Date

1 you would like to recsive a summary ol the results of this study, please provido an
address to which this summury shauld be sent:

— e,
areved) e iy ;
Tees: Weesan'e Unlwersiry, p 44
instituare! Figd.cn Deasy :

ws;ﬁ;’,;f,igw i Porticipant's Initials
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School of Occupetional Therapy
6700 Zarnir. Streat, Houskon, TX 77020.2343

EXAS WOMAN'S UNIVERSITY 7137942128 Fax 7137042122

DENTON DALLAS HaWSTORM

CONSENT TO RECORD

TEXAS WOMAN’S UNIVERSITY

A COMPARISON OF THE ADAPTATION AND QUALITY OF LIFE OF
INDIVIDUALS WITH SPINAL CORD INJURIES FROM KUWAIT AND THE
UNITED STATES: A CROSS CULTURAL PERSPECTIVE

‘T'he undersigned consents to the recording of histher voice by the investigator: Fahad
Mangcc, acting under the authority of the Texas Woman's University for the purposes of
the research project eatitled “A Comparison of the Adaptation and Quality of Life of
Individuals swith Spinal Cord Tnjuries from Kuwail and the United States: A Censs
Cultural Perspective.” The undersignaed understands that the materinl recorded for this
research may be made avaifable for educational, informational, and/or rescarch purposcs

and consents to such use.

Signature of Participant Date

Sigoature of Guardian T Date

The above form was read, discussed, and signed. The person signing this consent form
did so freely and with tull knowledge and understanding of its content.

Represenintive of the B Date
Texns Woman's University

Apreemsd ty T - {i
TRuees Wieraann (mrerety
traittalings] Hvten Soand ;

D ot
Tk SUGCESS P Tink TWU
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Arabic translated open-ended and semi-structured interview questions along with
prompts

(2004 , Hammell (o 32 ) AGalf Jula
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Open-ended and semi-structured interview questions along with prompts
Interview Guide (Adapted from Hammell, 2004)

1. Could you tell me about your life before the SCI injury?
Prompts:

- Can you tell, what you used to do (job, or other responsibilities)
- Tell me about how independent you were in self-care activities?
- What were your fun activities and with whom?

- Prior to the injury, how satisfied in life were you?

- Prior to the injury, how would you describe your social life?

2. After the SCI, what difficulties have you faced?
Prompts:

- How were your self-care tasks affected?

- How were your leisure activities affected?

- How did the injury affect your satisfaction in life?
- How did the injury affect your social relations?

3. How did you handle or cope with the SCI injury?
Prompts:

- Tell me about how you handle your family life?

- Tell me about how you handle your work-related issues?

- (If able to cope successfully in life) how has your social network (family, friends or
support group) helped you to overcome limitations in life?

- (If able to cope successfully in life) how has your church helped you to overcome
limitations in life?

- (If not ablc to cope successfully in life) Please, can you tell me about the things that
prevent you from overcoming barriers in life (family, work, funding, accessibility etc)

4. How do you scc your life 2-5 five years from now?
Prompts:

- At the personal Icvel (health, emotion, leisure activities, work, and education).
- At the social level (spouse, family, church, co-workers, friends)
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Ferrans and Powers
QUALITY OF LIFE INDEX®
GENERIC VERSION - III

PART.L, For cach ofthe following, please choose the answer that best describes how satisfied you are with that
arca of your life. Please mark your answer by circling the number. There are no right or wrong answers.

3

T 2§ 2 3 3

I 5 ° 3 3 3

a E 2 2 c 9]

5 2 2 3 % ¢
HOW SATISFIED ARE YOU WITH: z 2 e e 2
1. Your health? 1 2 3 4 6
2. Your health carc? 1 2 3 4 5 6
3. The amount of pain that you have? 1 2 3 4 6
4. The amount of encrgy you have for everyday activities? 1 2 3 4 5 6
5. Your ability to take care of yourself without help? 1 2 3 4 5 6
6. The amount of control you have over your life? 1 2 3 4 5 6
7. Your chances of living as long as you would like? 1 2 3 4 5 6
8. Your family's health? 1 2 3 4 5 6
9. Your children? 1 2 3 4 5 6
10. Your familys happiness? 1 2 3 4 5 6
11, Your sex life? 1 2 3 4 5 6
12. Your spouse, lover, or partner? 1 2 3 4 5 6
13. Your friends? 1 2 3 4 S 6
14. The emotional support you get from your family? 1 2 3 4 5 6
15. The emotional support you get from people other

186



8 g Em B 2

2 § A & © 2

HOW SATISFIED ARE YOU WITH: 5§ 2 2 2 % §5

16. Your ability to take carc of family responsibilities? 1 2 3 4 6

17. How uscful you arc to athers? 1 2 3 4 5 6

18. The amount of worries in your life? ] 2 3 4 5 6

19. Your neighborhood? 1 2 3 4 5 6

20. Your home, apariment, or place where you live? ! 2 3 4 5 6

21. Your job (if employed)? 1 2 3 4 5 6

22. Not having a job (if unemployed, retired, or disabled)? | 2 3 4 5 6

23. Your education? 1 2 3 4 5 6

24. How well you can take care of your financial necds? | 2 3 4 5 6

25. The things you do for fun? 1 2 3 4 5 6

26. Your chances for a happy future? ] 2 3 4 5 6

27. Your peace of mind? " ] 2 3 4 5 6

28. Your faith in God? 1 2 3 4 5 6

29. Your achievement of personal goals? ] 2 3 4 5 6
30. Your happiness in general? 1 2 3 4 3 6

31. Your life in general? 1 2 3 4 5 6

32. Your personal appearance? 1 2 3 4 5 6
@, Yoursclf in general? 1 2 3 4 5 6

187



PART 2, For each of the following, please choose the answer that best describes how important that area of your
life is to you. Please mark your answer by circling the number. There are no right or wrong answers.

. 28 . £

3 5 2 8§ E E

B 5 £ g 5 §

E § 5 E ¥ 2§

5 £ z z E &

F 3 8 & B &
HOW IMPORTANT TO YOU IS: > Z @ 72 I >
1. Your health? 1 2 3 4 5 6
2. Your health care? 1 2 3 4 5 6
3. Having no pain? 1 2 3 4 5 6
4. Having enough energy for everyday activities? 1 2 3 4 5 6
5. Taking care of yourself without help? 1 2 3 4 5 6
6. Iaving control over your life? 1 2 3 4 5 6
7. Living as long as you would like? 1 2 3 4 5 6
8. Your family’s health? 1 2 3 4 6
9. Yourchildren? 1 2 3 4 5 6
10. Your family’s happiness? 1 2 3 4 5 6
11. Your scx lifc? 1 2 3 4 5 6
12. Y our spousc, lover, or partner? | 2 3 4 5 6
13. Your friends? ] 2 3 4 S 6
14. The emotional support you get from your family? 1 2 3 4 5 6
15. "The emotional support you get from people other

than your family? 1 2 3 4 5 6
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g o

22§ 8 3 &

S f 2oz E S

5 3 2 2 % %
HOW IMPORTANT TO YOU IS: > = n wn = >
16. Taking care of family responsibilitics? 2 3 4 6
17. Being useful to others? 2 3 4 5 6
| 8. Having no worries? 2 3 4 5 6
19. Your neighborhood? 2 3 4 5 6
20. Your home, apartment, or place where you live? 2 3 4 5 6
21. Your job (if employed)? 2 3 4 5 6
22. Having a job (if unemployed, retired, or disabled)? 2 3 4 5 6
23. Your cducation? 2 3 4 5 6
24, Being able to take care of your financial needs? 2 3 4 5 6
25. Doing things for fun? 2 3 4 5 6
26. Having a happy future? 2 3 4 5 6
27. Peace of mind? 2 3 4 5 6
28. Your faith in God? 2 3 4 5 6
29. Achicving your personal goals? 2 3 4 3 6
30. Your happiness in general? 2 3 4 5 6
31. Being satisfied with life? 2 3 4 5 6
32. Your personal appearance? 2 3 4 5 6
33. Are you to yourself? 2 3 4 5 6
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