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ABSTRACT

The present research was carried out to investigate the moderating role of positive
religious coping, engagement coping, and perceived availability of social support in
stress-distress relationship among chronically-ill patients (HIV/AIDS & cancer). This
study also investigated the role of gender, locale, type of disease and stages of disease
in the appraisal of stressors (poor physical well-being, disease-related discrimination
& barriers to care), and different coping strategies (positive religious coping &
engagement coping) as well as perceived availability of social support among
chronically-ill patients. Present research comprised two separate studies, Study-I and
Study-1l. The Study-I was further conducted in two phases. Phase-1 aimed at
translation of the Physical Well-being Scale, Disease-related discrimination Scale,
Barriers to Care Scale, Positive Religious Coping Scale, Engagement Coping Scale,
and Interpersonal Support Evaluation List into Urdu language. Whereas, phase-11 of
the study-1 aimed at investigating the psychometric properties of the translated
instruments. The translated versions were administered to a sample of 90 chronically-
ill patients, comprising HIV/AIDS (n = 35) and cancer (n = 55) patients. Convergent
and discriminant validity of the instruments were addressed and the scales exhibited
good internal consistency reliability. For study-IlI (main study) data were collected
from 330 chronically-ill patients comprising 252 cancer patients and 78 HIV/AIDS
patients. A total of 63% (n = 208) were symptomatic patients whereas, 37% (n = 122)
were asymptomatic. Participants were administered Urdu version of the seven scales
(Physical Well-being scale, Disease-related Discrimination, Barriers to Care scale,

Positive Religious Coping Scale, Engagement Coping Scale, Perceived Availability of
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Social Support and Beck Depression Inventory). Multiple regression and hierarchical
moderated regression analyses were used to test the hypothesized relationships. Poor
physical well-being and disease-related discrimination have significant main effects
on depression. All the three moderating variables (positive religious coping,
engagement coping and perceived availability of social support) were found
significantly related to the depression. Positive religious coping and engagement
coping was found significantly moderating poor physical well-being and depression
relationship as well as disease-related discrimination and depression relationship.
Whereas, moderating role of perceived availability of social support was found for
poor physical well-being and depression as well as barriers to care and depression.
Finally, t-test were conducted to explain the differences on stress appraisal, perceived
availability of social support and coping strategies with reference to gender, locale,
type and stages of disease. Overall, male patients differed from female patients in the
appraisal of poor physical well-being, disease-related discrimination and barriers to
care, whereas female patients significantly differed from male patients in their use of
coping strategies. Patients from rural areas were high in the perception of poor
physical well-being and barriers to care as compared to urban patients. HIV/AIDS
patients differed from cancer patients in their high use of coping strategies and high
perception of availability of social support as compared to cancer patients.
Symptomatic patients were high in the appraisal of poor physical well-being, barriers
to care and positive religious coping. HIV/AIDS and cancer patients were further
compared across disease stages and gender. Symptomatic HIV/AIDS patients were
high on the appraisal of poor physical well being and barriers to care as compared to

asymptomatic HIV/AIDS patients. However, symptomatic cancer patients differed



xi
from asymptomatic cancer patients in their high appraisal of poor physical well-
being, barriers to care and their high use of positive religious coping. Male cancer
patients were high on the appraisal of poor physical well-being, disease-related
discrimination and barriers to care, whereas, female cancer patients were high on
positive religious coping, engagement coping, and perceived availability of social
support as compared to men cancer patients. Male HIV/AIDS patients differed from
female HIV/AIDS patients in their high perception of availability of social support.
Further research may test the role of negative religious coping and disengagement

coping strategies among chronically-ill patients.



Chapter-I

INTRODUCTION

Chronic illnesses are increasing throughout the world and Pakistan is no
exception to this. Chronic illnesses persist over a long period of time, along with the
difficulties in the physical, emotional, social, and psychological functioning of the
individual.

Advancements in medical field have changed the status of many diseases from
acute to chronic illness, e.g., prior to the development of antiretroviral therapy (ART),
advanced stages of HIV were considered as terminal illness (Carrico, 2010). Although
medical discoveries have increased life span of chronically-ill patients, however, the
adjustment issues of chronically-ill patients still persist, making chronic illness a
major health issue in the modern society.

Increase in survival rates among chronically-ill patients has been found
associated with anxiety, depression fatigue, pain and cognitive impairment (Nelson,
Nandy, & Roth, 2007; Zabora, Brintzenhofeszoc, Curbow, Hooker, & Piantadori,

2001).0ne of the common problem seen in chronic patients is depression.

Stressors and Distress among Chronically-ill Patients

Empirical evidences investigated living with chronic/terminal illnesses

associated with various stressors e.g., major decisions about health, treatment related

issues, changes in social relation, anxiety about future and death (Carter, MacLeod,



Brander, & McPherson, 2004; Cohen & Leis, 2002; Vig & Pearlman, 2003),
dependency on others, limited physical functioning (Luoma & Hakamies-Blomgvist,
2004), service-related stressors, stress related to adherence to treatment and stress of
side effects (Kip, Ehlers, & van der, 2009; Sanjobo, Frich, & Fretheim, 2008).
Stressors of chronically-ill patients also include concerns about the lives of
significant others (Aranda et al., 2005; Grumann & Spiegel, 2003; Wilson et al.,
2007), well-being of significant others along with patients’ need to have good social
relations wanting to live longer with their partners (Fegg, Wasner, Neudert, &
Borasio, 2005), concern for the welfare of their younger children and that they would
no longer be available to bring up their kids (Luoma & Hakamies-Blomqvist, 2004),
guilt for considering themselves accountable for their disease and for causing distress
in their children’s lives (Blinderman & Cherny, 2005; Bolmsjo, 2000), concerns
regarding the method of disease disclosure to their children (Houldin & Lewis, 2006),
coping with the effect of their illness on their family members (Keefe et al., 2003),
and concern over social suffering and personal pain due to their perception of falling

short of their life responsibilities (Williams, 2004).

Distress among Patients. Stressors (physical and psychosocial stressors) of
chronically-ill patients have been examined associated with symptoms of
posttraumatic stress, anxiety and depression (Bing et al., 2001). Chronically-ill
patients report symptoms like pain and fatigue (Wilson et al., 2007), low energy,
sleeping problems, nausea or vomiting (Cohen & Leis, 2002), concentration problems
(Luoma & Hakamies-Blomqvist, 2004; Osse, Vernooij-Dassen, Schade, & Grol,

2005), anxiety and depression (McClain, Rosenfled, & Breitbart, 2003; Smith,



Gomm, & Dickens, 2003). Patients have been studied perceiving their disease
symptoms as losses (Houldin & Lewis, 2006; Wilson et al., 2007).

Significant levels of distress have been reported among chronically-ill patients
(Breitbart, Lederberg, Rueda-Lara, & Alici, 2009; Cassarett & Inouye, 2001; Massie,
2004; Wilson et al., 2007). Severe emotional distress has been examined among
cancer patients at initial diagnostics as well as during treatment phases (Andersen,
Anderson, & deProsse, 1989). Empirical research investigated many stressors
including mental stress (Bartlett & Gallant, 2001; Kalichman, 1995, 2000), higher
levels of loneliness (Vance, 2006), high risk psychiatric disorders (Maj, 1990; Miller
& Riccio, 1990), depression, anxiety, suicidal ideation (Bing et al., 2001; Carrico et
al., 2007) and risk of attempting suicide (Steward et al., 2008) among HIV/AIDS
patients. Moreover, diagnosis of HIV-disease or its advancement to AIDS has been
found associated with suicidal risks; however the suicidal risk has been reported to

have declined after adjustment to this crisis (Siegel & Meyer, 1999).

Screening for Distress

Due to the prevalence of depression, anxiety and suicidal risks among
chronically ill patients, WHO has recommended early identification, assessment and
treatment of physical, psychosocial and spiritual issues among chronically-ill patients
(WHO, 2002). In the same line, National Comprehensive Cancer Network (2010)
strongly suggested screening and treatment of distress among cancer patients.
However, contrary to these recommendations, psychologically disturbed patients are

not sufficiently screened at hospitals. Studies reported under-diagnosed depression



among HIV/AIDS patients (Fulk, Kane, Phillips, Bopp, & Hand, 2004), and an
inclination among health professionals to under diagnose depression in chronically-ill
patients (Fallowfield, Ratcliffe, Jenkins, & Saul, 2001).

To study chronically-ill patients, health professionals use bio-medical model
(Lawton, 2000; Rydahl-Hansen, 2005) or bio-psychosocial model (Heckman &
Anderson, 2002; Heckman, 2003; Schmitz & Crystal, 2000; Wilson & Cleary, 1995).

Bio-medical model. Bio-medical model attributes patients' distress to their
physical symptoms and their side effects while ignoring psychosocial stressors
associated with chronic illness (Lawton, 2000; Rydahl-Hansen, 2005).

Bio-psychosocial model. Bio-psychosocial model of chronic illness not only
studies physical stressors but also gives due consideration to psychosocial stressors.
Bio-psychosocial model conceives chronic-illnesses as interplay of three spheres
namely, environment, genetics, and behavior thus giving a holistic view of the chronic
illness by integrating physical, psychological, and socio-cultural spheres. Bio-
psychosocial model, while not ignoring medical factors i.e. physical, biochemical, and
genetic gives consideration to psychological (thoughts, emotions, and behaviors) and
socio-cultural factors.

The distressed lives of the chronically-ill patients are associated with medical
as well as psychosocial stressors, it is for the reason that researchers have suggested to
attend to both physical as well as psychological symptoms (Breitbart et al., 2009).
Limited researchers have been found using bio-psychosocial model to study chronic
illnesses (Heckman & Anderson, 2002; Heckman, 2003; Schmitz & Crystal, 2000;
Wilson & Cleary, 1995). As to why psychosocial needs and symptoms are ignored

while studying chronic illnesses have been studied correlated with limited expertise of



the doctors as well as limited knowledge about patients’ needs and coping strategies

(Rydahl-Hansen, 2003, 2005).

Psychosocial Stressors and Distress

Diagnosis of chronic illness brings multiple challenges as well as changes in
overall life pattern of the patients. Chronically-ill patients are not prepared to deal
with the issues related to their disease (Houldin & Lewis, 2006). The major
challenges in the life of chronically-ill patients have been reported to be dealing with
physical changes associated with disease manifestation and its associated stressors,
which includes but not restricted to medication side effects, regular adherence to
medical treatment, non-affordability of treatment expenses, disease progression,
physical dependency and related issues. Moreover, disease stigma and the resultant

psychosocial barriers are the additional stressors in the life of a chronically-ill patient.

Stigmatized Discrimination. ‘‘Stigma is the situation of the individual who is
disqualified from full social acceptance’ (Goffman, as cited in Phelan, Link, &
Dovidio, 2008, p. 358). The stigmatized individual is ‘‘reduced in our minds from a
whole and usual person to a tainted, discounted one’” (Goffman, as cited in Phelan, et
al., 2008, p. 358).

Stigmatization damages the normal identity of the stigmatized individual.
“Whenever a stigma is present, the devaluing characteristic is so powerful that it
overshadows other traits and becomes the focus of one’s personal evaluation”

(Kurzban & Leary, as cited in Lubkin & Larsen, 2006, p. 52). “One’s identity is not



only spoiled, it is spoiled beyond repair, even if there is effective treatment for the
stigmatizing condition” (Lubkin & Larsen, 2006, p. 50).

With AIDS, an identity is “flushed out” (Sontag, as cited in Annandale, 1998,
p. 256), “with significant implications for the personal experience of the sufferer”
(Annandale, 1998, p. 256). The stigmatized individuals have to manage their spoiled
identity (Goffman, 1963).

With reference to stigma, Goffman (1963) differentiates between discredited
and discreditable individuals. Discredited individuals have to put maximum efforts at
hiding their condition, whereas the discreditable individuals successfully conceal their
stigmatized attributes, however, in their efforts at maintaining secrecy these
individuals may suffer from psychological distress. Conversely, discredited are the
individuals, with declared or/and visible stigmatized attributes, associated with the
likelihood of stigmatized discrimination and psychological distress.

Falk (2001) categorized stigma as existential stigma and achieved stigma.
Existential stigma refers to stigma deriving from a condition which the target of the
stigma either did not cause or over which he has little control. Achieved stigma, refers
to stigmatized attributes earned on account of one’s conduct and/or because the
individual contributed heavily to attain the stigma in question.

Stigmatization allows the insiders to separate outsiders from them on account
of their stigmatized attributes. This differentiation of insiders from outsiders, in fact,
defines the consequences of non-conformist behavior and that what type of behavior
merits exclusion from the group (Falk, 2001). The ideals about traits that are
considered deviant, character blemishes or undesirable are culturally derived (Lubkin

& Larsen, 2006).



Stigma in collectivist culture. Collectivist cultures that are characterized by
sharing resources and problems of life with in-group members (Hui & Triandis, 1986;
Shweder & LeVine, 1984) strictly demand conformity to the cultural norms by the in-
group members. Social behavior of collectivist is determined by the existing cultural
norms in their society (Davidson, Jaccard, Triandis, Morales, & Diaz-Guerrero,
1976). These individuals perceive the in-group norms as universally valid (Triandis,
1972). In collectivist cultures, deviation of a group member is followed by social
disapproval and exclusion of the deviant from the in-group. Generally, collectivist
societies have tight cultures, that demand strict adherence to norms and intolerance
for deviation (Pelto, 1968). Conversely, "loose" cultures, characterized by unclear
norms, exhibit comparatively more tolerance for the deviations, are, found in
heterogeneous cultures and cultures in marginal positions (between two major cultural

patterns) (Triandis, 1989).

Chronic Illnesses and Stigma

“Prejudice against individual with chronic illnesses exists as surely as racial or
religious prejudice” (Lubkin & Larsen, 2006, p. 53). “Individuals with chronic
illnesses present example of deviations from what many people expect in daily social
interchanges. In general, most people do not expect to meet someone with an
electronic voice box following treatment for laryngeal cancer. Both the cancer and the
assistive device may not be readily visible, but once the person begins to speak, the
individual is at risk of being labeled as “different” by others” (Lubkin & Larsen,

2006, p. 54).



Chronic illness can be stigmatizing in a variety of ways—by visible
disabilities/disfigurement and abnormalities such as an amputated limb, by limited
independence or mobility (for example, the use of a wheelchair or a cane); by
impairing a normal daily routine (for example, frequent hospitalizations or the
inability to work full time or at all), shortened life span, reduced energy level,
dependency on medicines, use of gadgets in daily life and the like contribute towards
stigmatized treatment or by the diagnosis itself and the impending death it implies
(Scandlyn, 2000).

Individuals “with disabilities are stigmatized as being ‘different’ and therefore
reduced or discounted as a people” (Goffman, as cited in Marini, Glover-Graf &
Millington, 2012, p. 36). Similarly, a disease characteristic, or one having an unclear
etiology, may contribute to the stigma of many chronic diseases. The course of a
chronic illness is uncertain and unlimited in time, usually characterized by alternating
periods of acute crisis and remission (Scandlyn, 2000). “In fact, any disease having an
unclear cause or ineffectual treatment is suspect” (Lubkin & Larsen, 2006, p. 54).

Moreover, the degree of stigma attached to the disease is largely determined
by the extent of visibility of the disease, the degree to which it progresses and
becomes obvious with the passage of time, the extent to which social interaction is
hampered by one’s disease status, the degree of reaction of public to the stigma,
societal perception of the cause of disease as genetic, accidental or patient’s
responsibility, and the apparent danger associated with the disease (Jones et al., 1984).

Chronically-ill patients fulfilling many of the above mentioned conditions are
more likely to receive stigmatization, for instance, being a sufferer of a stigmatized

illness at symptomatic disease stage. Patients of those diseases that are attributed to



controllable factors with associated physical limitations, hampering the social
interaction have to face stigmatized discrimination.

The characteristics which are stigmatized are defined by the individual
cultures and sub cultures (Archer; Crocker, Major, Steele, Pfuhl & Henry, as cited in
Heatherton, Kleck, Hebl, & Hull, 2000). “Televisions and magazines demonstrate, on
a daily basis, that physical perfection is the standard against which all are measured,
yet these societal values collide with the reality of chronic disease” (Lubkin & Larsen,
2006, p. 54).

“Societies that view health as a moral virtue and illness as ‘fall from grace’,
(.. ..), lllness calls for a good deal of work on the part of the individual to reclaim
their place of worth in the world” (Annandale, 1998, p. 258). “Acting like a sponge,
illness soaks up personal and social significance from the world of the sick person. It
reveals that to make sense of illness is simultaneously to make sense of the wider
social world around us. Secondly, it discloses the highly metaphorical nature of sense-
making, which, as the quotation demonstrates, is of as much importance to the
doctor’s or the social scientist’s understanding as it is to the individual’s search for
meaning in everyday life” (Annandale, 1998, p. 255).

One consequence of chronic illness is that the responsibility for all aspects of
management—physical, mental, and social—increasingly falls on the shoulders of
those who have the illness. “Stigma is associated with inequitable treatment, though
the relative severity of such inequitable treatment often varies with the degree of
severity of the stigmatized condition” (Lubkin & Larsen, 2006, p. 54). Stigma

adversely affects physical and psychological well-being among patients population.
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HIV-disease stigma and distress. HIV-disease patients reported distress on
account of the stigma attached to their disease (Hamra, Ross, Karuri, Orrs, &
D'Agostino, 2005; Lee, Kochman, & Sikkema, 2002). Disease-related stigma has
been frequently reported by HIV/AIDS patients (Heckman, Kochman, & Sikkema,
2002; Vanable, Carey, Blair, & Littlewood, 2006). HIV-related stigma has been
studied associated with depressive symptoms (Li, Lee, Thammawijaya, Jiraphongsa,
& Rotheram-Borus, 2009) as well as suicidal risk (Dannenberg, McNeil, Brundage, &
Brookmeyer, 1996). However, comparatively more stigma has been reported by HIV
women patients (Kelly, Lawrence, Smith, Hood, & Cook, 1987), HIV symptomatic
patients/AIDS patients, and HIV/AIDS patients living in rural areas (Heckman et al.,
1998; Rounds, 1988).

Individuals infected with HIV have to face considerable stigma because many
believe the infected persons could have controlled the behavior that resulted in
infection (Halevy; Heckman; Herek, Capitanio, & Widaman; Weston, as cited in
Lubkin & Larsen, 2006).

HIV positive individuals are stigmatized, even in the absence of visible
symptoms, once their diagnosis is known; they receive stigmatized treatment from the
society. HIV/AIDS patients report having faced social rejection immediately after
their diagnosis (Kalichman et al., 2000; Siegel & Meyer, 1999). Diagnosis of HIV-
disease or progression to symptomatic stages has been reportedly associated with
suicidal ideation (Kalichman, Heckman, Kochman, Sikkema, & Bergholte, 2000).
Stigmatized discrimination and prejudice adversely affects HIV/AIDS patients and

brings drastic changes in their lives (Herek, 1999). Patients perceiving themselves as a
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burden (Rydahl-Hansen, 2005), and as a community stigma report having experienced

lack of social support (Vanlandingham, Im-em, & Saengtienchai, 2005).

Disease stigma in rural areas. Traditional-rural populations tend to be more
collectivist (Georgas, 1989; Katakis, 1984). Due to inflexibility for deviation from
accepted behavioral patterns and cultural norms, HIV disease patients living in rural
areas report difficulty in ‘“accessing competent and compassionate health care”
(Heckman et al., 1998, p. 366) and comparatively more stigmatized discrimination as
compared to patients residing in urban areas (Zukoski & Thorburn, 2009). Patients
living in rural areas report many barriers like transport related problems, prejudicial
and discriminatory treatment like having experienced limited job opportunities,
problems related to confidentiality, and limited social support (Bozovich et al.;
D’Augelli; Heckman et al.; Rounds; Smith et al.; Walker; Wismer, as cited in

Heckman et al., 1998).

HIV-disease and limited social support. Few social support services have
been reported by HIV patients (Heckman et al., 2002). Low level of seeking care has
been found associated with perceived stigma in sample of HIV-disease patients
(Foreman, Lyra, & Breinbauer, 2003; Malcolm et al., 1998; Vanable et al., 2006;
Ware, Wyatt, & Tugenberg, 2006). Perceived social support has been examined

inversely related with perceived stigma (Galvan, Maxwell, Banks, & Bing, 2008).

Advanced disease stage and limited social support. Patients at advanced

disease stages report loss of social support, fear of people, fear of isolation, concerns
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of death (Lethborg, Aranda, Bloch, & Kissane, 2006), inadequate amount of social
support (Peters-Golden, 1982) and isolation as well as loneliness associated with
anxiety and unresolved conflicts (Bolmsjo, 2000). Social rejection has been reported
by HIV patients whose disease symptoms were treated as repulsive by their social
groups (Herek, 1999). Lack of social support from colleagues, neighbors and distant
friends has been investigated among advanced stage cancer patients (Luoma &

Hakamies-Blomqvist, 2004).

Lack of social support and distress. Lack of social support has been
examined negatively correlated with distress (Dahab et al., 2008; Goldzweig et al.,
2009). Low level of emotional social support has been reportedly associated with
depression (Li et al., 2009). Those lacking social support or having experienced many
losses (like loss of job or relationship) reportedly suffer from tension, anxiety
depression, neuro-cognitive deficits, somatization and do not prefer sharing their
disease status (Goodkin et al., 2001). Patients reporting inaccessibility of social

resources perceive, as if 'their social world had shrunk (Williams, 2004).

Fear of disclosure and anticipated discrimination. HIV positive individuals
are aware of being treated differently, and they anticipate receiving discriminatory
treatment (Major & O'Brien, 2005). HIV/AIDS patients anticipate negative labeling
along with social penalties and social rejection and they report having experienced
negative consequences after sharing their disease status (Calin, Green, Hetherton, &

Brook, 2007; Rutledge, 2007; Skogmar et al., 2006; Wong et al., 2009). Conversely,



13

disclosure of cancer diagnosis has not been associated with blame, shame, fear and

scapegoating (Thorne, Newell, & Peckham, 2000).

Low social support and disengagement coping. In the context of non-
availability of social support patients are found avoiding disease disclosure (Goodkin
et al., 2001). HIV-disease patients anticipate social disapproval (Greeff et al., 2008;
Sandelowski, Lambe, & Barroso, 2004; Wouters, Van, Van, & Meulemans, 2009), or
report rejection after disclosure (Duldt & Giffin, 1985), therefore, they keep their
disease status as secret (Kalichman, Dimarco, Austin, Luke, & Difonzo, 2003).
Individuals lacking in social support get engaged in such behavior that directly or
indirectly adversely affects their physical health (Wills, 1998). For example those
who fear social rejection prefer using avoidant and passive coping strategies (e.g., not
reporting disease, delay in initiation of medical treatment, limiting social contacts,
avoiding visiting health settings, changing the topics to avoid being focus of the
discussion etc.) to save themselves from anticipated social embarrassment. Empirical
studies investigated passive coping strategies and lack of social support related with
cancerous growth (Helgeson, Cohen, Schulz, & Yasko, 2000; Reynolds & Kaplan,
1990). Faster disease progression has been investigated among those individuals who

received less social support and were highly stressed (Leserman et al., 1999).

Socio-cultural factors and disease disclosure. Disclosure of ‘disease status’ is
preceded by analysis of the anticipated outcomes of disclosure (Serovich, Oliver,
Smith, & Mason, 2005). Prior to disclosing the ‘disease status’ chronically-ill patients

consider factors like: appraisal of the event, context or culture, timing, relationship to
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the person one is planning to disclose disease status as well as the anticipated positive
consequences of disclosure (Eustace & Ilagan, 2010), race and ethnicity (Fekete et al.,
2009), knowledge of the disease (Serovich, Kimberly, Mosack & Lewis, 2001;
Simoni & Pantalone, 2004; Skogmar et al., 2006), cultural factors (Greeff et al., 2008;
Mutchler et al., 2008), communication, family set-up, one’s gender, sexual orientation
(Lester et al., 2002) and good social relationships (Bairan et al., 2007).

Before disease disclosure patients also consider their nature of the relationship
with the person they are planning to disclose their status to (Serovich et al., 2001,
Simoni & Pantalone, 2004). Long romantic partners (Batterham, Rice, & Rotheram-
Borus, 2005; Rutledge, 2007), friends, mothers and sisters instead of brothers and
fathers (Kalichman et al., 2003) are considered more reliable for sharing disease
status. HIV/AIDS patients shared their disease status through some other person or
even as an anonymous person on the internet (Rutledge, as cited in Eustace & Ilagan,
2010). However, sharing disease status with the significant others has been reportedly
related with receiving social support from them (Chandra, Deepthivarma, & Manjula,

2003; Greeff et al., 2008).

Benefits of disease disclosure. Empirical research examined disclosure of
disease status associated with initiation of medication and medical adherence (Mellins
et al., 2002; Serovich et al., 2001; Stirratt et al., 2006; Winstead et al., 2002). Benefits
of disclosure namely, early treatment and therapeutic effects of disclosure have been
reported by HIV/AIDS patients (Bradley & Follingstad, 2001; Chandra et al., 2003;
Pinkerton & Galletly, 2007; Webster, Brunell, & Pilkington, 2009). Because of the

importance of permissive and controllable environment for disease disclosure
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(Rutledge, 2007), health workers are suggested to put efforts to make the environment
permissive at community level so as to facilitate disclosure among HIV/AIDS patients

(Wouters et al., 2009).

Barriers to Care. “Stigma can be associated with inequitable treatment,
though the relative severity of such inequitable treatment often varies with the degree
of severity of the stigmatized condition” (Lubkin & Larsen, 2006, p. 233). Barriers to
care adversely affect psychological and physical health among chronically-ill patients
(Heckman et al., 1998). Empirical studies examined HIV/AIDS patients experiencing
prejudicial attitude in their social groups and discriminatory policies at various formal
and informal organizational levels (Herek, Gillis, & Cogan, 1999). Some common
barriers, reported by HIV/AIDS patients include stigma about their disease,
apprehension about disease disclosure and its treatment (ART), insufficient
information about their disease, traveling expenditure etc. (Birbeck et al., 2009;
Dahab et al., 2008; Kip et al., 2009; Murray et al., 2009; Sanjobo et al., 2008).
HIV/AIDS patients also reported transportation problems, issues of personal resources
and the distance between patient and health professional as the biggest barriers to care
(Heckman & Anderson, 2002). However, it has been reported that “even if health
care professionals are geographically accessible, there is no assurance that care will
be provided to gay men and women living with HIV” (Kelly et al., as cited in,
Heckman et al., 1988, p. 366). These factors and barriers make the adjustment efforts
complicated for the patients and increase their depression (Heckman et al., 2002). Due
to the indifferent attitude of health care professionals, HIV/AIDS patients lessened

their visits to health centers/ treatment centers (Heckman et al., 1998).
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Advancement of the disease and distress. Chronically-ill patients disclose
their disease status when their disease symptoms become visible, or their disease
progresses to advanced disease stage (Batterham et al., 2005; Serovich et al., 2001;
Winstead et al., 2002). It has also been reported that the resultant prejudicial attitude
of the people and lack of care and stigmatized discrimination by health professionals
(Kelly et al., 1987), makes the HIV/AIDS patients distressed and prevents them from
disclosing their disease status any further.

Chronically-ill patients report many stressors, namely, disease-related
discrimination, severity of disease symptoms, painful treatment, distressing side
effects as well as limitations in physical functioning and resultant physical and
psychological dependency. Patients at advanced stages experience decline in their
usual activities, they think of themselves as no longer healthy (Lindqvist, Widmark, &
Rasmussen, 2006), they are uncertain about their future (Aranda et al., 2005; Osse et
al., 2005), and report death related concerns after diagnosis (Blinderman & Cherny,
2005; Wilson et al., 2007), as well as concern over dying at a younger age (Williams,
2004). Chronically-ill patients have to cope with physical as well as psychological
effects of their treatment (Chochinov et al., 2002). Patients at advanced disease stages
report high level of distress (Fanning & Emmot, 1994; McDowell & Newell, 1987;
Tarakeshwar et al., 2006). Increased level of distress has been reportedly related with

poorer prognosis among advanced cancer stages (Holland & Alici, 2010).

Uncontrollability of disease stressors. Sense of uncontrollability over disease
stressors, lack of hope of improvement (Rydahl-Hansen, 2005), loss of control and a

feeling of not belonging to the healthy individuals (Luoma & Hakamies-Blomgvist,
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2004), and the need to have a sense of autonomy (Aranda et al., 2005), has been
reportedly examined among chronically-ill patients. Appraisal of uncontrollability
over the disease has been reportedly associated with disease progression (Heckman et

al., 2002).

Uncontrollability and distress. Appraisal of uncontrollability over the
worsening symptoms has been examined triggering pessimistic thinking,
preoccupation with one’s disease status, anxiety, depression and their associated
features, namely, loss of appetite, lack of sleep, anhedonia, excessive worrying,
disengagement and social withdrawal. Psychological symptoms have been known to
worsen the disease by affecting a patient’s adherence to treatment and avoidance of
social interaction. Patients experiencing increase in dependency have been found high
in reporting loss of independence (Blinderman & Cherny, 2005; Wilson et al., 2007).
Increased dependency has been explored associated with suicidal thoughts (Bolmsjo,
2000).

Among patients of advanced disease stages, distress has been explored
associated with uncontrollability of disease, low social support and severity of
physical symptoms (Adler & Page, 2008; Jacobsen, 2009). Uncontrollable
psychological, physiological and social stressors are likely to tax the existing coping
resources of the patients, leaving them emotionally drained and distressed (McCain &
Cella, 1995). Individuals with high level of distress and low level of social support
have been found suffering from faster disease progression (Leserman et al., 1999).

Patients perceiving their illness as a complex situation report the need to have

professional assistance to effectively cope with their disease (Lawton, 2000; Rydahl-
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Hansen, 2005). However, patients do not find the medical professionals having the
expertise to handle psychosocial and existential issues concerning their diseases.
Patients perceiving their disease stressors as uncontrollable report their disease

experience as intolerable (Carrico, 2010).

Psychosocial stressors and disease progression. The sense of
uncontrollability over the disease as well as the experience of psychological distress
has been examined related to immuno-suppression (Herbert & Cohen, 1993). Studies
have also found psychosocial factors associated with patho-physiological processes
among patients of chronic illnesses like cancer (Levy et al., 1990) and HIV/AIDS
(Zorrilla, McKay, Luborsky, & Schmidt, 1996). Stress hormones have been examined
adversely affecting the disease course by suppressing T-lymphocytes and immune
functions (Maier, Watkins, & Fleshner, 1994; McEwen, 1998). Negative mood states,
anxiety, depression and anger have been investigated adversely affecting the immune
system among cancer patients (Anderson, 2002; Ben-Eliyahu, Shakhar, Page,
Stefanski, & Shakhar, 2000; Irwin, 2002). Similarly depression and feelings of
hopelessness have been studied influencing development and the course of cancer
(Everson et al., 1996). Conversely, positive effects of cognitive behavior and stress
management interventions on immune responses have also been investigated e.g.,
among HIV patients (Antoni et al., 2000).

Various researchers have recommended moderating effects of multiple
treatment strategies (cognitive and behavioral psychological therapies) to relieve the
patients from their symptoms (Holland & Alici, 2010). Psychosocial interventions

bring positive changes in the life of chronically-ill patients probably through
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influencing biological processes that may be responsible for the advancement of the
disease (Schneiderman, Antoni, Saab, & Ironson, 2001). Psychosocial interventions
have been examined improving immune responses, hence bringing betterment in
patients' life; among heart patients (Dusseldorp, van Elderen, Maes, Meulman, &
Kraaij, 1999; Linden, Stossel, & Maurice, 1996), HIV/AIDS patients (Esterling et al.,
1992) and cancer patients (Andersen, 1992; Fawzy et al., 1993).

Various psychosocial interventions for instance, perception of social support,
seeking social support and use of various coping strategies have been associated with

better quality of life (QOL) among patient population.

Social Support

Social support has been defined as “social interactions or relationships that
provide individuals with actual assistance or with a feeling of attachment to a person
or group that is perceived as loving or caring” (Hobfoll & Stokes, 1988, p. 499).

Social support has been identified as a resource that reduces or eliminates
negative effects of stress, especially among individuals suffering from the stigmatized
diseases and among advanced stages of AIDS (Hays, Turner, & Coates, 1992;
Revenson, 1994; Schwarzer, Knoll, & Rieckmann, 2004; Wills & Fegan, 2001).
Availability of care has been found associated with sense of security (Cohen & Leis,

2002).

Sources of social support. For the social support to be effective, provider of

the support should preferably be significant other or from close network members.
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Close social networks have been examined facilitating patients in adjustment to their
disease (Bodenmann, 1997; Canty-Mitchell & Zimet, 2000; Coyne & Smith, 1991;
Coyne & Fiske, 1992; Edwards, 2004; Finch & Vega, 2003; Hall, 1999; Zimet,
Dahlem, Zimet, & Farley, 1988; Zimet, Powell, Farley, Werkmen, & Berkoff, 1990).
Empirical studies investigated a tendency among women to seek support from
variety of sources, whereas, men mostly rely on their life partners for receiving social
support (Klauer & Winkeler, 2002; Knoll & Schwarzer, 2002). Due to their different
gender roles, men are expected to be self sufficient as compared to women, who were
studied seeking support from their large and tight networks (Hobfoll, 1998). Despite
seeking support from large and tight networks, women report having received less
social support as compared to men (Glynn, Christenfeld & Gerin, 1999), perhaps
because women give importance to quality of relationship with the support provider
(Hagedoorn et al., 2000; Kuijer et al., 2000; Uno, Uchino, & Smith, 2002). Men and
women benefit differently from the social support (Zimet et al., 1988). Women
benefit more from social support when it is provided by the same sex (Uno et al.,

2002).

Nature of social support and need satisfaction. Social support is effective as
long as it matches receiver’s needs (Wills & Fegan, 2001). It is for the reason that at
the time of cancer diagnosis, connectedness with the social group has been
investigated to have reduced loneliness by providing perception of control over the
stressors (Lutgendorf, Anderson, Larsen, Buller, & Sorosky, 1999). Similarly,
informational support has been examined moderating distress among HIV/AIDS

patients (Hays et al., 1992).
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Moderating role of social support. Beneficial effects of social support have
been widely documented. Various research have found positive impacts of social
support on quality of life (Hall, 1999; Helgsons & Cohen 1996; King, Reis, Porter, &
Norsen, 1993; Pakenham & Rinaldis, 2001; Serovich, et al., 2001; Silver, Bauman,
Camacho, & Hudis, 2003; Vinokur, Schul, & Caplan, 1987; Zimet et al., 1988).

Provision of support has been examined inversely related to distress (Cohen &
Leis, 2002). High level of social support has been studied moderating the distress
level (Cohen & Wills, 1985). Those receiving high social support report experiencing
better mental health (Noris & Kaniasty, 1996). Individuals receiving social support
are found happier as they receive empathy, encouragement, and validation. This in
turn enhances their self esteem, confidence and self-efficacy, which is positively
associated with their quality of Life (QOL). Empirical studies have recommended
social support networks for reducing the distress among chronically-ill patients
(McDowell & Serovich, 2007).

Perceived social support has been investigated inversely correlated with
physical and psychological symptoms (Zimet et al., 1988). Family social support has
been examined associated with better QOL among patients (Wig et al., 2006). Wills
(1998) studied positive effects of social support among older HIV/AIDS patients. The
perception of social support has been found associated with better psychological
health among HIV/AIDS patients (Leserman et al., 1999; Swindells et al., 1991).
HIV/AIDS patients reporting higher levels of informational social support were also
found reporting fewer depressive symptoms (Hays et al., 1992).

Similarly, among cancer patients, moderating role of perceived satisfaction

with social relationships has been examined inversely related with distress (Cohen &
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Wills, 1985). Higher levels of social support were investigated positively correlated to
high mortality among breast cancer patients (Cassileth, Lusk, Miller, Brown, &
Miller, 1985; House, Landis, & Umberson, 1988; Reynolds & Kaplan, 1990; Spiegle,
Bloom, Kraemer, & Gottheil, 1989; Waxler-Morrison, Hislop, Mears, & Kan, 1991).
Helgeson et al. (2000) documented positive effects of social support, namely,

relationships with partner and physician, among early-stage breast cancer.

Impacts of social support on stress appraisal. Social support has been
studied positively affecting the appraisal of stressors (Wills, 1998). Social support has
its protective role in face of traumatic stressors, as it provides emotional and material
support and assists in removing stressful factors (Berkman, Glass, Brisette, &
Seeman, 2000; Cohen, 2004; Kaspersen, Matthiesen, & Go testam, 2003). Beneficial
effects of social support have been found at advanced stages of diseases, among
patients of heart and cancer, and among those patients, who were in the phase of
recovery (Revenson, 1994; Schwarzer et al., 2004; Wills & Fegan, 2001), and those
suffering from advanced stages of AIDS (Hays et al., 1992).

Among advanced stage patients, social support has been found effective by
increasing social contacts and bringing improvement in the perceived quality of life
(Vinokur; Threatt, Caplan, & Zimmerman, 1989). It is for the reason that provision of
social support from professional has been strongly recommended to help the patients
as well as their significant others in adjustment to disease stressors (National Board of

Health, 2005; Saunders, 2006; World Health Organization, 2002).



23

Social support and engagement coping. Social support functions as coping
assistance too (Thoits, 1986). Direct and indirect effects of social support on
psychological well-being has been documented (Baron, Cutrona, Hicklin, Russell, &
Lubarof, 1990). Both cognitive coping and social support have been examined
positively associated with psychological health (Lutgendorf et al., 1998). Patients
receiving high social support have been found engaged in numerous positive
behaviors, leading to improvement in physical health; namely, regular visits to health
professionals, and regular intake of medicines (Catz, McClure, Jones, & Brantley,
1999; Catz, Kelly, Bogart, Benotsch, & McAuliffe, 2000). The regular intake of
medicines (Lima et al, 2008), or even moderate treatment adherence is important for
bringing required results (Knafl et al., 2008; Shuter, Sarlo, Kanmaz, Rode, &
Zingman, 2007).

Provision of social support not only reduces distress, but also increases one’s
efforts at identifying coping resources (Wills, 1998). Those HIV positive individuals
who perceived high social support were also found high in benefit finding in their

condition (Luszczynska, Sarkar, & Knoll, 2007).

Need for social support. Chronically-ill patients express their need to get
respect (Bolmsjo, 2000), they value being healthy and they express their need to
receive care from social groups and professionals (Winterling et al., 2006). Empirical
research has also emphasized on the importance of living normal lives for the
chronically-ill patients (Clayton, Butow, Arnold, & Tattersall, 2005; Cohen & Leis,
2002; Kuuppeloma“ki, 1999; Lindqvist et al., 2006; Winterling, Wasteson, Glimelius,

Sjoden, & Nordin, 2004; Winterling et al., 2006). Availability of social support and
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care facilitates engagement coping strategies; namely seeking social support and
services, approaching treatment facilities and adhering to medical treatment

(Heckman, 2003).

Stress appraisal and distress. Stress appraisal of a person determines the
well-being of the perceiver (Lazarus, 1999). “Psychological stress is the particular
relationship between the person and the environment that is appraised by the person
as taxing or exceeding his or her resources and endangering his or her well-being”
(Lazarus & Folkman, 1984, p. 19).

In the context of perceived stigma individuals have been found perceiving low
social support (Galvan et al., 2008). Appraisal of low social support has been
investigated negatively correlated with distress (Dahab et al., 2008; Folkman,
Chesney, Pollack, & Phillips, 1992; Goldzweig et al., 2009; Li et al., 2009; McCain &
Cella, 1995). However, those perceiving social support report positive effects on their
stress appraisal (Wills, 1998).

Stress appraisal is known to determine the well-being of the perceiver
(Lazarus, 1999). Individuals who appraised their physical symptoms as a temporary
phenomenon and who loved themselves unconditionally were found less distressed
(Blinderman & Cherny, 2005). Similarly, those individuals who, despite possessing
‘stigmatized attributes’, perceived something positive in their situation have been
found high in self-esteem, emotional stability, and lack of stress symptoms
(Heatherton et al, 2000). Individual factors and factors in one’s environment that are
likely to vary across samples determine one’s coping strategies (Folkman & Lazarus,

1988).
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Coping

“According to Lazarus, two processes mediate the person-environment
relationship: Cognitive Appraisal and Coping. Appraisal is a process of evaluation in
which it is determined to what extent a particular transaction or a series of
transactions between the process and the environment is stressful. Coping is the
process through which the person-environment relationship demands and the
emotions they generate are managed” (Lazarus & Folkman, as cited in, Yehuda,

Mostofsky, 2006, p. 14).

Coping strategies. Coping strategies have been broadly grouped into
engagement and disengagement coping (Perczek, Burke, Carver, Krongrad, & Terris,
2002; Roesch et al., 2005). However, coping strategies do not always neatly fit into
these two categories (Folkman & Moskowitz, 2004). For example, patients have been
found using various strategies like considering many options, (active cognitive) or
making efforts to obtain knowledge about handling the stressor, or using coping
methods (active behavioral or problem-focused coping), and reducing tension by

taking sedatives and disengagement coping (Billings & Moos, 1981).

Impact of engagement coping on distress. “Engagement coping can involve
seeking primary or secondary control over the stressful event” (Levin & van Laar,
2006, p. 34). Primary control coping includes “efforts that are directed towards
influencing objective events or conditions to enhance a sense of personal control over

the environment and one’s reactions” (Compas et al., as cited in Levin & van Laar,
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2006, p. 34) whereas, secondary control coping involves “efforts to adapt to the
situation by changing the way one feels about or thinks about the stressful event”
(Levin & van Laar, 2006, p. 34).

Engagement coping styles are either focused on changing the physical nature
of the stressor or to alter one’s cognition, feelings or behavior towards the stressor, so
as to reduce/finish one’s emotional distress (Heckman et al., 1998). Examples of
engagement coping can be seen in active coping or efforts focusing on solution for the
problem (Rogers, Hansen, Levy, Tate, & Sikkema, 2005), positive reframing,
perceiving the problem from a more positive perspective (Cohen, 2002), seeking
support (Heim, Valach, & Schaffner, 1997), having a fighting spirit (Cordova et al.,
2003; Nordin & Glimelius, 1998), experiencing the reality' as relieving (Coyle,
2006), and engaging oneself in positive activities like book reading, music, cathartic
expression and prayers (De Faye, Wilson, Chater, Viola, & Hall, 2006; Ohlen,
Bengtsson, Skott, & Segesten, 2002). Looking for positive aspect of the situation has
been found reducing psychological symptoms and associated with better QOL among
HIV/AIDS patients (Fleishman & Fogel, 1994; Swindells et al., 1999). Similarly,
'minimizing unpleasant physical symptoms' in order to gain 'strength and courage'
(Ohlen et al., 2002), directing focus away from disease (Lethborg et al., 2006), and
planful problem solving has been examined associated with psychological well-being
(Burgees et al., 2000). Moreover, positive thinking, active strategies, and acceptance
of social support have been found important for staying normal among the patient
population (Houldin & Lewis, 2006). Likewise, positive coping strategies have been
examined positively related with well-being (Jim, Richardson, Golden-Kreutz, &

Andersen, 2006; Ransom, Jacobsen, Schmidt, & Andrykowski, 2005), perception of
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meaning in life (Jim et al., 2006) and negatively related with psychological symptoms
(Cohen, 2002; Nordin & Glimelius, 1998). Additionally, positive coping strategies
(viz., the strategy of ‘experiencing the reality', exploring one’s responsibility in
physical deterioration and the extent to which health professionals can be held
accountable for their physical conditions) benefitted the advanced stage patients

(Coyle, 2006).

Disengagement coping and distress. Disengagement coping strategies namely
emotional, cognitive, behavioral distancing and denial (Perczek et al., 2002), are
efforts to lessen the impact of the stressor through avoidance, denial, self-criticism,
escape and/or social withdrawal. Psychological distress and poor QOL have been
reported by patients using disengagement coping (Perczek et al., 2002; Ransom et al.,
2005). Disengagement coping strategies have been examined associated with negative
moods, feelings of isolation (Brown, King, Butow, Dunn, & Coates, 2000), and
disease progression (Leserman et al., 1997). Passive coping, emotional disturbance
and inexpressive styles have been studied associated with disease progression, worse

prognosis and development of cancer (Cole, Kemeny, Taylor, & Visscher, 1996).

Religious Coping

Use of religious coping has been examined facilitating coping with
psychosocial stressors among patient population (Jenkins & Pargament, 1995;
Pargament, 1997). In contradiction to the arguments of those who view religion in

generally critical fashion (Ellis, 1960; Freud, 1949), individuals using religious
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coping strategies, namely; reading religious book, offering prayers and their spiritual
concerns (De Faye et al., 2006; Grumann & Spiegel, 2003; Kershaw, Northouse,
Krittpracha, Schafenacker, & Mood, 2004; Kuuppeloma'ki, 1999; Sherman,
Simonton, Adams, Vural, & Hanna, 2000; Winterling et al., 2006) report better QOL.
“Religious coping may involve the use of cognitive or behavioral techniques
related to religion or spirituality” (Tix & Frazier, as cited in, Dunn & O’Brien, 2009,
p. 206). Individuals have been explored using positive as well as negative religious
coping methods. Positive religious coping strategies, like; prayers, positive religious
appraisal, having God's image as a merciful being and hoping for a change in one’s
situation has its roots in the belief of a secure and intimate relation with God.
Conversely, negative religious coping methods are originated from the belief in a

punishing God, or feelings of being abandoned by God (Pargament, 1997).

Impact of religious coping on appraisal and distress. Positive religious
coping methods have been investigated negatively related to psychological distress
(Exline, Yali, & Lobel, 1999; Jenkins, 1995; Pargament, 1997), as well as post-
traumatic growth (Thombre, Sherman, & Simonton, 2010), whereas, use of negative
religious coping methods have been found positively associated with psychological
distress (Harrison, Harold, Hays, Eme-Akwari, & Pargament, 2001; Pargament,
1997).

Religious beliefs not only influence one’s coping strategies but also the
appraisal of the stressor (Pargament et al., 1998). Positive religious coping methods
foster sense of control by bringing change in the appraisal of the stressor, and making

the stressor appear comparatively bearable and meaningful (Pargament et al., 1990).
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Perceiving God as ‘powerful enough to change one’s destiny’ makes the patient
confident that his words will be listened to, his prayers will be answered, and he will

be provided with support and strength to handle critical situation.

Religious coping strategies, sense of control and hope. The process of
reinterpreting the stress appraisal, finding purpose of one’s own existence,
establishing relationship with God, and reconsidering one’s coping strategies, enhance
one’s self esteem and feelings of control (Pargament et al., 1990). Individuals need
“to have sufficient control over the environment to provide a potential for resolution
and to maintain hope” (McGee & Clark, as cited in Nowotny, 1989, p. 57). Those
offering prayers and asking mercy and change in their condition, in fact believe in the
power of prayers to bring miraculous change in their situation (McIntosh & Spilka,
1990). This belief in turn fosters feelings of control over the stressor. Perceived
control by God over the disease has been examined positively correlated with high
self esteem and less behavioral upset (Jenkins & Pargament, 1995), stress-related
growth, and spiritual growth (Tarakeshwar & Pargament, 2001).

Loss of social support has been found affecting optimism and courage that
subsequently leads to death (Frankl, 1984). Low hope among chronically-ill patients
has been investigated inversely related to psychological distress and poor QOL
(Ferrans, Zerwic, Wilbur, & Larson, 2005). Use of religious coping strategies provide
hope and optimism (Sears, Woodward, & Twillman, 2007). Hope has been found
associated with improvement in quality of life (Rustoeen, Cooper, & Miaskowski,

2010).
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Positive impacts of religious coping. Religious coping has been examined
associated with better health by providing meaning in life (Johnson, 1982; Park &
Folkman, 1997; Steger & Frazier, 2005). Similarly, spiritual resources give the
individual sense of coherence, make life comprehensible, manageable and meaningful
and thus increase psychological well-being (Mullen, Smith, & Hill, 1993).

Use of religious coping also enhances self-efficacy (Telch & Telch, 1986).
The importance of self-efficacy has been documented for the psychological

adjustment among chronically-ill patients (Daaleman & Vandecreek, 2000).

Use of religious coping strategies in traumatic situation. Positive impacts
of religious coping have been widely documented (Tarakeshwar et al., 2006).
Religious coping has been examined as a common strategy among patients with a
variety of illnesses (Koenig, McCullough, & Larson, 2001). Individuals’ religiosity is
likely to increase or deepens after the traumatic experience (Halstead & Hull, 2001;
Richards, Acree, & Folkman, 1999). There is a complicated interaction between
psychosocial and religious factors (Chatters, as cited in Phelps et al., 2009), choosing
the strategy of positive coping strategy is determined by factors like religious
denomination (Tix & Frazier, 1998), one’s health status (Zuckerman, Kasl, & Ostfeld,
1984) and facing critical situations (Maton, 1989). Studies have investigated
individuals turning to religion in problematic situations (Dein & Stygall, 1997; Demi,
Moneyham, Sowell, & Cohen, 1997; Jenkins & Pargament, 1995; Pargament, 1997)
and traumatic stress situations (Bickel et al., 1998; Ellison & Taylor, 1996; Maton,
1989; Mattlin, Wethington, & Kessler, 1990). Miller (1985) investigated the

experience of loneliness and spiritual well-being among chronically-ill patients,
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whereas, Reed (1987) found positive impacts of spiritual perspective on well-being

among terminally-ill patients.

Moderating effects of positive religious coping on health. Patient population
has been examined using positive religious coping in face of life threatening or
terminal diseases (McClain et al., 2003; Reed, 1987), major life stress including
chronic-illness (Ano & Vasconcelles, 2005), and coping with disease stressors
(Berglund, Belund, Gustafson, & Sjoden, 1994; Folkman & Moskowitz, 2000;
Johnson & Spilka, 1991; Pargament, 1997).

Research have investigated the positive effects of religion and other forms of
coping associated with psychological and physical symptoms among patients
(Abraido-Lanza, Vazquez, & Echeverria, 2004), overall well-being among patients
(Powell, Shahabi, & Thoresen, 2003), in improving physical well-being (Berglund et
al., 1994), and in adjustment and optimal health (Fitchett, Peterman, & Cella, 1996;
Harrison et al., 2001; Matthews, 1997; Pargament, Koenig, Tarakeshwar, & Hahn,
2001).

Individuals using positive religious coping report positive impacts on their
psychological health (Kaplar, Wachholtz, & O'Brien, 2004; Pargament, 1997), and
psychological-well being (Pargament et al., 1994). Use of positive religious coping
(Johnson & Spilka, 1991; Sodestrom & Martinson 1987) and spiritual awareness
(Smith et al., 1993) have been examined inversely associated with distress.

Importance of religious coping and religiosity have been documented with
reference to despair, anger—hostility, and social isolation among cancer patients and

non-patients population (Acklin, Brown, & Mauger, 1983), and on mood elevation
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(Antoni et al., 2000; Greer et al., 1992). Cancer patients high on spiritual well-being
report low anxiety (Kaczorowski, 1989). Empirical studies have investigated positive
impacts of religious coping strategies on physical well-being as well as psychological

health (Harrison et al., 2001; Koenig et al., 2001).

Use of religious coping strategies among patients. Cancer patients have
been found relying on positive religious coping (namely, meditation, prayer and study
of religion based on religious beliefs, seeking God's love and care), for dealing with
disease related distress (Balboni et al., 2007; Koenig et al., 2001). Religious beliefs
have been found associated with positive outcomes after diagnosis of breast cancer
(Feher & Maly, 1999). It has been investigated that, those who try to use the strategy
of 'benefit finding' from their illness and do not appraise their disease as a result of
Gods' negative intention report higher well-being (McCullough, Pargament, &
Thoresen, 2000).

Religious coping among symptomatic patients. Advanced stage patients,
who are uncertain about the disease course or their future are found opting for
religious coping (Spilka & Schmidt, 1983). Among patients of advanced/
symptomatic stages sense of uncontrollability over the chances of surviving the illness
has been found associated with the weakening of their ability to express and deal
with their problems that are physical, psychosocial and spiritual in nature (Rydahl-
Hansen, 2003, 2005). Moderating effects of religious coping have been explored
among advanced stages of HIV/AIDS (Hays et al., 1992), as well as cancer patients
(Balboni et al., 2007; Phelps et al., 2009; Tarakeshwar et al., 2006; Wilson et al.,

2007). Among advanced stage cancer patients, religion and spirituality affects one’s
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well-being by increasing self awareness, positive appraisal and positive coping with a
belief in connectedness with others, faith, sense of control, self-confidence, and
hopefulness (Lin & Bauer-Wu, 2003). In later stages of disease, problem of physical
decline with its attendant concerns may be the reason for seeking God's help (Jenkins,

1995).

Religious coping and medical decisions. Religious coping not only helps in
adjusting to chronic illnesses but also aids in taking medical decisions (Jacobs, Burns,
& Bennett, 2008; Silvestri, Knittig, Zoller, & Nietert, 2003). Patients have been taking
‘high risk/aggressive medical treatments’ near to death, due to their faith in the God's
power to bring miraculous changes in their physical condition (Braun, Beyth, Ford, &
McCullough, 2008; Bullock, 2006; McKinley, Garrett, Evans, & Danis, 1996).
Critically injured patients have been found having hope for a miracle from God, even
when physician told the patients about the uncontrollability of their disease (Jacobs et
al., 2008).

Due to religious faith patients try to ‘see’ religious purpose in their suffering,
and this faith helps them endure aggressive and painful treatment during the last days
of their life (Bullock, 2006; Crawley et al., 2000). Patients with religious orientation
perceive that receiving palliative care implies that patients have lost hope in God
before God has given up on patient (Sulmasy, 2006). Empirical studies investigated
unrealistically optimistic cancer patients receiving more aggressive medical treatment
at the terminal stage of their disease in the expectations of survival (Sears et al.,
2007). However, opting for aggressive treatment at terminal stages, despite doctor’s

advice not to undergo such treatment, has been found correlated with poor quality of
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death as well as adjustment problems for the caregivers after patients' death (Wright et
al., 2008).

It has been recommended to integrate religious beliefs in psychological
therapeutic interventions (Harris, Thoresen, McCullough, & Larson 1999; Sperry &
Shafranske, 2005), and to involve chaplains in the therapies along with trained
professionals (Curlin et al., 2007). The spiritual needs of the patients have been
reportedly ignored by the doctors (Ehman, Ott, Short, Ciampa, & Hansen-Flaschen,
1999; Kristeller, Zumbrun, & Schilling, 1999). Those terminally-ill patients who were
provided with spiritual support in health settings reported higher QOL (Balboni et al.,
2010).

It is widely accepted that cultural factors may affect an individuals’ perception
of the stressors and coping responses. Therefore, the findings obtained in one country
may not be readily generalizable to another one. Pakistan is a south Asian, developing
country, large segment of its population is living in remote rural areas, conforming to
the cultural norms which are mainly embedded in religious traditions. Pakistani
culture is primarily collectivist in nature (Hofstede, 1991). As collectivist cultures
generally demand strict conformity to cultural norms (Davidson et al., 1976;
Hofstede, 1984), so conformity is largely emphasized in this region too, and the non-
conformists are subjected to stigmatized discrimination, social withdrawal and even
violent assault (e.g. incident of award of death punishments). According to Falk
(2001), the extreme form of social rejection by the society for the non-conformist,
communicates to the other members of the society as to what happens to those who

deviate.
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Due to low literacy rate, limited knowledge and specific cultural set-up in this
region, onset of the diseases are generally attributed to the sinful life, immoral sexual
practices, irreligious deeds, and unhealthy life styles on the part of the patient, Hence
patients are considered responsible for having contracted the disease and having
achieved the disease stigma (Falk, 2001), due to their character blemishes (Goffman,
1963), and known deviations in their personal traits (Campbell & Deacon, 2006).

“The move from the demonization of illness to the attribution of fault to the
patient is an inevitable one” (Annandale, 1998, p. 255). “Undoubtedly, the
characterological predisposition often attributed to cancer sufferers (for example,
inexpressive, repressed, hypersensitive etc), do untold damage, and the potential to
link affliction to life style (for example, diet) lays the ground open to fictions of
unsurpassed personal responsibility, drawing attention away from environmental and
other causes in the process” (Sontag, as cited in Annandale, 1998, p. 255).

In the local context, HIV/AIDS and cancer are amongst the few most dreadful
and stigmatized diseases. The factors that drive stigma for both HIV/AIDS and cancer
diseases are that both diseases exhibit deviations from healthy body image, patients of
these diseases reach severe illness stage, receive painful medical treatment with
associated side effects, their disease course is not known and the disease etiology is
unclear. Diseases with unclear etiology are subjected to stigmatization (Lubkin &
Larsen, 20006).

“HIV/AIDS and cancer are similar in that both diseases are ominous and life
threatening. Patients can expect to undergo extensive tests and procedures and to be
exposed to complicated equipment. Their privacy is often invaded by medical

technology leading to perceived helplessness and loss of control” (Carson, Soeken,
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Shanty & Terry, 1990, p. 30). “In cancer, it seems people have found a sense of guilt
and shame” (Sontag, as cited in Annandale, 1998, p. 256). "To get AIDS is precisely
to be revealed, in the majority of cases so far, as a member of a certain risk group”
(Annandale, 1998, p. 256).

In the local context, both HIV/AIDS and cancer are generally perceived as
dreadful diseases, associated with aggressive medical treatment, followed by extreme
distress, changes in physical appearances, severe pain, and painful death.
Unfortunately, like other illnesses, these two diseases are also reported late in the
local context. Due to the ignorance about the initial signs and symptoms of the
disease, generally patients fail to relate the initial physical changes as the possibility
of onset of the disease. However, even if they are aware of such symptoms, their
ignorance about the specialized diagnostic/treatment centers and the screening
facilities, or the inaccessibility to these places on account of distance or limited
financial resources on the part of the patient are the reasons of not reporting the
disease at initial stages. Besides, due to their apprehensions of being diagnosed as the
‘sufferer’ of some ‘dreadful’ disease, patients are reluctant to go for screening.

It is for the reason that despite frequent awareness campaigns by
government/non-government health organizations regarding the causes of disease,
preventive measures, initial disease symptoms, importance of early screening, and
benefits of early treatment, diseases are generally reported when visibility and
worsening of the physical symptoms and painful nature of the disease makes it
inevitable for the patient to consult medical professionals.

At the time of first reporting of the symptoms to the health professionals,

diseases have already reached advanced stages, warranting aggressive medical
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treatment to cure the worse symptoms or/and control the disease. The aggressive
medical treatment immediately after the first reporting of the disease validates the
assumption of the masses who conceive the onset of cancer or HIV/AIDS as life
threatening, and associate diagnosis of these diseases with dreadful medical treatment,
unbearable pain, severe physical changes and even death.

These practices of late reporting of the diseases in local culture have also been
confirmed by Dr. Hidayet, Oncologist, at Nuclear Oncology and Radiotherapy
Institute Islamabad (Hidayet, personal communication, February, 7, 2009). However,
medical treatment (e.g., surgical removal of the cancerous part of the body,
chemotherapy, high ART etc.) at advanced stages becomes less effective and even
impossible.

Patients at advanced stage of their disease are discredited (Goffman, 1963), by
virtue of their painful and visible symptoms or/and physical limitations. Hence, it
becomes difficult for them to maintain secrecy about their disease status. These
patients are frequently found trying to hide their symptoms or passing off their
symptoms to other conditions. However, they are also found disclosing their disease
status to their family members, in work environment and with health professionals
(Batterham et al., 2005; Serovich et al 2001; Winstead et al., 2002).

Disease stressors, namely adverse impacts of being a ‘sufferer’ of chronic
illness, severe medical treatment (Bing et al., 2001; Carrico et al., 2007; Greeff et al.,
2008; Kalichman, 2000; Sandelowski et al., 2004; Steward et al., 2008; Wouters et al.,
2009), inequitable and discriminatory treatment (Lubkin & Larsen 2006), and

stigmatization complicate adjustment efforts and increase depression among



38

chronically-ill patients (Bartlett & Gallant, 2001; Goodkin et al., 2001; Heckman et
al., 2002; Kalichman, 2000).

Considering the miserable experience of being stigmatized and denied the love
and care on account of one’s poor physical well-being, researcher aimed at assessing
the disease-related discrimination and barriers to care along with the level of poor
physical well-being among HIV/AIDS and cancer patients, as these two diseases are
on rise and amongst the few most dreadful and stigmatized diseases in this region.

Due to the known positive impacts of engagement coping (Burgees et al.,
2000; Cohen, 2002; Coyle, 2006; Heckman, 2003; Houldin & Lewis, 2006; Jim et al.,
2006; Lethborg et al., 2006; Ohlen et al., 2002; Ransom et al., 2005), and social
support (Berkman et al., 2000; Catz et al., 1999; 2000; Cohen, 2004; Heckman, 2003;
Kaspersen et al., 2003; Schwarzer et al., 2004; Wig et al., 2006; Wills & Fegan,
2001), in mitigating distress among chronically-ill patients, this study focused on
studying moderating role of engagement coping and social support in the stress-
distress relationship.

It is also worth noting that the vast majority of the research on moderating
stress-distress relationship have been found mostly on engagement coping or social
support in western context (Berkman et al., 2000; Cohen, 2004; Heckman, 2003;
Kaspersen et al., 2003; Wig et al., 2006). The present research will study moderating
role of ‘perceived availability of social support’ and ‘engagement coping’ in the local
context.

Reviewing the literature regarding the moderating impacts of positive
religious coping among patient population (Antoni et al., 2000; Harrison et al., 2001;

Koenig et al., 2001; Lin & Bauer-Wu, 2003; Pargament et al., 2001; Powell et al.,
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2003), especially those patients who are at symptomatic/advanced disease stages
or/and suffering from stigmatized diseases (Foreman et al., 2003; Galvan et al., 2008;
Goodkin et al, 2001; Hamra et al., 2005; Heckman et al., 2002; Lee et al., 2002;
Vanable et al., 2006; Vanlandingham et al., 2005; Ware et al., 2006), it was evident
that sufferers of stigmatized diseases or advanced disease stages, report non-
availability of social support (Adler & Page, 2008; Carson et al. 1990; Hays et al.,
1992; Jacobsen, 2009; Lethborg et al., 2006; Peters-Goldem, 1982; Swindle et al.,
1989), distress (Dahab et al., 2008; Goldzweig et al., 2009; Holland & Alici, 2010; Li
et al., 2009; Tarakeshwar et al., 2006), and sense of uncontrollability over the disease
stressors associated with distress (Adler & Page, 2008; Jacobsen, 2009; Luoma &
Hakamies-Blomqvist, 2004). Perceived loss of control and psychological distress has
been found associated with immuno-suppression (Herbert & Cohen, 1993).

Sense of hopelessness frequently follows uncontrollability (Limandri & Boyle,
1978). Loss of hope has been found related to critical conditions (Rydahl-Hansen,
2005), and the perception of illness as an intolerable experience (Carrico, 2010)
among oncological and other chronically-ill patients. “Hopelessness adversely affects
the disease course and quality of life” (Craig & Abeloff, as cited in Carson et al.,
1990, p. 30). Psychological distress, poor well-being and low hope have been found
associated with poor QOL (Ferrans et al., 2005).

Conversely, patients perceiving control over their stressors report hope
(McGee & Clark, as cited in Nowotny, 1989). The belief that offering prayers and
asking mercy from God may change their medical condition, fosters feelings of
control over the stressors in patient population (McIntosh & Spilka, 1990). Hoping for

a miracle from God is effective even when uncontrollability of the disease has been
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declared by medical doctors (Jacobs et al., 2008). Hoping for a miraculous change,
and perceiving sense of autonomy over disease stressors increases ones resilience. It
is for the reason that sense of autonomy has been largely emphasized among patient
population (Aranda et al., 2005; Blinderman & Cherny, 2005; Wilson et al. 2007).
Religion gives sense of controllability over the stressors (Pargament et al., 1990).

These findings underline the need to address the positive impact of religious
coping among chronically-ill patients. Research on moderating role of religious
coping has also been called for (Heckman, 2003), and it has been recommended to
focus research “not only toward a physical cure, but also toward ways that strengthen
the spirit and the psychological resiliency of afflicted individuals” (Carson et al.,
1990, p. 28).

However, limited research was found on buffering role of positive religious
coping in stress-distress relationship and that too in western context, while little
research has addressed this important issue in South Asian context, especially in
Pakistani context. To the scholar’s knowledge, the extant literature has not yet
examined this issue, and there is a need to examine this relationship. To fill this gap in
the study, the scholar examined the moderating role of positive religious coping in
stress-distress relation in the present research.

Poor physical well-being, disease-related discrimination and barriers to care
have been studied among HIV/AIDS sample in the western context (Heckman, 2003).
However, the present research will additionally address these stressors among cancer
patients too. This research will study moderating role of positive religious coping,
engagement coping and perceived availability of social support in the stress-distress

relationship. This research will further investigate whether chronically-ill patients will



41

differ with respect to their appraisal of poor physical well-being, disease-related
discrimination, barriers to care, use of coping strategies and perception of availability
of social support, across two diseases (HIV/AIDS & cancer), across two disease
stages (symptomatic/asymptomatic), gender (male/female) and locale (urban/rural).
The given/following conceptual framework (Figure-I) is based on the bio-
psychosocial model that generally guides theoretical and empirical investigation and

provides a more holistic picture as compared to biomedical model.
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COPING
e Positive Religious
Coping

e Engagement Coping

STRESSORS
e Poor Physical Well- DISTRESS
b§1ng —— e Depression
e Disease-related
Discrimination
e Barriers to Care

Perceived availability of
Social Support

Figure 1. Conceptual Framework for present study

The moderator question in the present research was: Does the relationship
between stress and distress depends on the perceived availability of social support,
engagement coping and positive religious coping. Present research has therefore

focused on 1) Investigating appraisal of stigmatized treatment, barriers to care and
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poor physical well being as associated with distress level of the chronically-ill
patients. 2) Moderating role of positive religious coping, engagement coping and
perceived availability of social support in stress-distress relationship among
chronically-ill patients. 3) Investigating the differences in perception of stressors as
well as coping strategies and perceived availability of social support with reference to
gender, locale, disease type and disease stages. Keeping in view the above mentioned
objectives, hypotheses have been derived in the light of previous literature.

Present research will empirically test the hypotheses in following manner:
First, this study will evaluate the main effects of stressors (poor physical well-being,
disease-related discrimination and barriers to care), coping strategies and perceived
availability of social support on distress (depression). Secondly, it will examine the
mitigating role of coping strategies and perceived availability of social support
between the relationship of stressors and distress. Additionally, it will investigate the
role of gender, locale, type of disease and stage of disease in the stress appraisal, use
of coping strategies and perceived availability of social support among chronically-ill
patients.

Findings of this research will help identifying and recommending
individualized interventions for moderating distress level and improving upon QOL

among chronically ill patients.
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Chapter-I1
METHOD
Research Design
Present research was conducted in two parts: study-I and study- II.
Study-I
Study 1 was conducted to achieve the following objectives:
1. Translation and adaptation of the instruments to be used in the main study.
2. Psychometric properties of the translated versions of the instruments.
Study-II
Study II was conducted to achieve the objectives as follows:
Objectives of the Study
1. To find out the relationship of stress (poor physical well-being, disease-related
discrimination, and barriers to care) and distress (depression).
2. To find out moderating role of positive religious coping, engagement coping

and perceived availability of social support between stress and distress

relationship.
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3. To investigate differences in stress appraisal, coping strategies and perceived
availability of social support with reference to gender, locale, disease type, and
disease stages.

Hypotheses
Following hypotheses have been derived in the light of previous literature.

H1: The poor physical well-being will be positively associated with depression
among chronically-ill patients.

H2: The disease-related discrimination will be positively associated with
depression among chronically-ill patients.

H3: The barriers to care will be positively associated with depression among
chronically-ill patients.

H4: The positive religious coping will be inversely related to depression among
chronically-ill patients.

H5: The engagement coping will be inversely related to depression among
chronically-ill patients.

H6: The perceived availability of social support will be inversely related to
depression among chronically-ill patients.

H7: Positive religious coping will positively moderate the relationship between

stressors (poor physical well-being, disease-related discrimination and barriers
to care) and distress (depression) among chronically-ill patients, more

specifically;
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H 7a:

H 7b:

H 7c:
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Positive religious coping will positively moderate the relationship
between poor physical well-being and depression among chronically-
ill patients.

Positive religious coping will positively moderate the relationship
between disease-related discrimination and depression among
chronically-ill patients.

Positive religious coping will positively moderate the relationship

between barriers to care and depression among chronically-ill patients.

Engagement coping will positively moderate the relationship between

stressors (poor physical well-being, disease-related discrimination and barriers

to care) and distress (depression) among chronically-ill patients, more

specifically;

H 8a:

H 8b:

H 8c:

Engagement coping will positively moderate the relationship between
poor physical well-being and depression among chronically-ill
patients.

Engagement coping will positively moderate the relationship between
disease-related discrimination and depression among chronically-ill
patients.

Engagement coping will positively moderate the relationship between

barriers to care and depression among chronically-ill patients.

Perceived availability of social support will moderate the relationship between

stressors (poor physical well-being, disease-related discrimination and barriers

to care) and distress (depression) among chronically-ill patients, more

specifically;
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H 9b:

H 9c:
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Perceived availability of social support will moderate the relationship
between poor physical well-being and depression relationship among
chronically- ill patients.

Perceived availability of social support will moderate the relationship
between disease-related discrimination and depression relationship
among chronically-ill patients.

Perceived availability of social support will moderate the relationship
between barriers to care and depression relationship among

chronically- ill patients.
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Chapter-I11

STUDY-I

Objective

The objective of the study was to translate and adapt the instruments to be
used in the main study. Moreover, this study also aimed at establishing reliability and

validity of the translated versions of the instruments.

Translation Procedure

To address the validity issues of the scales (Physical Well-being, Disease-
related Discrimination, Barriers to Care, Positive Religious Coping, Engagement
Coping, Interpersonal Support Evaluation List) and 21* item of Beck Depression
Inventory) in the local context, the questionnaires were adapted in the local context.

Item 21* of the BDI (Beck & Steer, 1993) was translated for the present study,
as the Urdu-translated version of BDI (Khan, 1995), did not include the said item, for
having sexual connotation (Mueen, Khurshid, & Hassan, 2006). Present study
however, aimed at translating this item which was assessing lack of libido desire as
well as ‘anhedonia’.

However, knowing the culturally tabooed connotation of the item, participants
were instructed that the statements of BDI are assessing the adverse impacts of
disease-related difficulties including negative behavior of others upon their thinking,
feeling, behavior and natural desires. Participants were further instructed that their

honest and uninhibited responses will make the study useful for all the individuals
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facing similar conditions (Appendix N). Rapport was developed with the participants
to obtain their true and honest responses.

For test adaptation, following approaches have been recommended, namely
back translation, decentring and committee approach (Van de Vijer & Leung, as cited
in Weiner et al., 2003). The frequently used method of translation, namely, back
translation, considers the original-version of the scale as the standard against which
the translated version is compared (Beck, Bernal, & Froman, 2003; Brislin, 1976).
Therefore, this method pays less attention to the “connotations, naturalness and
comprehensibility and more to the semantics” (van de Vijer & Leung, as cited in
Weiner et al., 2003, p. 39), as a result the instruments are translated while bringing
minimum modifications in the original version (Beck et al., 2003; Brislin, 1976).
After the back translation process, the translated version may show lexical
equivalence, however, lacking in equivalence in meaning (Brislin, 1976; Birbili,
2000). Moreover, it is not easy to determine “whether identified mistakes have been
made in forward or back translation” (Grunwald & Goldfarb, as cited in Ozolins,
2009, p. 10).

According to the International Test Commission, (2010) “test
developers/publishers should ensure that the adaptation process takes full account of
linguistic and cultural differences among the populations for whom adapted versions
of the test or instrument are intended”(p. 2). Sensitivity to cultural differences has also
been previously suggested for translating the measures developed in a different
culture (Bulmer & Warwick, 1993).

While translating the instruments originally developed in a different cultural

context in a different culture and language, it is unavoidable to use conceptual
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equivalence, hence it becomes difficult to translate the material with minimum
changes (Drennan, Levett, & Swarts, 1991). It is for the reason that “methodology of
back translation is generally not recommended if there are culture specific aspects of
the test” (Weiner et al., 2003, p. 107). This methodology, “namely, back translation
works best when the languages and cultures involved are very close” (Ozolins, 2009,
p- 10).

As in the present research, emic-etic distinction (Brislin, 1976, 1986) was the
guide to instrument translation; therefore efforts were focused on cross-cultural and
conceptual equivalence, rather than linguistic/literal equivalence. Current study used a
recommended method of translation, namely committee approach (Van de Vijer &
Leung, as cited in Weiner et al., 2003). In this method, members can complement
each other (Van de Vijer & Leung, as cited in Weiner et al., 2003) and are more likely
to catch mistakes (Brislin, as cited in Weiner et al., 2003).

However, before adaptation of the instruments, permission was sought from
the authors of the instruments. After seeking permission trans-adaptation was
conducted using committee approach (Brislin, 1980). Following two steps were used
in the process of translation and adaptation of the study variables.

1. Translation

2. Expert panel committee approach

1. Translation. Three translators, one PhD student (Psychology), and two
M.Phil (Psychology) degree holders fluent in the English and Urdu language
(bilingual), translated the above mentioned scales. These translators were native

speakers of Urdu (the target language) and they were familiar with source culture, as
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well as with the terminology of the area covered by the instruments and with the
recommended techniques for forward translation.

As recommended by Gesinger (1994), translators were the residents in the
target country (Pakistan) and had experience in the translation of psychological
instruments. For translating and adapting the instruments, while considering the
conceptual equivalence/culturally transformed meanings, indirect forward translation
method (McKay et al. 1996) was used. However, to avoid lack of conceptual
equivalence in translations (Wild et al., 2005), these translators were provided with
background information about the conceptual basis of the measures. Translators
carried out three independent translations of the instruments in simple clear and
comprehensible language. Throughout the adaptation process, translators focused on
cross-cultural and conceptual equivalence. After translation, recommended method of
committee approach was used to assess the content validity of the translated
meanings, and to make sure that the translated version is reflecting the same item

content as the original version.

2. Expert panel committee approach. After obtaining three independent
translations of the original English version, a consensus version was developed, using
committee approach (Brislin, 1980). A committee consisted four (4) bilingual judges,
two (2) M.Phil degree holders, One (1) PhD student and one (1) faculty member from
National Institute of Psychology, Quaid-i-Azam University, Islamabad, participated in
reconciliation of three independent translations. The judges had knowledge of medical
/health/psychological concepts. Moreover, they also had experience in instrument

development, translation and adaptation.
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Items were rephrased according to the cultural/local context. The modifications
addressed the indigenous issues. Judges carefully reviewed each item of the translated
scales to test the quality of the translation. These judges rated each item in terms of
items’ match or relevance to the content. Moreover, items were also reviewed with
reference to cultural adequacy as well as clarity and common language.

Furthermore, each judge identified and resolved the inadequate
expressions/concepts of the translation. Moreover, in order to resolve the
discrepancies and refine the translations judges asked questions from the translators
(when needed) regarding some words or expressions. In the discussions, each
translator articulated the reasons for suggested changes or improvements in the
original versions. Only those translations, that were rated as strongly relevant by all

the judges were finalized. Following modifications were made in the instruments.

Physical Well-being Scale

Item 3 (Original version): Because of my physical condition, I have trouble meeting
the needs of my family.

Comments: While adapting the item in the local context—a collectivist culture, a
modification of ‘other closer people’ was made, to make it relevant in the local
perspective. Because of the cultural practices or/and religious teaching, it is not
unusual in this culture, to find people ‘willingly looking after other people (not

included in their immediate family), and ‘fulfilling their needs’, even on regular basis.
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Disease-related discrimination Scale

Item 6 (Original version): How often do others avoid you after they learn of your
HIV/AIDS status.

Comments: ‘Avoiding looking at the person’, was added to the item to make the
item more relevant in the local perspective, where social rejection is preferably
conveyed through non verbal communication.

Item 8 (Original version): How often are you not invited or turned away from social
events because of your HIV/AIDS status.

Comments: Two additions were made in the item to make it more understandable in
the local perspective. First, the expression ‘wedding functions’ was added, which is
conceptually equivalent to social gatherings in the local context. Secondly, the item
was modified by including, ‘ignoring the individual on social functions’ or ‘not
appreciating his social interactions with others on social gatherings’ etc. These
gestures reflecting ‘disliking for others’ are generally observed in the local context,
where due to cultural traditions, it is unavoidable to invite even ‘unwanted’
individuals on the social gatherings.

Barriers to Care Scale (BACS)

Item 2 (Original version): Medical personnel (e.g. physicians, nurses), who decline
to provide direct care to persons with HIV/AIDS.

Comments: The item was modified to include the expression ‘treating the patients
with hatred’, ‘denying treatment’, or ‘avoiding treatment’ to convey the
discriminatory treatment frequently perceived by those chronically-ill patients who

are suffering from stigmatized diseases.
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Item 4 (Original version): The lack of transportation to access the services I need.
Comments: ‘Lack of transportation’ was replaced by ‘transportation related problems’, to
include the barriers of uncomfortable / unaffordable transportation. This modification
was made to make the item relevant for the ailing or/and poor patients.

Item 5 (Original version): The shortage of psychologists, social workers and mental
health counselors who can help address mental health issues.

Comments: The word ‘mental health counselor’ was deleted from the item, as in the local
context, people generally don’t understand the fine differentiation between ‘psychologists’
and ‘mental health counselors’.

Item 6 (Original version): The lack of psychological support groups for persons with
HIV/AIDS.

Comments: In the local perspective, general population do not understand the
concept of ‘psychological support groups’, therefore, the conceptual definition of
‘psychological support groups’ was added in the item, to make the item more clear
and understandable in the local perspective.

Interpersonal Support Evaluation List (ISEL).

Item 2 (Original version): If I needed help fixing an appliance or repairing my car,
there is someone who would help me.

Comments: The word motor cycle, and cycle was also included to make the item
relevant for those individuals who might not possess a car, either, because of their
non-affordability or lack of parking space at their place, this condition is more
common in Pakistan.

Item S (Original version): When I feel lonely, there are several people I can talk to.
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Comments: Although talking to someone seemingly includes ‘meeting’ others,
however, the item was modified to include the phrase ‘meeting with someone’, to
make it more meaningful in the local perspective, where people prefer meeting others
when feeling lonely.

Item 7 (Original version): [ often meet or talk with family or friends.

Comments: The words ‘relatives and neighbors’ were added in the item 7, to make it
relevant in the local context—collectivist culture, where it is a regular practice to
interact with the relatives and neighbors along with friends and family members.

Item 9 (Original version): If I needed a ride to the airport very early in the morning,
I would have a hard time finding someone to take me.

Comments: The word railway station and bus stop was included in this item to make
it more related in the local perspective for those individuals who can’t afford to travel
by air. Besides, this modification was also made to include travelling to those
destinations in this country, where there is no airport.

Item 12 (Original version): There are several different people I enjoy spending time
with.

Comments: The modification ‘meeting and talking’ to others, was made as the
conceptual equivalence of ‘spending time with’.

Item 14 (Original version): If I were sick and needed someone (friend, family
member, or acquaintance) to take me to the doctor, I would have trouble finding
someone.

Comments: Two modifications were made in the item. First of all, ‘in case of
worsening of my condition’ was added in the item, to make the item relevant for those

individuals who are already suffering from some sickness. Secondly, the words
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relatives and neighbors were included in the item. In the local context—a collectivist
culture, relatives or even the neighbors of the ailing patient are expected to
accompany the patient to the hospital in an emergency situation.

Item 16 (Original version): If I needed a place to stay for a week because of an
emergency (for example, water or electricity out in my apartment or house), I could
easily find someone who would put me up.

Comments: ‘Staying with someone due to severity of the disease, or for availing the
treatment facility’ was added in the item to make it understandable for the present
population, who prefer staying with someone when facing painful symptoms of the
disease / or suffering from side effects of their medical treatment.

This modification will also make the item functional for the patients residing in
rural population, who prefer staying with their family members, relatives, friends or
even acquaintance, living in the urban areas and/or in the vicinity of the hospital,
while seeking medical facilities in the urban areas.

Item 18 (Original version): If I were sick, I could easily find someone to help me
with my daily chores.

Comments: Like item 14, to make the item effective for the patients at advanced
stage of their disease, the addition, ‘in case of worsening of my symptoms’ was made.
Item 21(Original version): If I decide one afternoon that I would like to go to a
movie that evening, I could easily find someone to go with me.

Comments: The phrases ‘going for a walk’, ‘outing’, ‘visiting someone’, or ‘dining
out” were added as conceptually equivalent of ‘going for movie’, to make the item
relevant for the ailing / bed-ridden patients, who might not be ‘interested’ or ‘able’ to

go out watching a movie, however, they might be willing to go out of their place



57

(house or hospital) for a while, to visit someone, to go for a walk etc. These activities
are generally preferred by the patients, as it consumes less physical energy.

This addition will also be functional for the women and individuals living in rural
areas in the local context. Some remote areas do not have the facility of ‘cinema’, and
even if it is there, ‘going to cinema’ is considered tabooed for women, even if they are
accompanied by their family members.

Item 23 (Original version): If [ needed an emergency loan of $100, there is someone
(friend, relative, or acquaintance) I could get it from.

Comments: Two modifications were made in the item: First, the item was modified
to include, ‘family members’ (parents/siblings/spouse/kids). In the local context,
people prefer asking for loan from the ‘family members’ (instead of friend, relative,
or acquaintance), as they perceive it less embarrassing, or ‘not embarrassing at all’ in
case of some close relations (e.g., fathers, husbands, brothers etc). Though, it is not
uncommon to ask for financial assistance from friends, relatives, or acquaintances as
well, if the family members are not financially sound. Secondly, instead of replacing
$100 by the equivalent of $100 in 1967, (this is when the original scale was
developed), followed by ‘converting the currency’ into local currency, the said
amount was trans-adapted as ‘large amount’. It was debated that, the amount of $100
may be perceived differently by individuals with different financial status; therefore,
this amount needs to be trans-adapted as ‘large amount’. With this modification, the
item may be functional across strata as well as across countries (with different
currencies).

Item 25 (Original version): Most people [ know do not enjoy the same things that I

do.
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Comments: The word ‘work’ was added to make the item more understandable in the
local context.

Item 26 (Original version): There is someone [ could turn to for advice about
making career plans or changing my job.

Comments: To make the item more desirable in the local perspective, the item was
modified by adding few more options in the item, namely, ‘major change in personal
life’, ‘domestic issues’, ‘main decision about starting a treatment plan’ etc. With these
additions, this item will be functional for those who are unemployed, self employed,
patients who are unable to continue their job on account of their illness, and non-
working women.

Item 29 (Original version): If I had to go out of town for a few weeks, it would be
difficult to find someone who would look after my house or apartment (the plants,
pets, garden, etc.).

Comments: Two modifications were made in the item: First of all, the addition of
‘going out of home’ and ‘few days’, made the item relevant for those patients who
have to leave their home for receiving medical/surgical treatment from the hospital for
a short or long span of time.

Secondly, the words in parentheses (i.e., plants, pets, garden, etc.) were dropped
from the item. In the local context, plants, pets, garden are either possessed by the
individuals residing in rural areas, or those individuals in urban areas who belong to
high socio-economic status.

Item 34 (Original version): No one I know would throw a birthday party for me.
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Comments: The conceptual equivalence of ‘throwing a party’ was added to make the
item relevant / understandable for those residing in rural areas, belonging to lower
socio-economic status etc. However, ‘birthday party’ was not excluded from the item.
Item 35 (Original version): It would be difficult to find someone who would lend me
their car for a few hours.

Comments: The word, motor cycle, cycle and ‘any expensive item/appliance’ was
added to the item to make it more relevant for the individuals from all social strata.
Engagement Coping Scale

Item 4 (Original version): I tried to get emotional support from friends and relatives.
Comments: The item was modified by including ‘support from family’. In local
context, like other collectivist cultures, people generally prefer turning to their family
members for emotional support. Though, friends and relatives are also approached for

seeking emotional support in the local context.

After trans-adapting all the instruments, their psychometric properties were

assessed in phase-II of the study.

Sample

The translated /adapted Urdu version of the instruments were administered to
a sample of ninety chronically-ill patients with age range of 20-75 years, comprising
HIV/AIDS (n = 35) and cancer (n = 55) patients. Among HIV/AIDS patients 60 % (n
= 21) were females, and 40 % (n = 14) were males, whereas 41.8 % (n = 23) cancer

patients were females, and 58.2 % (n = 32) cancer patients were male. Age range of
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cancer patients was 25-74 years (M = 47.82, SD = 12.42), whereas age range of

HIV/AIDS patients was 20-75 years (M = 40.51, SD = 13.38).

Procedure

For the present research, a sample of cancer patients was selected from
Pakistan Institute of Medical Sciences (PIMS) Islamabad, and Nuclear Oncology and
Radiotherapy Institute (NORI) Islamabad. Asymptomatic stage cancer patients were
out door patients, whereas, symptomatic stage cancer patients were approached in the
hospital, where they were admitted for a short/long span of time for seeking medical
or surgical treatment. HIV/AIDS patients were taken from New Light AIDS Control
Awareness Group, Non-governmental organization, (NGO) at Rawalpindi and
Lahore. In this organization, these patients were registered as ‘members’.

For accessing the HIV/AIDS patient, various government and Non
Government Organizations (NGOs), were approached with the departmental
permission (Annexure Q). These organizations, that were working for the HIV/AIDS
patients’ awareness programs, either bluntly refused to provide access to the
HIV/AIDS patients, or put the condition to interview the participants in their
presence, or demanded the current research synopsis including the details of the
research design as well as the questionnaires to be administered to the research
participants. It is pertinent to mention here, that the said organizations were
themselves involved in making research projects on HIV/AIDS patients, and seeking

funding from the national and international institutions for conducting the research.
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After the struggle of many months, finally, New Light AIDS group, a non government
organization, agreed to provide access to HIV/AIDS patients for the current research.

For the data collection, first of all, verbal approval was obtained from the
concerned administrative staff of the said hospital / NGO, respective medical staff
helped in selecting the sample and in providing the relevant medical information
about the patients.

Each subject was approached individually in the hospital / NGO. The purpose
and requirements of the study were explained to the subjects. Participations were told
that the information obtained from them will remain confidential and will be used
only for research purposes and that they could discontinue participation at any time.
The verbal consent of the patients was taken before test administration. The research
instruments and demographic information sheet were individually administered to the
chronically-ill patients. Subjects were told that it will take approximately 45-50
minutes to provide information on the study variables. Respondents were asked to
carefully respond to each item according to the instructions. Anonymity of the

participants was maintained.

Assessment Instruments

Following is the description of the scales that were used in the study.

1. The Physical Well-being Scale. Urdu translated version of the Physical

Well - being was used to measure physical well-being among cancer and HIV/AIDS

patients. This scale was originally a sub-scale of FAHI (Functional Assessment of
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Human Immunodeficiency virus infection) quality of life instrument, developed by
Cella, McCain, Peterman, Mo, and Wolen (1996). This scale consisted of seven items
(sample items, I experience pain, I have nausea), rated on 5-point ratio scale ranging
from 0 (Never) to 4 (Always). High scores on this scale indicated low level of
physical well-being and vice versa.

2. Disease-related Discrimination Scale. Urdu translated version of Disease-
related stigma (Heckman et al. 1998) was used for present study. It is a 12-items scale
that measures stigma and discrimination due to patient’s disease status. This scale was
rated on four point rating scale ranging from Never (1) to Often (4). Present study
measured disease-related discrimination in terms of scores of respondents on this
scale. High scores on this scale reflected disease-related discrimination and vice
versa.

3. Barriers to Care Scale (BACS). The Urdu translated version of BACS,
originally developed by Heckman, et al. (1998) was used to measure problem severity
of various geographical, psycho-social, and resource related barriers to service
provision among people living with chronic illnesses. These items measured barriers
to care using a 4 point Likert type anchor, ranging from 1(No problem at all) to
4(major problem), indicating the extent to which each listed barrier made it difficult
for them to receive health care and social services (Sample items: long distances to
medical personnel, and lack of transportation). This scale originally consisted of
thirteen items; however, present study used only those eight items that measured
geography/distance, medical, psychological service and personal resources barriers.

The present study measured barrier to care in terms of scores of respondents on
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BACS. High scores on overall scale indicated high level of barriers to care and vice

versa.

4. Brief Religious Coping Scale (RCOPE). The Urdu translated version of
Brief religious coping scale (RCOPE) originally developed by Pargament et al.
(1998), consists of two patterns of religious coping, namely positive religious coping
and negative religious coping, measured through 14 items. Present study used seven
items of positive religious coping to assess positive religious coping strategies among
chronically-ill patients. Present study measured positive religious coping in terms of
scores of respondents on 7-items of Positive Religious Coping. Sample item: sought
God’s love and care, or focused on religion to stop worrying about my problems.
Positive Religious Coping Scale was rated on a 4-point continuum ranging from
1(Not at all) to 4 (A great deal) reflecting the degree to which patients made use of
various positive religious coping methods to deal with their illness. High scores on

the scale reflected high level of positive religious coping and vice versa.

5. Engagement Coping Scale. The Urdu translated version of Engagement
Coping scale is originally a sub scale of Coping scale (Boberg et.al., 1995), that
consists two styles of coping namely, engagement coping and disengagement coping.
Present study used 8-items of Urdu translated version of engagement coping to assess
the degree of engagement coping patients have been using in response to stress
associated with ‘living with HIV/AIDS or cancer’. (Sample item, I made a plan of
action). Items of this subscale were rated on a 4-point Likert scale 1(strongly

disagree) to 4 (strongly agree). This study measured engagement coping in terms of
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scores of respondents on Engagement Coping employed in the previous seven days to
cope with the most significant life stressor. Higher scores indicated greater use of

engagement coping in response to illness related distress and vice versa.

6. Interpersonal Support Evaluation List (ISEL) — General Population.
The Urdu translated version of ISEL Scale originally developed by Cohen,
Mermelstein, Kamarck, and Hoberman (1985) is a multidimensional 40 items scale,
with four domains namely: Appraisal Scale, Tangible Scale, Belonging Scale, and
Self-esteem Scale. Forty items of ISEL were rated on a 4-point ratio scale 0
(definitely false) and 3 (definitely true). Present study measured perceived availability
of social support in terms of scores on ISEL Scale. High scores on this scale indicated

high level of perceived availability of social support and vice versa.

7. Beck Depression Inventory. The Urdu translated version of BDI
originally developed by Beck and Steer, (1993) and adapted in Urdu by Khan (1996)
was used in present study to assess depression among cancer and HIV/AIDS patients.
It is a 21-item-self report instrument, designed to assess cognitive, behavioral,
affective, and somatic components of depression. Items of BDI were rated on a 4-
point ratio scale, ranging from 0 (minimum) to 3 (maximum). High scores on BDI

show high level of depression and vice versa.
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RESULTS

Table 1

Descriptive statistics and Alpha reliability coefficients for the study variables (N = 90)

Alpha Potential Actual

Variables M SD Coefficients Range Range Skewness
PW 2.85 .50 .79 0-4 1.71-4.00 .07
DD 2.57 45 .85 1-4 1.75-3.33 -33

BACS 2.68 .56 81 1-4 1.62-3.88 -27
PRC 2.49 .82 91 1-4 1.00-4.00 -.06
EC 2.49 78 .89 1-4 1.00-3.88 -23
PSS 1.61 .64 .95 0-3 .55-2.80 -.00
BDI 1.44 .67 .95 0-3 33-2.67 32

Note. PW = Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support, and BDI = Beck Depression Inventory

Table 1 is reflecting descriptive statistics for all study variables. This table
shows maximum mean value for PW (2.85) and minimum mean value for BDI (1.44).
This table also indicates the alpha reliability values depicting maximum alpha
coefficient value for PSS (.95) and BDI (.95), and minimum alpha coefficient value
for PW (.79). Skewness for the scale scores (.00 to -.33) indicates that data are

normally distributed.
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Table 2
Descriptive statistics and Alpha reliability coefficients for the study variables in

HIV/AIDS sample (n = 35)

Variables M SD Co?fg)chizn ts Pg:;l;ieal ﬁ:;lfgael Skewness
PW 2.60 45 7 0-4 1.71-3.43 -.13
DD 2.50 45 .84 1-4 1.75-3.25 -33

BACS 2.61 .58 .81 1-4 1.62-3.50 -42
PRC 2.54 .85 .89 1-4 1.00-4.00 .03
EC 2.59 71 .87 1-4 1.50-3.88 -.04
PSS 1.53 .64 .95 0-3 .62-2.55 .26
BDI 1.31 .59 .93 0-3 52-2.67 .89

Note. PW = Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support, and BDI = Beck Depression Inventory

Table 2 indicating descriptive statistics for all study variables, reflects
maximum mean value for BACS (2.61) and minimum mean value for BDI (1.31).
This table also depicts alpha reliability values, reflecting maximum alpha coefficient
value for PSS (.95) and minimum alpha coefficient value for PW (.77). Skewness (.03

to .89) for all the scale scores was within normal range.
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Table 3
Descriptive statistics and Alpha reliability coefficients for the study variables in

cancer patients (n = 55)

Variables M SD CoeA;‘g)(?iZn s Pg[ae;lgeal gzgugel Skewness
PW 2.99 A48 74 0-4 2.00-4.00 A2
DD 2.61 45 .85 1-4 1.75-3.33 -34

BACS 2.73 55 .83 1-4 1.62-3.88 -.14
PRC 2.46 .81 .93 1-4 1.29-3.71 -.14
EC 243 .83 91 1-4 1.00-3.50 -25
PSS 1.66 .63 .95 0-3 .55-2.80 -.17
BDI 1.51 71 .95 0-3 33-2.67 .02

Note. PW = Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support, and BDI = Beck Depression Inventory

Table 3 is depicting the descriptive statistics for the instruments measuring
study variables. Maximum mean value was found for PW (2.99), whereas, minimum
mean value was reported for BDI (1.51). This table also reflects the alpha reliability
values showing maximum alpha coefficient value for PSS (.95) and BDI (.95) and
minimum alpha coefficient value for PW (.74). Skewness values (.02 to -.34) were

within the normal limits for the present data set.
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Tables 4-10 present item-to-total correlation ranges for all the measures of

present study, in the overall sample, HIV/AIDS patients and cancer patients.

Table 4

Item-total Correlation of Urdu version of Physical Well-being Scale

Overall sample HIV/AIDS sample Cancer sample
Item No

(N=90) (n=135) (n=155)
1 JISHE .O8HHE T3
2 SoHE* S5k S5k
3 66 H* STk OT7HA*
4 66HH* Nl N) Sl
5 NYha 3 A 5 A
6 T2k T 66 H*
7 H617%* 68H* Stk

*Ep < .01, ***p <.001

Table 4 indicates the results of item-to-total correlation in the total data set.
Each item of Physical Well-being scale is showing a significant positive correlation
with the total score in overall sample, HIV/AIDS sample and cancer sample,

respectively.
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Table 5

Item-total Correlation of Urdu version of Disease-related Discrimination scale

Overall sample  HIV/AIDS sample Cancer sample

Item No
(N =90) (n =395) (n=155)
1 JI3EE 6% J1EE
1 S8*E 627%* S6*E
2 T JI5%* 68%*
2 O7%* S59%* 69%*
3 63%* S8k O7%*
3 JTTEE J6%** JTEE
4 S55%* S5%* S5
4 63%** 627%* 65%*
5 69** 69%* J1EE
5 58%* 48* 64+
6 A46%* S59%* A40*
6 O7*E JT1EE 66%*

*n <.01, **p <.001

Table 5 reflects the significant positive correlation of each item of Disease-
related Discrimination with the total score in overall sample, HIV/AIDS sample and

cancer sample respectively.
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Table 6

Item-total Correlation of Urdu version of Barriers to Care Scale

Overall sample  HIV/AIDS sample Cancer sample

Item No
(N =90) (n=235) (n=1535)
1 .90* .88* .93*
2 43* 48* ST*
3 87* 84 .90*
4 .89%* 85% 93*
5 2% TT* .68*
6 .85% .86* .85%
7 84 .86* B1*
8 .85% .88* .83*
*p <.001

Table 6 depicts significant positive correlation of each item of BACS with the

total score in overall sample, HIV/AIDS sample and cancer sample respectively.
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Table 7

Item-total Correlation of Urdu version of Positive Religious Coping Scale

Overall sample  HIV/AIDS sample Cancer sample

Item No
(N =90) (n =35) (n=155)
1 80** 85%* T6%**
2 4% J78xE 84%*
3 .84k R 4%
4 J79%* J718%* 81
5 B2 Rk 87
6 85%* .64%* 88**
7 B7H* 76%* .88*

*n <.01, **p <.001

Table 7 indicates item-to-total correlation of each item of Positive Religious
Coping Scale with the total score. Significant positive correlation of each item of
Positive Religious Coping Scale was found with the total score in overall sample,

HIV/AIDS sample, and cancer sample respectively.
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Table 8

Item-total Correlation of Urdu version of Engagement Coping Scale

Overall sample  HIV/AIDS sample Cancer sample

Item No
(N =90) (n =35) (n=155)
1 .83* 79%* .86*
2 79%* JJ1* .82%*
3 74% .61% J79%
4 67% .62% .69%
5 ik .76* J78%*
6 .83* .84%* .84*
7 JT7* .83* 74*
8 72* .65% J75%*
*n <.001

Table 8 is reflecting significant positive correlation of each item of
Engagement Coping Scale with the total score in overall sample, HIV/AIDS sample

and cancer sample respectively.
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Table 9

Item-total Correlation of Urdu version of Interpersonal Support Evaluation List

(ISEL) Scale
Overall sample  HIV/AIDS sample  Cancer sample
Item No

(N =90) (n =35) (n =55)
1 JT1EE 84%* .66*
2 S8** JJ2%E AB**
3 63%** 60%* 65%*
4 A49%* S0** S5
5 Rk 81 J1EE
6 S5 53k STEE
7 S0** A0** .56*
8 53 A1* 61%*
9 69** JI5*E J1EE
10 63%** AS5** T74%%
11 S5 69 * A49%*
12 S6** S5* S6**
13 S22 A4xx ST*
14 62%% 86 * A43E
15 A% A6** A0**
16 53 62%% AS5**
17 65%* JTEE STEE
18 S6** 63%* 53
19 .60%** 84%* A44%
20 65%* JI8xE SOk
21 61%% AS5** T74%%
22 68** 627%* WA
23 S0** A3E S6**

Continued...
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Overall sample  HIV/AIDS sample  Cancer sample

Item No

(N =90) (n =395) (n =55)
24 S5 69%* A4x%
25 S6** SOk S52%
26 S2%* S1H* S3H*
27 JT1EE 61 J8xE
28 54k A5H* H1%*
29 S8*E S5k 60%*
30 .60** J70%* 627%*
31 S4xE STHE .60*
32 5R%* 64%* 54k
33 53 A8E SOk
34 62%% A49%* J0%**
35 S5%* S6%* S4Hx
36 A45%* ATE S0**
37 S3%* STH* 49*
38 S22 68 * A3
39 59%* .64%* STH*
40 .637%* O7H* O3 HE

*n <.01, **p <.001

Table 9 is showing the findings of item analysis. Each item of Interpersonal
Support Evaluation List Scale has been found reflecting a significant positive
correlation with the total score in the overall sample, HIV/AIDS sample and cancer

sample respectively.
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Table 10

Item-total Correlation of Urdu version of Beck Depression Inventory

Overall sample  HIV/AIDS sample  Cancer sample

Item No
(N =90) (n =35) (n =55)
1 S56%* 43%x 66%*
2 65%* S5 7%
3 T9** T4** B2**
4 68%* 1 66%*
5 T 69%%* 80**
6 82 T4 87*
7 69** T6%* 64%%*
8 1 ST 77
9 79 75 80%*
10 83 6% 86%*
11 8% 70%* 2%
12 80** T6** S1H*
13 T4%x% 7% T
14 66%* 2% 67H*
15 2% 59 85%*
16 68** G1%* T2k
17 58 58 61%*
18 60%%* 60%* 63
19 B1%* S5 65%*
20 69% 1% 0%
21 STxx S5 ST

*» <.01, **p <.001.
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Table 10 indicates significant positive correlation of each item of BDI with the total
score of this scale in overall sample, HIV/AIDS sample and cancer sample
respectively. Item-to-total correlation of Item 21 of BDI, (translated in phase-I of the
present study) was also significantly positively correlated (.57) to the overall score of
BDI, depicting the consistency of this item with the overall scale, suggesting the
appropriateness of the item, and that this item is also tapping the same construct (i.e.,

depression).

Table 11

Pearson correlation among study variables (N = 90)

Variables 1 2 3 4 5 6 7

1. PW - AB*E 4RH* -34%* -35%* =27 39k
2. DD - S9** -39%* -.28%* -32%* A8*
3. BACS - -30%** 18 - 25%* 39k
4. PRC - 69** S22k -71*
5. EC - 65k T4
6. PSS - - 53%*
7. BDI -

*n <.01, **p <.001

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support, and BDI = Beck Depression Inventory

Table 11 is showing correlation matrix reflecting the inter-correlation among
the study variables. Zero-order Pearson correlations were computed to examine the

relationship between stressor variables (poor physical well-being, disease-related
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discrimination and barriers to care) and depression scores, as well as moderator
variables (positive religious coping, engagement coping and perceived social support)
and depression scores. The stressor variables are positively significantly related with
BDI, whereas, the moderator variables are inversely significantly related with BDI.
The stressor variables are significantly positively correlated with each other;
similarly, moderator variables are also significantly positively related with each other.
The stressor variables (PW and DD) were significantly negatively related to all
three moderating variables (PRC, EC, PSS), whereas, one stressor variable (BACS)
was significantly negatively related to two moderating variables (PRC & PSS), and
positively correlated with one moderating variable (EC), though this correlation was
non-significant.
Pearson product-moment correlations involving seven variables revealed
significant correlations between stressors and depression as well as moderators and

depression.
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DISCUSSION

Purpose of study-I was to translate and adapt six instruments (Physical Well-
being, Disease-related Discrimination, Barriers to Care, Positive Religious Coping,
Engagement Coping, and Interpersonal Support Evaluation List), and item number 21
of the Beck Depression Inventory.

After trans-adaptation of the instruments in phase-I, reliability analysis of the
scales were conducted and validation was carried out in phase-II.

Overall, the scale mean scores were found towards upper end, mildly skewed
(-.00 to .33), however, within the acceptable range of —2.0 to + 2.0 (Kendall & Stuart,
1958). The psychometric properties of the study variables were addressed. Reliability
of the scales was determined by assessing the internal consistency of the scales as
computed by Coefficient Alpha (Cronbach, 1984). The internal consistency for all the
study variables was acceptable, it exceeded .70 (as depicted in Table 1), as
recommended by Nunnally (1978).

All the scales (except the physical well-being scale) depicted good to excellent
internal consistency (.81 to .95), physical well-being scale, however, reflected
satisfactory internal consistency, as shown by its Alpha Coefficient value (.79).
Evidence of internal consistency of the scales was further obtained by assessing the
item-to-total correlation of the scales (Table 4-10). It can be readily observed that all
items had fairly high significant correlations (.40 to .93) with the scales to which they
were originally assigned (Nunnally, 1967).

As, “it is ordinarily necessary to evaluate construct validity by integrating

evidence from many different sources” (Cronbach & Meehl, as cited in Cooper &
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Pervin, 1998, p. 140), therefore, present study obtained the evidence of construct
validity from the convergent, and discriminant validity coefficients. Moreover, study-I
also found the evidence of concurrent validity.

As shown by patterns of inter-correlations among computed variables (as
depicted in table 11), low to moderate correlation (.18 to .39) was observed between
scales measuring different construct, whereas, moderate to high correlation (.48 to
.69) was observed between the instruments measuring similar constructs. Correlations
between theoretically dissimilar scales should be low whereas, the correlations
between theoretically similar scales should be high (Trochim, 2006). The moderate to
high correlation coefficients between similar constructs is an acceptable evidence for
the convergent validity (van Saane, Sluiter, Verbeek, & Frings-Dresen, 2003). There
are no strict rules for how high or low, the correlations should be to provide evidence
for discriminant and convergent validity, however, the convergent correlations need
to be higher than the discriminant ones (Trochim, 2006).

This study also addressed the criterion validity of the scales by correlating the
scores of predictor variables (physical well-being, disease-related discrimination,
barriers to care, positive religious coping, engagement coping, and perceived
availability of social support) with the criterion variables (i.e. depression), both the
predictors and criterion variable were measured at the same time. The predictor
variables were significantly correlated with criterion variable, as shown by their
validity coefficients ranging from .40 to .70, hence, the evidence of criterion validity
was obtained.

Evidence of the content validity of the scales was obtained by getting the opinion

of judges during committee approach in phase-I of the study. Besides, some
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affirmative evidence of content validity of the scales was also obtained by the item-to-
total correlation of the scales.

In study-I, significant evidence of reliability of the scales was obtained by
assessing the coefficients Alpha and item-to-total correlation of the scale scores,
whereas, significant evidences of convergent, discriminant, and criterion validity was
demonstrated, by analyzing the correlation coefficients among the scales measuring
study variables.

These findings therefore support the sufficient evidence of reliability as well
as validity, and show that overall the psychometric properties of the said instruments

are quite satisfactory and they can be used for hypotheses testing in study-II.
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Chapter-1V

STUDY-II (MAIN STUDY)

The main objective of the study-Il was to examine the moderating role of
positive religious coping, engagement coping and perceived social support in the
stress-distress relationship among chronically-ill patients. The additional objective of
present research was to investigate the difference between stress appraisal, coping
strategies and perceived availability of social support with reference to gender, locale,

type of disease, and stages of disease.

Sample

A purposive sample of (N = 330) chronically-ill patients participated in the
study. These participants (51.5 % men and 48.5% women) were on average 45.46
years of age (SD = 11.05). A total of 23.6 % (n = 78) of participants were HIV/AIDS
patients, whereas 76.4 % (n = 252) were cancer patients, 63% had progressed to
symptomatic stage, whereas, 37 % of participants were at asymptomatic stage. Fifty
five (55.5 %) percent of participants were rural residents, whereas, 44.5% patients

were residing in urban areas.

Procedure

For this study cancer patients were approached at Pakistan Institute of Medical

Sciences (PIMS), Islamabad, and Nuclear Oncology and Radiotherapy Institute
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(NORI) Islamabad. Asymptomatic stage cancer patients were out door patients,
whereas symptomatic stage cancer patients were hospitalized for short / long span of
time for medical or surgical treatment.

Sample of HIV/AIDS patients was taken from New Light AIDS Control
Awareness Group, a Non-governmental organization, at Rawalpindi and Lahore, an
organization, where these patients were registered as ‘members’.

After seeking the permission for conducting the study from the hospitals / and
the said organization, participants were approached. During the initial contact, the
study was described in detail. Participants of this study were informed that the
information obtained through this study would remain confidential and it will only be
used for research purposes. They were also ensured that they could discontinue
participation at any time. After participants provided their verbal informed consent,
participants were asked to provide required information on demographic sheet and to
complete the questionnaire consisting seven scales used in Study-I (Physical Well-
being, Disease-related Discrimination, Barriers to Care, Positive Religious Coping,
Engagement Coping, Interpersonal Support Evaluation List and Beck Depression
Inventory). Participants were asked to indicate how often statements of the
questionnaires applied to them. Subjects anonymously completed the measures. The
participants took approximately 45-50 minutes to complete self-administered
instruments. Medical information regarding their disease status was sought from their

medical record files.
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RESULTS

Descriptive statistics were used to describe scales mean, standard deviation,
and alpha reliability coefficients. Pearson correlation coefficients were calculated to
examine the relationship between the variables (Physical well-being, disease-related
discrimination, barriers to care, positive religious coping, engagement coping,
perceived social support and depression). Multiple regression analyses were
conducted to test hypotheses examining associations between stress (Poor physical
well-being, disease-related discrimination, and barriers to care) and distress
relationship (depression) as well as moderators (Positive religious coping,
engagement coping and perceived availability of social support) and distress
(depression) relationship. Moreover, moderated regression analysis was conducted to
test moderating role of positive religious coping, engagement coping and perceived
availability of social support between stress and distress relationship among
chronically-ill patients. Finally, role of gender, locale, type of disease and stages of
disease was explored with reference to stressors, use of coping strategies and
perceived availability of social support. All analyses were done with SPSS 16.0

(SPSS Inc, Chicago).
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Table 12

Descriptive statistics and Alpha reliability coefficients for the study variables (N=330)

Variables M SD Cog‘gcﬁé;n s Pg[ae;lgeal gzgugel Skewness
PW 3.12 .63 .84 0-4 1.57-4.00 -24
DD 2.64 57 .89 1-4 1.25-3.67 -.59

BACS 2.79 S1 72 1-4 1.25-4.00 -.30
PRC 2.46 94 .93 1-4 1.00-4.00 -.09
EC 242 .82 .90 1-4 1.00-4.00 -.03
PSS 1.62 .65 .95 0-3 .12-2.80 -.01
BDI 1.27 .59 .93 0-3 19-2.71 28

Note. PW = Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support, and BDI = Beck Depression Inventory

Table 12 is reflecting descriptive statistics for all study variables. Maximum
mean value was for PW and minimum mean value was for BDI (1.27). This table also
shows the alpha reliability values depicting maximum alpha coefficient value for PSS
(.95) and minimum alpha coefficient value for BACS (.72). Skewness index were
within acceptable range.

In order to examine the linear relationship among the independent variables

and dependent variable, Zero-order Pearson correlations were computed.



85

Table 13

Pearson correlation among study variables (N = 330)

Variables 1 2 3 4 5 6 7
1.PW - 39%x* A9** - 45%* -.34%* - 19%* 38**
2.DD - 38xE -20%* - 27%* -23%* 32
3.BACS - -30%* - 25%* -22%* 28%%
4.PRC - 66%* A4 -.67**
5.EC - AS5** - 56%**
6. PSS - - 49%*
7.BDI -
5 <01

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support, and BDI = Beck Depression Inventory

Table 13 is showing inter-correlation among the study variables. Zero-order
Pearson correlations were computed to examine the relationship between stressor
variables (poor physical well-being, disease-related discrimination and barriers to
care) and depression scores, as well as moderator variables (positive religious coping,
engagement coping and perceived availability of social support) and depression
scores. The stressor variables (PW, DD and BC) are positively related with BDI,
whereas, the moderator variables (PRC, EC and PSS) are inversely related with BDI.
Moreover, the stressors variables are positively correlated with each other, (scores of
PW were significantly correlated with scores of DD and BACS, similarly, scores of

DD were significantly correlated with scores of BACS). Similarly, moderator
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variables were also significantly related with each other, (scores of PRC were
significantly correlated with scores of EC as well as PSS, and the scores of EC were

significantly correlated with scores of PSS).

Multiple Regression Analyses. Regression analyses were conducted to
examine the hypothesized relationships among variables (Cohen & Cohen, 1983).

To investigate the direct effect of independent variables (stressors) on
dependent variable (depression) multiple regression analysis was applied, whereas,
moderated regression analysis was conducted to explore interaction effect of
moderators on dependent variable. The value of R* shows the proportion of variance
in the dependent variable accounted for by the set of independent variables, whereas,
the value of adjusted R is giving information regarding fitness of model in addition to
explaining the proportion of variance in dependent variable accounted for by the set
of independent variables. As adjusted R* gives a more accurate picture about the
fitness of model, therefore, the value of adjusted R* was used for interpretation of

regression analysis results.
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Table 14
Multiple Regression analysis showing the main effects of poor physical well-being,
disease- related discrimination and barriers to care in the prediction of depression

among chronically-ill patients (N = 330)

Model b SE S t )% Tolerance  VIF
Constant -6.403 4.12 -1.55 A2

PW 779 A7 .27 456  .0001 71 1.40
DD 345 10 .19 3.33 .001 .80 1.15
BACS 225 A8 .07 1.24 22 72 1.39

Note. b = Unstandardized Coefficients; SE = Standard Error; f = Standardized Coefficients; PW = Poor

Physical Well-being, DD = Disease-related discrimination and BACS = Barrier to Care

Table 14 is displaying the result of regression analysis conducted to test
hypotheses 1-3. These hypotheses anticipated positive relationship among
independent variables (physical well-being, disease-related discrimination and
barriers to care) and dependent variable (depression). In this regression model, scores
of depression were regressed on the scores of physical well-being, disease-related
discrimination and barriers to care. The resultant regression model (model-II),
explained significant variance of 17.5 % (R? = .175, p =.0001) with beta values of (#
=.27, p =.0001), (f = .19, p = .001) and (B = .07, p = .22) for poor physical well-
being, disease-related discrimination and barriers to care respectively. Hence,
Hypotheses 1 and 2 were confirmed that anticipated positive relationship of poor

physical well-being and disease-related discrimination with depression.
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Table 15
Multiple Regression analysis displaying the main effects of positive religious coping,
engagement coping and perceived availability of social support in the prediction of

depression among chronically-ill patients (N = 330)

Model b SE S t )4 Tolerance VIF
Constant 54.78 1.67 32.78 .0001

PRC -93 .10 -48  -9.23  .0001 541 1.85
EC -27 .02 -14 268 .008 535 1.87
PSS -.11 .045 -22  -5.05 .0001 766 1.31

Note. b = Unstandardized Coefficients;, SE = Standard Error, = Standardized Coefficients; PRC =
Positive religious coping, EC = Engagement Coping and PSS = Perceived availability of Social
Support

Table 15 is exhibiting the result of multiple regression analysis. This analysis
was conducted to test hypotheses 4-6, which anticipated inverse relationship of
positive religious coping, engagement coping and perceived availability of social
support with depression. In this multiple regression analysis, the said variables were
entered as predictor variables and depression was entered as outcome variable. The
resultant multiple regression model is explaining 51.1 % (R? = .511, p = .0001)
variance with significant beta values (f = -.48, p =.0001), f = -.14, p = .008) and (f
=-.22, p =.0001) for religious coping, engagement coping and perceived availability
of social support respectively. These findings supported hypotheses 4-6 that

anticipated inverse relationship of moderating variables with depression.
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Moderated Regression Analysis. Hierarchical moderated regression analysis
was used to test the hypothesized moderating effects of moderators beyond the main
effects (Cohen & Cohen, 1983). To examine moderating hypotheses separate
hierarchical regression analyses were conducted. At the first step -criterion
(depression) was regressed on predictors (stressors and moderators), then in the
second step criterion (depression) was regressed to the interaction term for these two
variables viz., stressors x moderators (Aiken & West 1991). The change in R? (AR?)
after the inclusion of the additional variable (interaction term) explains additional
variance in the dependent variable which is due to the interaction effects.

The interaction terms predicting depression are further illustrated in Figures
2-7. Each figure represents the relation between stressors and depression at both high
and low levels of moderators. These levels are arrived at by fixing the value of
moderators at one standard deviation above and below its mean (Aiken & West,
1991). Visual inspection of the figures will help illustrate the nature of the interaction.

Moreover, the multicollinearity diagnoses were also reviewed for each
equation, to find out whether multicollinearity is a serious problem or not. The
tolerance and VIF scores for the predictor variables, moderators and interaction terms

indicated that multicollinearity was not a serious issue.
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Table 16
Moderated Multiple Regression analysis of positive religious coping and poor

physical well- being as predictors of depression among chronically-ill patients (N =

330)
Model b SE S t P Tolerance  VIF
(Constant) 39.75 3.81 10.44  .0001
PW .29 13 .10 224 026 .79 1.26
PRC -1.18 .09 -62  -13.63 .0001 .79 1.27
PW x PRC -1.84 .57 -13 -3.25 .001 .99 1.01

Note. PW = Poor Physical well-being, PRC = Positive religious coping

Table 17
Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R 4dj. R dfi P F »
Model 1 679 461 458 2 327 139.76 0001
Model 2 691 478 473 3 326 99.424 0001

Tables 16 and 17 are displaying the results of moderated regression analysis
that was computed to test hypothesis 7a. This hypothesis anticipated moderating
impact of positive religious coping in poor physical well-being and depression
relationship. To test the moderating effects, in the first step, scores of poor physical

well-being (PW) and positive religious coping (PRC) predicting depression were
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entered into regression equation, followed by the interaction term (PW x PRC) that
was entered in the second step.

The resultant regression model (model-II) is reflecting significant moderating
effects of positive religious coping as shown by the values of change in R”. This
change in R? (R?=.015) has associated F and p values (F (1, 326) = 10.57, p = .001).
The significant beta value in Model-2 (8 = -.13, p = .001) concludes slope difference,
and significant interaction effects. Hence, supporting hypothesis 7a, that anticipated
moderating role of positive religious coping in the relationship between poor physical
well- being and depression among chronically-ill patients.

The interaction terms predicting depression is further illustrated in Figure 2.
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Figure 2. Interaction of religious coping and poor physical well-being on depression.
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Figure 2 is reflecting that religious coping significantly moderates the stress-
depression relationship. The stress-depression relation is relatively stronger in the

case of low religious coping and weaker in the case of high religious coping.

Table 18
Moderated Multiple Regression analysis of positive religious coping and disease-

related discrimination as predictors of depression among chronically-ill patients (N =

330)
Model b SE S t P Tolerance VIF
(Constant) 37.58  3.24 11.60  .0001
DD 29 .08 .16 3.72 .0001 .88 1.14
PRC -1.21 .08 -.63 -15.18  .0001 91 1.09
DD x PRC -1.89 53 -.15 -3.61 .0001 .97 1.04

Note. DD = Disease-related discrimination and PRC = Positive religious coping

Table 19
Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R Ad. B2 df] R F »
Model 1 685 469 466 2 327 14446 0001
Model 2 700 489 485 3 326 104.18 .0001

Tables 18 and 19 are reflecting the results of regression analysis that was

conducted to test hypothesis 7b, which anticipated moderating role of religious coping
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in disease-related discrimination and depression relationship. Adding interaction term
in the model-I revealed a significant change in R? (.019) with associated F and p
values (F (1, 326) = 13.01, p = .0001), which is showing a significant change due to
the interaction term. Significant beta value (f = -.15, p = .0001) for model-II is
indicating a significant slope difference. The results emerged as predicted, hence
supporting the hypothesis 7b that anticipated moderating effect of positive religious
coping in disease-related discrimination and depression relationship.

The interaction term predicting depression is further illustrated in Figure 3.
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Figure 3. Interaction of positive religious coping and disease-related discrimination on depression.

Figure 3 is indicating that positive religious coping significantly moderates the
stress-distress relationship. The stress to depression relationship is relatively weaker

in case of high religious coping.
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Moderated Multiple Regression analysis of positive religious coping and barriers to

care as predictors of depression among chronically-ill patients (N = 330)

Model b SE b t p Tolerance VIF
(Constant) 42.45 3.67 11.57  .0001

BACS .25 13 .08 1.88 .06 91 1.10
PRC -.1.24 .08 -.64 -15.18  .0001 91 1.10
BACS x PRC -.12 .52 -.01 -24 .81 .99 1.00

Note. BACS = Barriers to Care scale, PRC = Positive Religious Coping

Table 21

Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R Ad. RZ  dfl P F »
Model 1 678 460 456 2 327 139.14 .0001
Model 2 678 460 455 3 326 92.51  .0001

Tables 20 and 21 are showing the moderated regression analyses, which were

conducted to examine hypothesis 7c. This hypothesis anticipated moderating effect of

positive religious coping in the relationship between barriers to care and depression

among chronically-ill patients. Adding interaction terms in the model-I resulted in a

non-significant change in R?. Hypothesis 7c was therefore refuted, which anticipated

moderating role of positive religious coping in the relationship between barriers to

care and depression.
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Table 22
Moderated Multiple Regression analysis of engagement coping and poor physical

well- being as predictors of depression among chronically-ill patients (N = 330)

Model b SE S t p  Tolerance VIF
(Constant) 30.86  3.91 7.89  .0001

PW .60 13 21 4.50  .0001 .89 1.13
EC -93 .09 -49 -10.42  .0001 .89 1.13
PW x EC -1.96 .62 -.14 -3.19 .002 .99 1.00

Note. PW = Poor Physical well-being, EC = Engagement coping.

Table 23
Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R 4dj. R dfl ar? F »
Model 1 595 354 350 2 327 80.58  .0001
Model 2 611 374 368 3 326 64.79  .0001

Tables 22 and 23 are reflecting the results of moderated regression analyses.
These analyses were conducted to empirically test the assumptions of hypothesis 8a
which anticipated the moderating role of engagement coping in the relationship
between poor physical well-being and depression. With the addition of interaction
term in model-1I, significant increment in variance in R? (AR’ = .027) with associated
F and p value (& (1, 326) = 10.18, p = .002) was observed. The inclusion of
interaction term has brought significant slope difference (f = -.14, p = .002). Hence
the predicted result was borne out for Hypothesis 8a that assumed moderating role of

engagement coping in the relationship of poor physical well-being and depression.
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The interaction term predicting depression is further illustrated in Figure 4.
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Figure 4. Interaction of engagement coping and poor physical well-being on depression.

Figure 4 exhibits that the relationship between poor physical well-being and
depression is mitigated when engagement coping is high relative to when engagement

coping is low.
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Table 24
Moderated Multiple Regression analysis of engagement coping and disease-related

discrimination as predictors of depression among chronically-ill patients (N = 330)

Model b SE b t p Tolerance  VIF
(Constant) 3291 3.72 8.86 .0001

DD 38 .09 20 4.37 .0001 .89 1.12
EC -97 .09 -.50 -10.91  .0001 92 1.08
DD x EC -1.58 .59 -.12 -2.69 .007 .96 1.04

Note. DD = Disease-related discrimination and EC = Engagement coping

Table 25
Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R Adj. R*  dfl df? F »
Model 1 586 343 339 2 327 8529  .0001
Model 2 598 357 351 3 326 60.37  .0001

Tables 24 and 25 are reflecting the results of regression analysis, which was
conducted to test hypothesis 8b. This hypothesis anticipated moderating role of
engagement coping in disease-related discrimination and depression among
chronically-ill patients. Adding the interaction term in the model-II revealed a
significant change in R? (.012). This change in R? has associated F and p value (£ (1,
326) = 7.27, p = .007), reflecting additional variances in R* due to the inclusion of
interaction term. Significant regression weights (f = -.12, p =.007) are indicating

slope difference. Hypothesis 8b was therefore substantiated that anticipated
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moderating effect of engagement coping in disease-related discrimination and
depression relationship.

The interaction term predicting depression is further illustrated in Figure 5.
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Figure 5. Interaction of engagement coping and disease-related discrimination on depression.

Figure 5 indicates that stress-depression relationship is weaker in case of high

engagement coping.
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Table 26
Moderated Multiple Regression analysis of engagement coping and barriers to care

as predictors of depression among chronically-ill patients (N = 330)

Model b SE S t p Tolerance VIF
(Constant) 35.49 4.05 8.77 .0001

BACS A7 14 15 3.26 .001 .94 1.07
EC -1.01 .09 -.52 -11.25  .0001 .94 1.07
BACS x EC -.94 .58 -.07 -1.61 11 .99 1.00

Note. BACS = Barriers to care scale and EC = Engagement coping

Table 27
Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R Adj. R®  dfi dr? F »
Model 1 577 333 329 2 327 81.69  .0001
Model 2 582 338 332 3 326 55.59  .0001

Tables 26 and 27 are displaying the moderated regression analysis, conducted
to test hypothesis 8c that anticipated moderating role of engagement coping in barriers
to care and depression relationship. Adding interaction term in Model-I did not result
in a significant change in R?. Hypothesis 8c was therefore not substantiated that
anticipated significant moderating effect of engagement coping in the relationship

between barriers to care and depression.
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Table 28
Moderated Multiple Regression analysis of perceived availability of social support and

poor physical well-being as predictors of depression among chronically-ill patients (N =

330)
Model b SE S t )% Tolerance  VIF
(Constant) 21.67 3.48 6.23  .0001
PW .86 13 .300 5.58 .0001 .96 1.04
PSS -22 .02 -46 -9.98  .0001 .95 1.06
PW x PSS -1.84 .60 -.14 -3.05 .002 .98 1.02

Note. PW = Poor Physical well-being, PSS = Perceived availability of social support

Table 29
Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R Ad. B2 dfl e F »
Model 1 574 330 326 2 327 80.48  .0001
Model 2 590 348 342 3 326 58.11  .0001

Tables 28 and 29 are exhibiting the results of moderated regression analysis.
This analysis was conducted to test hypothesis 9a that anticipated moderating role of
perceived availability of social support in poor physical well-being and depression
relationship. Adding interaction term in the model-I resulted in a significant change in
R? (.016), with associated F and p values (F (1, 326) = 9.29, p = .002). Moreover,
value of beta for interaction term (f = -.14, p = .002) is reflecting significant slope

difference. Hence, Hypothesis 9a was substantiated that anticipated significant
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moderating impact of perceived availability of social support in poor physical well-

being and depression relationship.

The interaction term predicting depression is further illustrated in Figure 6.
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Figure 6. Interaction of perceived availability of social support and poor physical well-being on

depression.

Figure 6 indicates that relationship between stress and depression is mitigated

when perceived availability of social support is high, relative to when perceived

availability of social support is low.
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Table 30
Moderated Multiple Regression analysis of perceived availability of social support
and disease-related discrimination as predictors of depression among chronically-ill

patients (N = 330)

Model b SE S t p Tolerance VIF
(Constant) 27.34 3.54 7.72 .0001

DD 41 .09 22 4.62 .0001 .94 1.06
PSS -22 .02 -45 -9.33  .0001 .95 1.05
DD x PSS -.62 .64 -.05 -97 33 .99 1.01

Note. DD = Disease-related discrimination and PSS = Perceived availability of social support

Table 31

Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R A4dj. RZ  dfi P F »
Model 1 539 291 287 2 327 67.06 0001
Model 2 541 293 286 3 326 4502 0001

Tables 30 & 31 are reflecting the results of hypothesis 9b. This hypothesis
anticipated moderating impact of perceived availability of social support in disease-
related discrimination and depression relationship. Adding interaction terms to the
model-I did not result in a significant change in R”. Hypothesis 9b was therefore not

supported by the data.
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Table 32
Moderated Multiple Regression analysis of perceived availability of social support

and barriers to care as predictors of depression among chronically-ill patients (N =

330)
Model b SE b t p Tolerance VIF
(Constant) 27.84  3.98 7.00  .0001
BACS 57 15 19 3.84  .0001 .94 1.06
PSS -22 .02 -.46 -9.51  .0001 .95 1.05
BACS x PSS -1.37 .64 -.10 -2.14  .033 .99 1.01

Note. BACS = Barrier to care scale and PSS = Perceived availability of social support

Table 33
Summary of regression analysis for the model without the interaction term and with

the interaction term

Model R R Ad. B2 df e F »
Model 1 525 276 271 2 327 62.18 0001
Model 2 534 286 279 3 326 4343 .0001

Tables 32 and 33 are exhibiting the results of moderated regression analysis,
which was conducted to test hypothesis 9c that anticipated moderating role of
perceived availability of social support in barriers to care and depression relationship.
The regression Model-II shows significant change in R (.008) with associated F and p
values (F (1, 326) = 4.58, p - .033), attributable to the interaction term. The beta value
(B = -.10, p = .033) of model-II is depicting significant interaction effect and slope

difference. Thus, supporting hypothesis 9c, that anticipated moderating role of
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perceived availability of social support in the barriers to care and depression
relationship.

The interaction term predicting depression is further illustrated in Figure 7.
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Figure 7. Interaction of perceived availability of social support and barriers to care on depression.

Figure 7 exhibits the moderating impact of perceived availability of social
support. The stress-depression relation is weaker in case of high perception of

availability of social support.

The fourth objective of the current study was to investigate differences in
stressors, coping strategies and perception of availability of social support with

reference to gender, locale, disease type and disease stages.
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To meet fourth objective, independent t-test were conducted to determine if
the means for the male and female patients, rural and urban patients, HIV/AIDS and
cancer patients, asymptomatic and symptomatic stage patients, HIV/AIDS
asymptomatic and symptomatic stage patients, cancer asymptomatic and symptomatic
stage patients, HIV/AIDS male and female patients and cancer male and female

patients significantly differed across two samples. Results are reflected in table 34-42.
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Table 34
Mean, Standard Deviation and t-values for male and female patients on poor physical
well-being, disease-related discrimination, barriers to care, positive religious coping,

engagement coping and perceived availability of social support (N = 330)

Males Females
(n =170) (n = 160)
Variables M SO M SD t(328) p 95 % CI Cohen’s
oo
PW 3.29 S7 0293 .62 546 <001 .23 49 .60
DD 2.70 520257 .60 2.07 .040 .01 .25 23
BACS 2.86 S0 271 .50 2.64 .009 .04 .26 29
PRC 2.09 90 284 81 798 <001 -94 -57 -.88
EC 2.19 J7 266 .79 544 <001 -.64 -30 -.60
PSS 1.56 .64 1.66 .65 1.43 A55 -24 .04 -.16

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support

The results in table 34 indicate that males were significantly high on the scores
of poor physical well-being, disease-related discrimination and barriers to care,
whereas, females were high on the scores of positive religious coping and engagement
coping. However, these two groups did not significantly differ on the scores of

perceived availability of social support.
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Table 35
Mean, Standard Deviation and t-values for rural and urban patients on poor physical
well-being, disease-related discrimination, barriers to care, positive religious coping,

engagement coping and perceived availability of social support (N = 330)

Rural Urban
(n=183) (n=147)
Measures M SO M SD t(328) p 95 % CI Cohen'’s
oo ¢
PW 3.18 .61 3.04 .63 2.08 04 .01 28 23
DD 2.68 540259 59 138 A7 0 -04 21 15
BACS 2.98 43 255 50 828 <001 .33 .54 .92
PRC 242 93 250 .94 75 451 -28 .13 -.08
EC 242 .80 241 .83 .16 871 -16 .19 .02
PSS 1.58 .64  1.64 .66 .83 41 -20 .08 -.09

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support

The results in table 35 reflect the scores of rural and urban patients on poor
physical well-being, disease-related discrimination, barriers to care, positive religious
coping, engagement coping and perceived availability of social support. Rural patients
were significantly high on the scores of poor physical well-being and barriers to care
as compared to urban patients. However, significant differences were not found in the
mean scores of disease-related discrimination, use of coping strategies and perceived

availability of social support.
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Table 36
Mean, Standard Deviation and t-values for HIV/AIDS and cancer patients on poor
physical well-being, disease-related discrimination, barriers to care, positive

religious coping, engagement coping and perceived availability of social support (N

=330)
HIV/AIDS Cancer
(n="178) (n =252)
Measures M SD M SD (328) p 95 % CI Cohen’s
oo ¢

PW 3.01 S5 315 64 174 086  -30 .02 -23
DD 2.68 52 2.63 .57 .69 492 -.09 .19 .09
BACS 2.76 43 2.80 .53 52 601 -17 .09 -.07
PRC 2.73 .84 237 95 298 .003 A2.59 39
EC 2.59 .83 237 .80 2.08 .04 01 .44 27
PSS 1.77 68 1.56 .63 239 .02 .04 .38 31

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support

Results in table 36 exhibit the scores of HIV/AIDS and cancer patients on the
measures of stressors and moderators. HIV/AIDS patients significantly differed from
cancer patients in their high scores on the measures of religious coping, engagement

coping and perceived availability of social support.
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Table 37
Mean, Standard Deviation and t-values for asymptomatic and symptomatic patients
on poor physical well-being, disease-related discrimination, barriers to care, positive

religious coping, engagement coping and perceived availability of social support (N

=330)
Asymptomatic Symptomatic
(n=122) (n =208)

Measures M SO M SD t p 95 % CI Cohen’s
(328) LL UL d

PW 2.97 .66 321 58 327 .001  -38 -.09 37

DD 2.56 62 268 52 1091 06 -25 .01 22

BACS 2.68 54285 48 2091 004 -29 -.06 33

PRC 2.24 92 258 92 329 001 -55 -14 38

EC 2.34 .80 246 82 1.28 200 -30 -.06 15

PSS 1.55 67 1.64 63 126 21 -24 .05 .14

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support

The results in table 37 show that the symptomatic patients were significantly
high on the scores of poor physical well-being, barriers to care, and religious coping.
However, significant differences were not found in the measures of disease-related

discrimination, engagement coping and perceived availability of social support.
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Table 38

Mean, Standard Deviation and t-values for asymptomatic and symptomatic HIV/AIDS
patients on poor physical well-being, disease-related discrimination, barriers to care
positive religious coping, engagement coping and perceived availability of social

support (N =78)

Asymptomatic Symptomatic

(n =25) (n=153)
Measures M SO M SD ((76) p 95 % CI Cohen’s
oo ¢
PW 2.68 S50 317 51 403 <001 -74 -25 -.99
DD 2.56 S5 0273 51 127 210 -43 .09 -31
BACS 2.60 47 284 40 216 .037 -46 -.02 -53
PRC 2.62 .87 278 .83 73 468 -57 .27 -.18
EC 2.69 76 254 87 .76 451 -24 54 .19
PSS 1.63 73 183 .65 119 24  -56 .14 -29

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support

The results in table 38 exhibit that the symptomatic HIV/AIDS patients were
significantly high on the scores of poor physical well-being and barriers to care.
However, asymptomatic and symptomatic HIV/AIDS patients did not significantly
differ on the scores of disease-related discrimination, coping strategies and perception

of availability of social support.
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Table 39

Mean, Standard Deviation and t-values for asymptomatic and symptomatic cancer
patients on poor physical well-being, disease-related discrimination, barriers to care
positive religious coping, engagement coping and perceived availability of social

support (N = 252)

Asymptomatic Symptomatic

(n=97) (n =155)

Measures M SD M SD ¢(250) p 95 % CI Cohen’s
o ¢
PW 3.05 68 322 .60 2.06 04 -34 -01 =27
DD 2.56 63 2,67 53 144 A51 =25 .04 -.34
BACS 2.70 S5 286 51 225 03 -29  -.02 -.53
PRC 2.13 91 252 95 3.8 002 -62 -14 -75
EC 2.25 78 243 80 1.74 082 -38 -.02 -41
PSS 1.53 .66 1.58 .61 .61 S50 -220 11 -.14

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support

The results in table 39 are reflecting the findings of scores on the measures of
stressors as well as moderators. Symptomatic cancer patients were significantly high
on the perception of poor physical well-being, barriers to care and positive religious
coping. However, significant differences were not found on the scores of disease-
related discrimination, engagement coping and perceived availability of social

support.
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Table 40
Mean, Standard Deviation and t-values for male and female HIV/AIDS patients on
poor physical well-being, disease-related discrimination, barriers to care, positive

religious coping, engagement coping and perceived availability of social support (N

=78)

Males Females

(n=52) (n=26)
Measures M SD M SD t(76) p 95 % CI Cohen’s

oo ¢

PW 3.06 53291 .60  1.06 29 -13 43 .26
DD 2.68 S50 2.67 .58 .08 93 -26 .28 .02
BACS 2.75 41 279 48 37 =72 =27 18 -.09
PRC 2.76 .86 2.67 .80 43 67 -31 48 .10
EC 2.53 .80 2.71 .90 .87 39 -61 24 21
PSS 1.88 65 1.55 .70 2.01 .05  .000 .67 49

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support

The results in table 40 showing that the male HIV/AIDS patients were
significantly high on the scores of perceived availability of social support. However,
significant differences were not found in the scores of poor physical well-being,

disease-related discrimination, barriers to care and coping strategies.
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Table 41
Mean, Standard Deviation and t-values for male and female cancer patients on poor
physical well-being, disease-related discrimination, barriers to care, positive

religious coping, engagement coping and perceived availability of social support (N

=252)
Males Females
(n =118) (n=134)
Measures M SO M SD t(250) p 95 % CI Cohen’s
oo

PW 3.40 56294 62  6.09 <001 .31 .61 77
DD 2.71 53255 .60 216 .032 .01 29 27
BACS 291 53270 .51 3.19 .002 08 .34 40
PRC 1.79 75 2.88 .81 1099 <001 ~-1.28 -89 1.39
EC 2.04 70 265 .77 652 <001 -79 -43 -.83
PSS 1.42 59  1.68 .64  3.39 001 -42  -11 -43

Note. PW = Poor Physical Well-being, DD = Disease-related Discrimination, BACS = Barriers to Care
Scale, PRC = Positive Religious Coping, EC = Engagement Coping, PSS = Perceived availability of

Social Support

The results in table 41 indicate that male cancer patients were significantly
high on the scores of poor physical well-being, disease-related discrimination and
barriers to care, whereas, female cancer patients scored high on the scores of positive

religious coping, engagement coping and perceived availability of social support.
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Summary of multiple/moderated regression analysis for hypothesized relationships

Hypotheses Supported / Not supported
Hypothesis 1 Supported
Hypothesis 2 Supported
Hypothesis 3 Not Supported
Hypothesis 4 Supported
Hypothesis 5 Supported
Hypothesis 6 Supported
Hypothesis 7a Supported
Hypothesis 7b Supported
Hypothesis 7¢ Not supported
Hypothesis 8a Supported
Hypothesis 8b Supported
Hypothesis 8c Not Supported
Hypothesis 9a Supported
Hypothesis 9b Not supported
Hypothesis 9¢ Supported

The above table reflects summary of the hypotheses results.
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Chapter-V

DISCUSSION

Present study investigated the role of positive religious coping, engagement
coping and perceived availability of social support in moderating the stress-distress
relationship among chronically-ill patients. This research also investigated whether
appraisal of stressors, use of coping strategies and perceived availability of social
support is related to gender, locale, type of disease and stages of disease among
chronically-ill patients.

The findings of the study exhibited the moderating role of positive religious
coping and engagement coping in poor physical well-being and depression, as well as
disease-related discrimination and depression relationship, however, the moderating
impacts of positive religious coping and engagement coping were not examined for
barriers to care and depression relationship. Perceived availability of social support
had moderating impacts for poor physical well-being as well as barriers to care,
whereas, moderating effects of perceived availability of social support were not found

for disease-related discrimination and depression relationship.

Main Effects of Stressors

First of all, this research investigated the role of stressors (namely, poor
physical well-being, disease-related discrimination and barriers to care) in the
prediction of depression among chronically ill patients. Multiple regression analyses

examined significant main effects of poor physical well-being and disease related
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discrimination in predicting depression among chronically-ill patients, however,
barriers to care did not have significant main effects for predicting depression.

The current findings about impact of poor physical well-being on depression is
consistent with previous studies that investigated severity of physical symptoms
associated with distress among HIV/AIDS and cancer patients (Adler & Page, 2008;
Jacobsen, 2009). Moreover, severity of disease symptoms, coping with physical as
well as psychological effects of treatment and disease-related discrimination has been
shown associated with distress (Chochinov et al., 2002). AIDS patients even reported
suicidal risks while dealing with severity of symptoms and facing discriminatory
treatment (Bartlett & Gallant, 2001; Bing et al.,, 2001; Carrico et al., 2007;
Dannenberg et al., 1996; Goodkin et al., 2001; Kalichman, Heckman, Kochman,
Sikkema & Bergholte, 2000; Siegel & Meyer, 1999; Steward et al., 2008; Zabora et
al., 2001).

It is pertinent to mention that in present findings poor physical well-being and
disease-related discrimination shared comparatively more variance in predicting
depression, reflecting upon ‘poor physical well-being” and ‘disease-related
discrimination’ as the source of distress among sample of chronically-ill patients. One
of the possible reasons of this finding observed to be in the local context where
chronically-ill patients are discriminated on account of their illness.

Stigmatization is a societal appraisal of patient’s responsibility in contracting
the disease (Jones et al., 1984). According to Heatherton et al. (2000), the process of
stigmatization and stereotyping is a normal result of people's cognitive abilities,
limitations of the social information as well as experiences in their life (Heatherton et

al., 2000).
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In the context of existing disease stigma, patients suffering from stigmatized
diseases are stigmatized as they are considered responsible for having contracted the
disease (Jones et al., 1984), and having achieved the stigma (Falk, 2001), due to their
character blemishes (Goffman, 1963), or deviations in personal traits (Campbell &
Deacon, 2006) .

Patients suffering from infectious diseases or visible and worse symptoms at
advanced disease stage are also stigmatized by the society (Jones et al., 1984). Visible
symptoms of HIV/AIDS patients at advanced stages have been perceived as repulsive
by their social groups (Herek, 1999).

HIV/AIDS patients report stigmatization in many social situations including
treatment centers, where they are given medical treatment in secluded medical wards,
doctors wear special gloves when treating these patients which reflects stigmatization
for these patients. According to Heckman et al. (2002), the discriminatory treatment
given to the HIV/AIDS patients in the social interactions and health settings increases
their level of depression and makes it difficult for them to adjust in their life.

“To stigmatize an individual is to define the individual in terms of his
negative attribute and to devalue him or her in a manner ‘appropriate’ to this label”
(Crocker et al.; Goffman; Jones et al., as cited in Heatherton et al., 2000, p. 33).
Stigmatization affects thinking, emotions and behavior of the stigmatized individual
(Major & O'Brien, 2005). Discriminatory treatment makes the patients perceive
themselves as socially deviant (Falk, 2001), they criticize their own poor idealized
body image and indulge in self-labeling as well as self-stigmatization (Goffman,
1963). Stigmatized individuals anticipate discriminatory treatment (Major & O'Brien,

2005), view themselves with hatred, and experience distress (Heatherton et al., 2000).
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The experience of ‘status loss and discrimination’ generates stress which in turn
contributes in progressing the disease or relapse of the condition (Jacoby, 2005).

At the symptomatic stage, patients are aware that their manifest symptoms can
be the triggers for stigmatization (Fitzgerald & Paterson, 1995), therefore, in order to
hide their symptoms, they generally use strategies like avoiding social situations in
order to conceal their symptoms, avoid talking to someone in order to avoid
disclosing their disease status, trying to manage conversation to reduce the risk that
others will learn about their disease status, passing off their disease symptoms to other
causes (e.g., cold or being stressed out), hiding their disease status out of fear that
people may say or do something that will hurt them and asking others to keep secrecy
about their disease, as they fear that others will display negative behavior towards
them once they will learn their disease status. However, use of avoidant and
disengagement strategies has been found associated with distress (Perczek et al.,
2002; Ransom et al., 2005).

Conversely, use of positive coping efforts despite one’s stigmatized attributes
have been investigated related to happiness, high self esteem, resilience to negative
experiences and high level performance (Heatherton et al., 2000). For instance,
seeking social support among HIV/AIDS patients has been reportedly associated with
positive impact on their distress (Hays et al., 1992). Similarly, use of religious coping
has been explored associated with low distress level among patient population

(Pargament et al., 2001).
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Main Effects of Positive Religious Coping, Engagement Coping and Perceived

Availability of Social Support

The present research examined significant positive main effects of positive
religious coping, engagement coping and perceived availability of social support on
patients’ level of distress. Religious coping was found explaining comparatively
maximum variance, which implies that this strategy was preferred by the present
population. This result is congruent with those of other studies that examined
religious coping as an important coping strategy among patients suffering from life
threatening diseases (Abraido-Lanza et al., 2004; Feher & Maly, 1999; Graham, Furr,
Flowers, & Burke, 2001; Jenkins & Pargament, 1995; McClain et al., 2003;
Pargament, 1997; Pargament et al., 2001; Siegel & Schrimshaw, 2002; Sodestrom &
Martinson, 1987; Tarakeshwar & Pargament, 2001). The strategy of positive religious
coping is frequently used by chronically-ill patients, as this coping strategy is
associated with better mental health status (Pargament et al., 1994), fewer feelings of
hopelessness (Koenig et al., 2001), low levels of psychopathology e.g., depression
(Harrison et al., 2001; Smith et al., 1993), and lower levels of anxiety (Kaczorowski,
1989).

Current research also investigated the positive effects of engagement coping
on distress among chronically-ill patients. This finding is in line with past research
when use of cognitive reframing had significant main effects on well-being of patients
(Smith, Seltzer, Tager-Flusberg, Greenberg, & Carter, 2008). Those, using
engagement coping or engagement-type coping have been investigated reporting
fewer psychological symptoms and higher quality of life (Fleishman & Fogel, 1994;

Swindells et al., 1999).
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In present research, main effects of perceived availability of social support on
depression were also examined. This finding is consistent with previous research where
perceived availability of social support facilitated efforts at identifying coping
resources, use of positive coping strategies and benefit finding in one’s critical situation
(Baron et al., 1990; Heckman, 2003; Luszczynska et al., 2007; Wills, 1998).
Availability of external resources in the environment makes it easier to cope with
stressors (Lutgendorf et al., 1998). According to Vaux (1988), social support prevents
the occurrence of stressors, facilitates in the reappraisal of an ambiguous encounter,
acting directly to meet the demand, suggesting coping options or sustaining efficacy or

facilitating recovery of emotional equilibrium through emotional support.

Moderating Effects of Positive Religious Coping, Engagement Coping and

Perceived Social Support

Besides, present study also examined the moderating effects of positive
religious coping, engagement coping and perceived availability of social support in
stress-distress relationship among chronically-ill patients.

Positive religious coping was examined moderating the distress of poor
physical well-being as well as disease-related discrimination, thus confirming two
hypotheses of this study (H7a & H7b) that anticipated buffering effects of positive
religious coping in the relationship between poor physical well-being and depression
as well as disease-related discrimination and depression. These findings are in line
with previous research where positive religious coping has been explored associated

with higher subjective well-being (Koenig et al., 2001). As positive copings are used
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for dealing with the uncontrollable stressors (Folkman & Moskowitz, 2004),
therefore, it appears that participants in the present study perceived their stressors as
uncontrollable, perhaps this appraisal made them use the strategy of religious coping
to moderate their distress.

In the current study, moderating impacts of religious coping were not found for
barriers to care and depression relationship. One of the possible reasons may be that
the stressor (barriers to care) was not appraised as uncontrollable by the sample of this
study.

Present study also examined moderating role of engagement coping in the
stress-distress relationship among chronically-ill patients. Engagement coping
moderated the distress of two facets of stress (poor physical well-being and disease-
related discrimination), thus supporting two hypotheses (H8a & H8b) that anticipated
moderating effects of engagement coping in the relationship between poor physical
well being and depression as well as disease-related discrimination and depression.

Present population used engagement coping strategies e.g. cognitive
reinterpretation, seeking support, asking help from people having had similar
experiences, trying to get emotional support from friends, relatives and family
members to moderate their distress. This finding is in line with past research
(Blinderman & Cherny, 2005), that examined seeking social support associated with
better QOL. Similarly, patients who perceived their physical symptoms as temporary
phenomenon, loved themselves unconditionally or looked for something positive in
the situation (Fleishman & Fogel, 1994; Swindells et al., 1999), directed focus away

from their disease (Lethborg et al., 2006), engaged themselves in positive activities
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like book reading, music, cathartic expression and prayers (De Faye et al., 2006;
Ohlen et al., 2002), reported low distress level and better QOL.

In the current finding, the use of engagement coping moderated the distress of
poor physical well-being as well as disease-related discrimination, however,
moderating impacts of engagement coping were not examined for barriers to care and
depression relationship. Hypothesis 8c, that anticipated moderating role of
engagement coping for barriers to care and depression was therefore not confirmed.

However, the distress of ‘barriers to care’ was instead moderated by the
perceived availability of social support (H9c¢), consistent with previous study where
patients perceiving availability of social support were less likely to appraise barriers
as threatening (Heckman et al., 2002).

Furthermore, current study examined moderating role of perceived availability
of social support for poor physical well-being and depression as well as barriers to
care and depression relationship, thus supporting H9a and H9c. These findings are in
line with past studies that emphasized the role of social support as a buffer against
traumatic stressors (Berkman et al., 2000; Cohen, 2004; Helgeson & Cohen, 1996;
Kaspersen et al., 2003).

Hypothesis H9b, that anticipated moderating role of perceived availability of
social support in disease-related discrimination and depression was not substantiated.
This finding has been supported by previous empirical findings where perceived
stigma has been examined inversely related with perceived availability of social
support (Galvan et al., 2008; Vanlandingham et al., 2005).

It is important to notice that in the present research ‘perceived availability of

social support’ has moderating impacts for ‘barriers to care’, but not for ‘disease
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related discrimination’. This finding may be explained by the fact that appraisal of
‘barriers to care’ may be moderated even with ‘limited’ social support that facilitates
an individual in handling difficult situation, whereas, the distress experienced due to
discriminatory treatment received from masses may not be compensated by limited

social support.

Additional Findings. Present study additionally analyzed whether appraisal
of stressors, use of coping strategies and perceived availability of social support is
associated with the demographic variables (gender, locale, type of disease and stage
of disease) among chronically-ill patients.

First of all, this research studied differences across gender in the overall
sample of chronically-ill patients. Male patients were found significantly high in their
appraisal of poor physical well-being, disease related discrimination and barriers to
care. Whereas, female patients were significantly high in their use of positive
religious coping and engagement coping. However, these two groups (male &
female), did not differ significantly in their perception of availability of social
support.

Patients of this study were also compared across locale for differences in
perception of stressors, use of coping strategies and perceived availability of social
support. Rural patients were significantly high in their perception of poor physical
well-being and barriers to care. This finding is in line with the past research where
patients from rural areas reported barriers to care, namely; limited job opportunities,
transport related problems, problems related to confidentiality, limited social support

and prejudicial / discriminatory treatment (Bozovich et al., 1992; Heckman et al.,
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1998; Rounds, 1988). The high level of ‘barriers to care’ appraisal among rural
patients is understandable in the local context, where major treatment centers are in
urban areas, rural patients have to cover long distances to avail the medical facilities.
It appears that due to the perceived barriers to care in the health settings, and transport
related problems, patients from rural areas could not regularly visit health
professionals to receive appropriate medical treatment to cope with their changing/
worsening symptoms; therefore, they reported poor physical well-being as compared
to patients from urban areas. However, it was not investigated in the present study,
whether the perception of poor physical well-being was associated to the severity of
symptoms, or these patients perceived their symptoms as severe, as they could not
receive regular medical treatment for their worsening symptoms, on account of
barriers to care.

While comparing the patients across two diseases (HIV/AIDS & cancer) on
the appraisal of stressors, use of coping strategies and perceived availability of social
support, HIV/AIDS disease patients were found significantly high as compared to
cancer patients in their use of positive religious coping, engagement coping and the
perception of availability of social support. In previous research studies the strategy of
positive cognition has been used in face of uncontrollable or chronic stressors
(Folkman & Moskowitz, 2004), and past findings has also examined that religiosity
gets deeper among the distressed individuals in face of traumatic situations / life
threatening diseases (Abraido-Lanza et al., 2004; Ano & Vasconcelles, 2005;
Berglund et al., 1994; Bickel et al., 1998; Dein & Stygall, 1997; Demi et al., 1997,
Ellison & Taylor, 1996; Halstead & Hull, 2001; Jacobs et al., 2008; Jenkins &

Pargament, 1995; Maton, 1989; McClain et al., 2003; Pargament, 1997; Richards et
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al., 1999; Siegel & Schrimshaw, 2002; Silvestri et al., 2003; Smith et al., 2003). In
present study, use of positive religious coping and engagement coping among
HIV/AIDS patients may be reflecting the perception of uncontrollability of their
disease stressors.

In the present findings, the high use of engagement coping (e.g., seeking of
support, consulting the ones suffering from same situations and the like) as well as
perceived availability of social support among the HIV/AIDS patients is inconsistent
with past studies, where HIV/AIDS patients have been found low in seeking of care
(Foreman, 2003; Goodkin et al., 2001; Hamra et al., 2005; Lee et al., 2002; Malcolm
et al., 1998; Vanable et al., 2006; Ware et al., 2006), and reported few social support
(Heckman et al., 2002), even at asymptomatic stage of their disease or immediately
after being diagnosed as HIV positive (Heckman et al., 1998; Kalichman et al., 2000;
Kelly et al., 1987; Rounds, 1988; Siegel & Meyer, 1999; Zukoski & Thorburn, 2009).

The present findings regarding perception of availability of social support as
well as seeking social support (an engagement coping strategy) among sample of
HIV/AIDS patients may be explained by the nature of HIV/AIDS sample of present
study, that was drawn from an NGO, ‘New Light AIDS group’, working for the
welfare of HIV/AIDS patients. This organization was regularly providing social
support to these patients and the patients were encouraged to seek support from the
other HIV/AIDS patients who were members of the same organization. It was perhaps
in this context that sample of HIV/AIDS patients significantly differed from cancer
patients in high perception of availability of social support. The perception of

availability of social support among present sample of HIV/AIDS indicates that in the
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context of permissive environment even HIV/AIDS patients may perceive availability
of social support.

It appears that the perception of availability of social support not only
moderated distress but also facilitated use of engagement coping strategies in the
sample of HIV/AIDS patients. This finding is in line with the past empirical research
that examined role of social support in facilitating coping resources / adherence to
medical treatment (Heckman, 2003), benefit finding (Luszczynska et al., 2007),
increasing efforts at using positive coping strategies (Baron et al., 1990; Heckman,
2003; Luszczynska et al, 2007; Wills, 1998), and improving psychological
adjustment in HIV-infected persons (Leserman et al., 1999; Swindells et al., 1999).

However, despite the perception of availability of social support, present
sample of HIV/AIDS patients was found using religious coping strategies as well
(religious coping strategy is generally used in the face of uncontrollable stressor).
However, it could not be further investigated in the present study, whether use of
religious coping in the present sample of HIV/AIDS patients was associated to the
perception of uncontrollable stressors (Ano & Vasconcelles, 2005; Bickel et al., 1998;
Ellison & Taylor, 1996; Maton, 1989; Mattlin et al., 1990), or the use of positive
strategy was facilitated by the perception of availability of social support from other
HIV/AIDS patients, members of ‘New Light AIDS group’.

However, it is important to mention here, that availability of social
support/acceptance from HIV positive individuals, may not compensate the social
rejection from the healthy masses/significant others. Perhaps it was the uncontrollable
distress of social rejection that made this group of patients to use the strategy of

religious coping.



127

An alternate hypothesis is that use of religious coping and engagement coping
might have been a shared strategy among the HIV/AIDS members, who belonged to
the same organization. This organization was providing support and guidance to their
HIV positive members regarding coping with their distress. It appears that cognitive
reinterpretation (one of the strategy in religious coping and engagement coping) not
only helped these patients in mitigating their distress but also positively altered the
‘appraisal of disease stressors’, as shown by low appraisal of stressors by HIV/AIDS
patients in the present study, as compared to sample of cancer patients in this study,
who were high in the perception of stressors. This finding is in line with past research
where religious beliefs have been found influencing coping strategy as well as
appraisal of stressors (Pargament et al., 1998). Perhaps this is the reason that present
sample of HIV/AIDS patients did not report barriers to care as distressing as
compared to cancer patients who were high in the perception of the stressor of
‘barriers to care’. This low appraisal of barriers to care among HIV/AIDS is contrary
to the previous findings where HIV/AIDS patients had to lessen their visits to health
professionals after experiencing barriers to care (Heckman et al., 1998).

Current study also assessed appraisal of stressors, use of coping strategies,
and perceived availability of social support across disease stages. Symptomatic
patients were significantly high in perceiving poor physical well being, barriers to
care and positive religious coping as compared to asymptomatic patients, consistent
with past studies, where distress level among symptomatic patients has been found
associated with the physical as well as psychological effects of their treatment

(Chochinov et al., 2002). Their feelings of isolation and loneliness were related to



128

anxiety, unresolved conflicts (Bolmsjo, 2000), ‘barriers to care’ in the health settings
as well as in routine social interactions (Holland & Alici, 2010).

High level of barriers to care appraisal in the symptomatic sample of present
study is reflecting upon the inaccessibility of the treatment facilities, prejudicial
attitude in the health settings and issues of transportation, problems of distance and
the like for this sample. Appraisal of poor physical well-being and barriers to care
among symptomatic patients may be understood in the context of ‘sense of
uncontrollability’ and severity of physical symptoms perceived at advanced stage of
disease (Adler & Page, 2008; Jacobsen, 2009). Similarly, the perception of decline in
usual activities (Lindqvist et al., 2006), the perception that they are no longer healthy
(Rydahl-Hansen, 2005), that they have lost their autonomy and independence
(Blinderman & Cherny, 2005; Bolmsjo, 2000; Wilson et al., 2007), and that social
support is not available (Adler & Page, 2008; Jacobsen, 2009; Lethborg et al., 2006;
Peters-Goldem, 1982) is generally reported by patients at advanced disease stages.
Loss of social support, fear of people, fear of isolation and concerns of death have
also been previously reported by advanced stage HIV/AIDS patients (Lethborg et al.,
2006), and advanced stage cancer patients who reported lack of social support from
colleagues, neighbors and distant friends (Luoma & Hakamies-Blomqvist, 2004).

As to why these stressors are appraised as uncontrollable by symptomatic
patients may be explained by the fact that due to the severity of their symptoms these
patients have to regularly visit treatment centers thus increasing the possibility of
frequently encountering barriers to care, and the resultant perception of
uncontrollability of the disease stressors. To handle their uncontrollable stressors,

symptomatic patients as compared to asymptomatic patients, have been found using
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religious coping, consistent with past findings where positive religious coping has
been used extensively among advanced stage patients (Hays et al., 1992; Revenson,
1994; Schwarzer et al., 2004; Tarakeshwar et al., 2006; Wills & Fegan, 2001). This
important strategy has been used by the individuals experiencing social isolation,
distress and anger (Acklin et al., 1983).

Present study also investigated differences in the perception of stressors, use
of coping strategies and perception of availability of social support between
symptomatic and asymptomatic patients across two diseases.

Cancer patients at symptomatic disease stage were compared with the cancer
patients who were at asymptomatic disease stage. Symptomatic cancer patients were
significantly high in their appraisal of poor physical well-being, barriers to care and
use of positive religious coping, in line with past studies where spiritual awareness
and well being among cancer patients had inverse relation with anxiety and distress
(Kaczorowski, 1989; Smith et al., 1993).

Furthermore, in the current study, HIV/AIDS patients at symptomatic disease
stage were compared with the HIV/AIDS patients who were at asymptomatic disease
stage. Symptomatic patients significantly differed from asymptomatic patients in their
appraisal of poor physical well being and barriers to care. However, unlike
symptomatic cancer patients, who were found using religious coping to moderate their
distress, reflecting upon their appraisal of uncontrollable stressors, HIV/AIDS patients
were found using the strategy of religious coping irrespective of being at symptomatic
or asymptomatic disease stage. This indicates that present sample of HIV/AIDS was
facing ‘uncontrollability’ of disease stressors, hence using religious coping that is

known for moderating the distress of traumatic/uncontrollable stressors.
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Furthermore, appraisal of poor physical well-being and barriers to care among
symptomatic patients of both diseases (cancer & HIV/AIDS patients) may be
explained in the context of severity of symptoms/painful nature of medical treatment
and frequent appraisal of barriers to care, on account of regular and unavoidable visits
to health settings. It seems that the high level of disease-related discrimination among
symptomatic patients may be associated to the visibility of their disease symptoms,
the degree of reaction of public to the obvious symptoms, the apparent danger
associated with their disease, (fear of getting infected), and societal appraisal of
patient’s responsibility in contracting the disease etc. (Jones et al., 1984).

Current study investigated whether cancer male patients differ from cancer
female patients in the appraisal of stressors, use of coping strategies and perceived
availability of social support.

First of all, male cancer patients were compared with female cancer patients.
Male cancer patients were significantly high in the appraisal of poor physical well-
being, disease-related discrimination and barriers to care as compared to female
cancer patients. High appraisal of disease-related discrimination and barriers to care
among male patients might be explained by the fact that majority of male cancer
patients were suffering from Lung cancer as compared to female cancer patients of
this study, who were predominantly breast cancer patients. Patients of Lung cancer
has to face stigmatization, as it is assumed that they contributed to attain the stigma
(Falk, 2001), due to deviation in their personality traits (Campbell & Deacon, 2006).
Conversely, breast cancer patients are not considered responsible in contracting the
disease, they are considered having less control over contracting their disease, hence

less stigmatized (Falk, 2001).
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However, this study did not investigate whether the perception of disease-
related discrimination and barriers to care among male cancer patients affected their
regular visits to health centers which in turn affected their perception of poor physical
well-being. Moreover, this study did not examine whether disease-related
discrimination adversely affected adherence to medication among male cancer
patients, as patients perceiving low social support report poor physical health (Wills,
1998), and poor adherence to medical treatment (Reece, Tanner, Karpiak, & Coffey,
2007).

On the contrary, this study found female cancer patients high in their use of
religious coping, engagement coping and perceived availability of social support as
compared to male cancer patients. It appears that the positive cognition and behavior
of the patients positively changed the appraisal of stressors among female cancer
patients, as religious beliefs has been previously found influencing the coping
strategies as well as the appraisal of the stressors (Pargament et al., 1998). However, it
was unclear whether use of religious coping and engagement coping strategies
(namely seeking support, asking people who have had similar experience for advice,
and trying to get emotional support from friends, relatives and family members)
among female cancer patients was related to their perception of availability of social
support, as social support is known to increase one’s efforts at identifying coping
resources as well as increasing positive coping strategies (Wills, 1998).

However, it was not examined in the present study, whether use of religious
coping in female cancer patients was associated to their appraisal of uncontrollability

of traumatic nature of diagnosis and related disease stressors.
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Finally, current study investigated whether HIV/AIDS patients differ in the
appraisal of poor physical well-being, disease-related discrimination, barriers to care,
use of coping strategies and perception of availability of social support across gender.
Male HIV/AIDS patients were significantly high in their perception of availability of
social support as compared to female HIV/AIDS patients. One of the possibilities of
this finding might be in the socio-cultural norms in the local context. As in the local
family system women are supposed to provide services support and unconditional
acceptance to the men of the family. Beneficial impacts of perceived social support
from the significant others have been examined in the past studies (Canty-Mitchell &
Zimet, 2000; Edwards, 2004; Finch & Vega, 2003; Hall, 1999; Zimet et al., 1988,
1990).

It is pertinent to mention in the end, that male and female HIV/AIDS patients
did not differ in the appraisal of stressors; one of the possible reasons of this finding
might be in the prevailing stigmatized discrimination/prejudicial attitude in the local

context for the HIV/AIDS patients, irrespective of gender.

Conclusion

The conceptual model of present study hypothesized mitigating role of
positive religious coping, engagement coping and perceived availability of social
support in the stress (poor physical well being, disease related discrimination and
barriers to care) and distress (depression) relationship among chronically-ill patients.
Significant main effects were found for poor physical well-being, disease-related

discrimination, engagement coping, positive religious coping and perceived
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availability of social support and depression relationship, however, significant main
effects were not found for barriers to care and depression relationship. Interaction
effects were partially found. Moderating role of positive religious coping and
engagement coping were found for poor physical well being and disease-related
discrimination, whereas, perceived availability of social support moderated distress of
poor physical well-being and barriers to care.

Overall, male patients differed from female patients in the appraisal of poor
physical well-being, disease-related discrimination and barriers to care, whereas,
female patients significantly differed from male patients in their use of coping
strategies. Patients from rural areas were high in the perception of poor physical well-
being and barriers to care as compared to urban patients. HIV/AIDS patients differed
from cancer patients in their high use of coping strategies and perception of
availability of social support. Differences were more evident when patients were
assessed across disease stages. Symptomatic patients were high in the appraisal of low
physical well-being, barriers to care and positive religious coping as compared to
asymptomatic patients. Chronically-ill patients (HIV/AIDS & cancer) were also
assessed across disease stages. HIV/AIDS patients at symptomatic disease stage were
high on the appraisal of poor physical well-being and barriers to care as compared to
HIV/AIDS patients at asymptomatic disease stage. Whereas, cancer patients at
symptomatic disease stage significantly differed from cancer patients at asymptomatic
disease stage in their appraisal of poor physical well-being, barriers to care and use of
positive religious coping. Patients (HIV/AIDS & cancer) were also assessed across
gender. Male cancer patients were high on the appraisal of poor physical well-being,

disease-related discrimination and barriers to care as compared to female cancer
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patients. Whereas, female cancer patients were high on the use of religious coping,
engagement coping and perceived availability of social support as compared to male
cancer patients. HIV/AIDS male patients differed from HIV/AIDS female patients
only in their perception of availability of social support, however, these two groups
(HIV/AIDS male and female patients) did not differ on the perception of poor
physical well-being, disease-related discrimination, barriers to care and the use of

coping strategies (religious coping, engagement coping).

Implications

The findings of present study suggest that health professionals / therapist need
to give due consideration to the contextual factors, while planning therapeutic
strategies or recommending coping strategies for chronically-ill patients. Patients with
different demographics are subjected to different stressors, therefore, same
interventions might not be effective in moderating distress of patients with different
characteristics, namely stage of disease, type of disease gender, locale, socio-cultural
context and existing disease stigma.

“Since the experience of chronic illness is extremely wide-ranging (influenced
among a great many things, by gender, race, age, marital status and material
circumstances), there is likely to be significant individual variations” (Annandale,
1998, p. 258).

Bio-psychosocial model needs to be used for studying chronic illnesses and
designing therapeutic interventions. Professionals need to counsel patients in the

context of their stress appraisal (poor physical well-being, disease-related
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discrimination and barriers to care). Interventions that aim at bringing improvement in
the quality of life among HIV/AIDS will be effective when they “target those factors
that are theoretically and empirically shown to predict life quality in this group”
(Heckman, 2003, p. 140).

Positive religious coping may be used for coping with those stressors that are
perceived as ‘uncontrollable’. Restructuring and reinterpretation of the stressors
follows positive appraisal of the stressor. Connectedness with the higher being
strengthens the patients to tolerate painful symptoms as well as social rejection.
Patients perceiving discriminatory treatment need to use positive religious coping and
engagement coping instead of seeking social support. The strategies of cognitive
reinterpretation, looking at the event from a wider perspective, asking mercy from
God and the like might moderate the distress of stigmatized patients.

In the light of current findings therapist needs to give importance to spiritual
support / spiritual needs of the patient that has been ignored by the doctors (Ehman et
al., 1999; Kristeller et al., 1999). It has been previously recommended to integrate
religious beliefs in psychological therapies (Harris et al., 1999; Sperry & Shafranske,
2005).

Engagement coping strategies, namely ‘seeking social support’ from masses
may not be recommended in the context of disease stigma, as it may end up in
frustration and increase the preexisting distress level of the patients. Patients need to
be guided regarding avoidance of unnecessary interaction with those social groups
that might stigmatize the patients. Patients may be counseled to share their disease
status preferably to those individuals who may facilitate the patients in their

adjustment efforts or who may be in the same situation. Seeking social support and
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asking for the effective coping strategies, from the ones in the same situation might be
helpful in the reappraisal of the stressors as well as in mitigating the distress.

Therapists need to counsel the patient to focus on ‘available’ social support
(no matter, limited), instead of ‘limited’ social support. Patients need to be further
guided that due to their excessive need for social support, available social support
might appear as ‘insufficient’ to them, therefore instead of expressing negative
gestures to their care givers, they should appreciate the available social support and
respond positively to those who are providing them support.

Considering the recommendation of provision of social support from
significant others and professionals in facilitating adjustment to chronic-illness
(National Board of Health, 2005; Saunders, 2006; WHO, 2002), it is strongly
suggested to sensitize professionals as well as significant others; care givers and those
in the regular contacts of the patients, to the psychological needs of the patients and
the distress associated with the negative attitude of the public.

Masses need to be educated that most of the chronically-ill patients are not
accountable in contracting the disease; they also need to be sensitized to the physical
pain associated with disease symptoms as well as medical treatment. They may be
further sensitized to the adverse impacts of perception of disease-related
discrimination, barriers to care, and lack of social support on the choice of coping
strategies among the patients, as individuals perceiving lack of social support and
stigmatization prefer using disengagement strategies, namely; social withdrawal, non-
adherence to the medical treatment etc. These strategies directly or indirectly

contribute towards the faster progression of their disease.
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General public need to be guided and educated about moderating effects of
provision of social support and permissive environment, in reducing disease-related
stigma, as well as barriers to care and facilitating patients’ regular visits to the health
professionals and routine social contacts. They may be sensitized to the fact that
permissive and controllable environment determines one’s ability to access support
services (Heckman, 2003), and adherence to medication (Mellins et al., 2002), that
not only reduces the painful physical condition but also delays the progression of
disease.

Through the medium of psycho-drama, commercial movies, theatrical
performance, documentaries, talk shows, and the like, masses need to be sensitized to
the adverse impacts of stigmatization, and positive impacts of social support on the

psychological and physical health of the patients.

Suggestions and Limitations

Current research has certain limitations. Sample of this study consisted of
primarily less educated and predominately lower middle-class patients, thus the
findings may not be generalized to the individuals from other socioeconomic groups.
Moreover, as the findings of the research have been based on the cross-sectional data
hence causal inferences cannot be made. Sample of HIV/AIDS patients was taken
from one organization, ‘New light AIDS group’, thus limiting the generalization of
the findings related to these patients. HIV/AIDS patients of this research were
members of the said organization for a number of years, therefore, while scoring on

the instrument of ‘availability of social support’ these patients might have in mind the
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availability of social support from the members (HIV/AIDS patients) of the said
Organization. Moreover, due to the necessarily voluntary nature of the sample,
selection biases might have operated among study participants, which could cause
their responses to differ from those who chose not to participate.

It is worth mentioning in the end that moderating role of positive religious
coping, which was found in this research may not be examined among those patients
who do not appraise their stressors as ‘uncontrollable’, and who are high in
‘perceiving availability of social support’.

Future studies may investigate the role of negative religious coping and
disengagement coping among chronically-ill patients. It will be interesting to see what

future studies conclude.
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Appendix A

Physical Well-being Scale (English)

Instructions: please read each statement and indicate how true each statement has

been true for you during the past 7 days.

During the past seven days:

Notatall Alittlebit Somewhat Quiteabit Very much

0 1 2 3 4

1 Ihave a lack of energy

2 Ihave nausea

3 Because of my physical
condition, I have trouble
meeting the needs of my family.

4 Thave physical pain

5 Ihave negative side effects from
treatment

6 Ifeelsick

7 1am forced to spend time in bed.
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Appendix B1

Physical Well-being Scale (Urdu)
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Appendix B 2
Physical Well-being Scale (Urdu)
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Appendix C

Disease-related Discrimination (English)

Instructions: Please answer the following questions concerning things that have

happened to you since learning you have HIV/AIDS.

1  How often do you hide your Never  Rarely Sometimes Often
1 2 3 4

illness from others out of fear that they
might say or do something that will hurt you.
2 How often do people display negative behavior

toward you once they learn of your HIV/AIDS
status

3 How often do you try to manage conversations to
reduce the risk that others will learn about your
HIV/AIDS status

4  How often have you been treated badly by people
because of your HIV/AIDS illness

5  How often do you hide your HIV/AIDS status
from others by passing off its symptoms to other
causes ( for example, colds or being stressed
out)?

6  How often do others avoid you after they learn of
your HIV/AIDS status

7  How often do you experience embarrassing and
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11

12

185
/or awkward social situations by trying to hide
your HIV/AIDS status
How often are you not invited or turned away
from social events because of your HIV/AIDS
status
How often do you ask others to keep your
HIV/AIDS status a secret
How often are you treated more negatively than
people living with other serious diseases
How often do you avoid talking to someone in
order to avoid disclosing your HIV/AIDS status
How often are you treated unfairly by others

when they learn of your HIV/AIDS status
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Appendix D1

Disease-related Discrimination (Urdu)
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Appendix D2

Disease-related Discrimination (Urdu)
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Appendix E

Barriers to Care Scale (BACS) English

Instructions: Please indicate to what extent each of the following circumstances
makes it difficult for you to receive the care, services or opportunities you wish to
obtain.

No problem Very Somewhat Major

at all Slight  of a Problem  Problem
1 Problem 3 4
2

(1) Long distances to medical facilities and
personnel.

(2) Medical personnel (e.g. physicians,
nurses), who decline to provide direct care
to persons with HIV/AIDS.

(3) The lack of health care professionals who
are adequately trained and competent in
HIV/AIDS care.

(4) The lack of transportation to access the
services i need.

(5) The shortage of psychologists, social
workers and mental health counselors who
can help address mental health issues.

(6) Thelack of psychological support groups
for persons with HIV/AIDS

(7) My personal financial resources.

(8) Lack of adequate and affordable housing.
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Appendix D1

Disease-related Discrimination (Urdu)
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Appendix D2

Disease-related Discrimination (Urdu)
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Appendix G

Brief Religious coping scale (English)

Instructions: The following items deal with ways you coped with the negative
event in your life. There are many ways to try to deal with problems; these items ask
what you did to cope with this negative event. Obviously different people deal with
things in different ways, but we are interested in how you tried to deal with it. Each
item says something about a particular way of coping. We want to know to what
extent you did what the item says. How much or how frequently. Don’t answer on the
basis of what worked or not, just whether or not you did it. Use these response
choices. Try to rate each item separately in your mind from the others. Make your

answers as true FOR YOU as you can. Circle the answer that best applies to you.

Not atall Somewhat Quite abit A great deal
1 2 3 4

1 Looked for a stronger connection with God

2 Sought God’s love and care

3 Sought help from God in letting go of my
anger

4  Tried to put my plans into action together
with God

5  Tried to see how God might be trying to
strengthen me in this situation

6  Asked forgiveness for my sins

7  Focused on religion to stop worrying about

my problems
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Appendix H

Positive Relegious Coping Scale (Urdu)
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Engagement Coping (English)
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Appendix I

Instructions: Please indicate how much you did each of the following in the

past few weeks when dealing with your disease

Strongly
disagree
1 I looked forward for something good in what was 1
happening
2 I asked people who have had similar experiences
for advice.

3 I did what had to be done, one step at a time

4 I tried to get emotional support from friends and
relatives

5 I tried to live with the situation
6 I made a plan of action
7 I tried to come up with a strategy about what to do

8 I tried to see it in a different light, to make it seem

more positive.

Disagree

2

Agree

3

Strongly
agree
4
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Appendix J

Engagement Coping Scale (Urdu)
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Appendix K

Interpersonal Support Evaluation List (ISEL) -- General Population (English)

Instructions: This scale is made up of a list of statements each of which may or may
not be true about you. For each statement check “definitely true” if you are sure it is
true about you and “probably true” if you think it is true but are not absolutely
certain. Similarly, you should check “definitely false” if you are sure the statement is

false and “probably false” is you think it is false but are not absolutely certain.

1. There are several people that I trust to help solve my problems.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

2. If I needed help fixing an appliance or repairing my car, there is someone who
would help me.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

3. Most of my friends are more interesting than I am.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

4. There is someone who takes pride in my accomplishments.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

5. When I feel lonely, there are several people I can talk to.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

6. There is no one that I feel comfortable to talking about intimate personal
problems.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

7. I often meet or talk with family or friends.
definitely true (3) definitely false (0)

probably true (2) probably false (1)
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13.

14.

15.

16.

17.
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Most people I know think highly of me.
definitely true (3) definitely false (0)
probably true (2) probably false (1)

If I needed a ride to the airport very early in the morning, [ would have a hard
time finding someone to take me.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

I feel like I’'m not always included by my circle of friends.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

There really is no one who can give me an objective view of how I’m handling
my problems.
_ definitely true (3) _ definitely false (0)

probably true (2) probably false (1)

There are several different people I enjoy spending time with.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

I think that my friends feel that I’'m not very good at helping them solve their
problems.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

If I were sick and needed someone (friend, family member, or acquaintance)
to take me to the doctor, I would have trouble finding someone.
_ definitely true (3) _ definitely false (0)

probably true (2) probably false (1)

If I wanted to go on a trip for a day (e.g., to the mountains, beach, or country),
I would have a hard time finding someone to go with me.
____definitely true (3) __ definitely false (0)

probably true (2) probably false (1)

If I needed a place to stay for a week because of an emergency (for example,
water or electricity out in my apartment or house), I could easily find someone
who would put me up.

____definitely true (3) _ definitely false (0)

probably true (2) probably false (1)

I feel that there is no one I can share my most private worries and fears with.
definitely true (3) definitely false (0)

probably true (2) probably false (1)
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27.
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If I were sick, I could easily find someone to help me with my daily chores.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

There is someone I can turn to for advice about handling problems with my
family.
____definitely true (3) __ definitely false (0)

probably true (2) probably false (1)

I am as good at doing things as most other people are.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

If I decide one afternoon that [ would like to go to a movie that evening, I
could easily find someone to go with me.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

When I need suggestions on how to deal with a personal problem, I know
someone I can turn to.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

If I needed an emergency loan of $100, there is someone (friend, relative, or
acquaintance) I could get it from.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

In general, people do not have much confidence in me.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

Most people I know do not enjoy the same things that I do.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

There is someone I could turn to for advice about making career plans or
changing my job.
____ definitely true (3) _ definitely false (0)

probably true (2) probably false (1)

I don’t often get invited to do things with others.
definitely true (3) definitely false (0)

probably true (2) probably false (1)
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Most of my friends are more successful at making changes in their lives than |
am.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

If I had to go out of town for a few weeks, it would be difficult to find
someone who would look after my house or apartment (the plants, pets,
garden, etc.).

_ definitely true (3) _ definitely false (0)

probably true (2) probably false (1)

There really is no one I can trust to give me good financial advice.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

If I wanted to have lunch with someone, I could easily find someone to join
me.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

I am more satisfied with my life than most people are with theirs.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

If I was stranded 10 miles from home, there is someone I could call who
would come and get me.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

No one I know would throw a birthday party for me.
definitely true (3) definitely false (0)
probably true (2) probably false (1)

It would be difficult to find someone who would lend me their car for a few
hours.
_ definitely true (3) _ definitely false (0)

probably true (2) probably false (1)

If a family crisis arose, it would be difficult to find someone who could give
me good advice about how to handle it.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

I am closer to my friends than most other people are to theirs.
definitely true (3) definitely false (0)

probably true (2) probably false (1)
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There is at least one person I know whose advice I really trust.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

If I needed some help in moving to a new house or apartment, [ would have a
hard time finding someone to help me.
definitely true (3) definitely false (0)

probably true (2) probably false (1)

I have a hard time keeping pace with my friends.
definitely true (3) definitely false (0)

probably true (2) probably false (1)
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Appendix L

Interpersonal Social Evaluation List (Urdu)
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Appendix M
Beck Depression Inventory (English)

Instructions: In this section are groups of statements. Please read each group of
statements carefully. Then pick out the statement in each group which best describes
the way you have been feeling the past week, including today. Circle the number
beside the statement you picked. If several statements in the group seem to apply
equally well, CIRCLE EACH ONE. Be sure to read all the statements in each group

before making your choice.

0 Ido not feel sad
1 I feel sad
2 I am sad all the time and I can’t snap out of it

3 I am so sad or unhappy that I can’t stand it

0 I am not particularly discouraged about the future.
1 I feel discouraged about the future.
2 I feel I have nothing to look forward to.

3 I feel that the future is hopeless and that things cannot improve

0 I do not feel like a failure
1 I feel I have failed more than the average person
2 As I look back on my life, all I can see is lot of failures.

3 Ifeel lam a complete failure as a person.

0 I get as much satisfaction out of things as I used to.
1 I don’t enjoy things the way I used to.
2 I don’t get real satisfaction out of anything anymore

3 I am dissatisfied or bored with everything
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0 Idon’t feel particularly guilty

1 I feel guilty a good part of the time

2 I feel qite guilty most of the time

3 I feel guilty all of the time

0 I don’t feel I am being punished

1 I feel I may be punished

2 I expect to be punished

3 I feel I am being punished

0 I don’t feel disappointed in myself

1 I am disappointed in myself

2 I am disguised with myself

3 I hate myself

98]

. I don’t feel I am any worse than anybody else
. I am critical of myself for my weakness or mistakes
. I blame myself all the time for my faults

. I blame myself for everything bad that happens

. I don’t have any thoughts of killing myself

. I have thoughts of killing myself, but I would not carry them out
. I would like to kill myself.

. I would kill myself if I had the chance

. I don’t cry any more than usual
. I cry more now than I used to

. I cry all the time now

. T used to be able to cry, but now I can’t cry even though [ want to.

203



11.

12

13

14

15.

16

[98)

. I am no more irritated now than I ever am
. I get annoyed or irritated more easily than I used to

. I feel irritated all the time now

. I don’t get irritated at all by the things that used to irritate me

. I have not lost interest in other people
. I am less interested in other people than [ used to be

. I have lost most of my interest in other people

. I have lost all of my interest in other people

. I make decisions about as well as I ever could
. I put off making decisions more than I used to

. I have greater difficulty in making decisions than before

. I can’t make decisions at all anymore

. I don’t feel I look any worse than I used to

. I am worried that I am looking old or unattractive

unattractive

. I believe that I look ugly

. I can work about as well as before
. It takes an extra effort to get started t doing something
. I have to push myself very hard to do anything

. I can’t do any work at all

. I can sleep as well as usual
. I don’t sleep as well as I used to

. I wake up 1-2 hours earlier than usual and and find it hard to get back to

sleep

204

. I feel that there are permanent changes in my appearance that make me look

. I wake up several hours earlier than I used to and can not get back to sleep
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18

19

0.
1.
2.

3
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. I don’t get more tired than usual
. I get tired more easily than I used to
. I get tired from doing almost anything

. I'am too tired to o anything

. My appetite is no worse than usual
. My appetite is not as good as it used to be

. My appetite is much worse now

. I have no appetite at all anymore

I haven’t lost much weight, if any, lately
I have lost more than 5 pounds
I have lost more than 10 pounds

. I have lost more than 15 pounds

I am purposefully trying to lose weight by eating less....... Y€S....... No

20

21

W

. I am no more worried about my health than usual

. I am worried about physical problems such as aches and pains, upset

stomach or constipation

. I am worried about physical problems and it’s hard to think of much else.

. I am so worried about my physical problems that I can not think about

anything else.

. I have not noticed any recent change in my interest in sex
. I am less interested in sex than I used to be

. I am much less interested in sex now

. I have lost interest in sex completely



207

Appendix N

Beck Depression Inventory (Urdu)
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Appendix P

Permission Letter

To Whom it May Concern

Subject: Research Data Collection on Cancer patients

Please refer to the subject cited above.

Shakira Huma Siddiqui is my Ph. D., Psychology research student. She is conducting
research on “Moderating role of positive religious coping, engagement coping, and
perceived availability of social support among chronically-ill patients” under my
supervision. For the purpose of her study, she needs to collect information on a

sample of Cancer patients.

I will be obliged if she be given opportunity in your hospital/organization to

administer psychological tests on the patients (including both men & women).

I ensure that this information will purely be used for her Ph. D., research purpose and

remain confidential.

Looking forward for your support in this endeavor.

With warm regards

Sincerely yours

(Dr. M. Anis-ul-Haque)

Associate Professor

National Institute of Psychology
Quaid-i-Azam University,Islamabad.

Email: haganis@yahoo.com
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Appendix Q

Permission Letter

To Whom it May Concern

Subject: Research Data Collection on HIV/AIDS patients

Please refer to the subject cited above.

Shakira Huma Siddiqui is my Ph. D., Psychology research student. She is conducting
research on “Moderating role of positive religious coping, engagement coping, and
perceived availability of social support among chronically-ill patients” under my
supervision. For the purpose of her study, she needs to collect information on a

sample of HIV/AIDS patients.

I will be obliged if she be given opportunity in your hospital/organization to

administer psychological tests on the patients (including both men & women).

I ensure that this information will purely be used for her Ph. D., research purpose and

remain confidential.

Looking forward for your support in this endeavor.

With warm regards

Sincerely yours

(Dr. M. Anis-ul-Haque)

Associate Professor

National Institute of Psychology
Quaid-i-Azam University, Islamabad.

Email: haganis@yahoo.com
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