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ABSTRACT

Human Immunodeficiency Virus (HIV) is a chronic health condition that is increasingly
affecting both children and adolescents (Center for Disease Control and Prevention, 2011).
Although many studies have investigated the impact of HIV on cognitive, physical, academic,
and psychosocial functioning, little is known about the self-perception of health-related quality
of life, subjective well-being, social-emotional well-being, and psychopathology risks of youth
who are infected with HIV. This study is one of first to examine the presence of these positive
and negative health indicators and the relationship among these factors in youth with HIV and a
community-based sample.

A total of 84 youth (n=42 in each group) between 13-18 years old participated in this
study. All participants completed a packet of self-report measures, which included the Pediatric
Quality of Life Scale (PedsQL™ 4.0; Varni, Burwinkle, Seid, & Skarr, 2003), Student Life
Satisfaction Scale (SLSS; Huebner, 1991), Positive Affect and Negative Affect Scale-Children
(PANAS-C; Laurent et al., 1999), Social Emotional Assets and Resiliency Scale-Adolescent
Form (SEARS-A; Merrell, 2011), and Behavioral and Emotional Screening System (BASC-2
BESS; Kamphaus & Reynolds, 2007). The data were analyzed for significant correlations, group
differences, and social-emotional predictors of physical functioning and subjective well-being.

Specifically for youth with HIV, several health-related quality of life indicators were

found to be positively correlated with life satisfaction and social-emotional strengths indicators,

Vi

www.manaraa.com



but negatively correlated with negative affect and psychopathology symptoms. Stronger, but
non-significant correlation coefficients were noted for participants in the HIV group than youth
in the community-based sample. In particular, stronger associations between the positive mental
health indicators (i.e., subjective well-being and social emotional strengths) were observed for
youth with HIV than youth in the community-based sample. Youth with HIV also reported a
greater association between their subjective well-being and psychopathology when compared to
youth in the community-based sample.

Additionally, there was a significant main effect of family structure on participants’
perceptions of their social functioning and psychopathology symptoms. When the differences in
family structure were controlled for, the overall mean ratings of participants’ health-related
quality of life, subjective well-being, social-emotional well-being, and psychopathology risks did
not significantly differ between groups. Furthermore, family structure and self-rated empathy
skills significantly predicted physical functioning of youth with HIV, but no significant or
meaningful variables were found to predict their subjective well-being. Finally, no significant
variables were found to predict the physical functioning or subjective well-being of youth in the
community-based sample. The limitations of the current study, implications of findings, and

directions for future research are discussed.

vii
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CHAPTER ONE:
INTRODUCTION
Statement of the Problem

Human immunodeficiency virus (HIV) is a serious health and psychosocial condition that
affects children and adolescents at an alarming rate (Centers for Disease Control and Prevention,
2011). As a result of medical improvements (e.g., highly active antiretroviral therapy), the
survival trajectory of youth with HIV has been extended. HIV has transitioned from being a
devastating terminal health condition to a more manageable chronic health condition, potentially
resulting in more youth with HIV being included in the schools. Furthermore, changes in the
healthcare system such as the provision of outpatient services and increased availability of
medical support outside of the clinical setting have resulted in less in-hospital care for youth so
that they can lead normal and meaningful lives (Clay, 2004). With the increased rate of school-
age youth with significant health needs, school personnel are challenged to provide a
comprehensive system of support services to meet the unique educational and social-emotional
needs of their students.

Management of HIV during the adolescent developmental period represents a significant
challenge. Youth with HIV are confronted with similar developmental tasks (e.qg., strive for
autonomy, initiating and maintaining peer relationships) as their healthy counterparts along with
the unique stressors associated with their health condition, such as treatment management and

psychosocial issues related to social stigma and disclosure (Brown, Lourie, & Pao, 2000).

www.manaraa.com



Furthermore, youth with chronic health conditions such as HIV are more likely to experience
frequent disruptions to their academic and social functioning due to absenteeism related to their
health conditions (Gortmaker, Walker, Weitzman, & Sobol, 1999). These unique stressors and
disruptions can adversely impact youth’s educational progress, quality of life, and social-
emotional well-being.

Given the transition in the course of HIV from a terminal to a chronic health condition,
quality of life issues become more prominent and may play a crucial role in health behaviors.
Because of the complex issues related to HIV, some would argue that quality of life issues must
take precedence over the focus on academic performance and cognitive growth for individuals
with this condition (Wodrich, Swerdlik, Chenneville, & Landau, 1999). Therefore, the
educational goals of youth with HIV need to be reframed, to prioritize not only academic but
also social-emotional well-being and overall quality of life. In order to ensure appropriate
educational and health planning within the school system, school personnel must be familiar with
the youth’s overall functioning by looking beyond the assessment of pathology and taking into
consideration youth’s quality of life and individual strengths.

Conceptual Framework

Traditional assessments of health. The majority of previous research on youth’s
physical and mental health focused exclusively on psychopathology (e.g., Bennett, 1994),
providing limited information on aspects of functioning that are promotive, such as quality of life
and social-emotional strengths. In recent years, there has been a shift in focus from the
identification and reduction of symptoms to a greater emphasis on the assessment of health-
related quality of life and positive indicators of well-being in youth. This shift was prompted by

the argument that assessments of health outcomes based exclusively on medical and

www.manaraa.com



symptomatic markers provide only a limited picture of the impact of a chronic health condition
in youth (Starfield & Riley, 1999).

Health-related quality of life. Recognition of the limitations of traditional health
assessments for youth with health concerns has led to an interest in the assessment of health-
related quality of life (HRQOL). HRQOL measures assess the subjective perception of the
impact of one’s chronic health condition on a wide range of daily life domains such as physical
functioning, social roles, and family activities (Matza, Swensen, Flood, Secnik, & Leidy, 2004).

Although HRQOL is widely studied in youth with chronic health conditions (e.g., Barrera
et al., 2003; Dale, Cochran, Roy, Jernigan, & Buchanan, 2011; Kalyva, Malakonaki, Eiser, &
Mamoulakis, 2011; Riazi, Shakoor, Dundas, Eiser, & McKenzie, 2010; Sawyer et al., 2004),
indicators of HRQOL in youth with HIV are less well known. In fact, there is only one study
that examined HRQOL indicators in youth with HIV using self-reported measures (Jeifez-Zagigi,
2004). Studies using parent-report measures suggest that other stressful life events may have
greater impact on youth with HIV’s HRQOL than the health condition itself (Lee, Gortmaker,
Mclintosh, Hughes, & Oleske, 2006).

Although the assessment of HRQOL provides important information by taking into
consideration an individual’s subjective perception of the impact of their chronic health
condition, it does not assess the presence of well-being indicators such as life satisfaction,
positive emotions, and strengths. The presence of well-being indicators may be promotive and
could potentially increase our understanding of the differential impact of chronic health
conditions in youth.

Subjective well-being. Health is considered a state of complete wellness that is not

exclusively based the absence of illness or symptoms (Eiser & Morse, 2001). For example, the
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dual-factor model of mental health suggests that psychopathology symptoms and positive well-
being are not opposite poles on the same continuum. A presence of one does not equal the
absence of another. In fact, an individual can exhibit high or low levels of both psychopathology
and well-being (Greenspoon & Saklofske, 2001; Suldo & Shaffer, 2008). Assessments that focus
solely on psychopathology symptoms fail to take into consideration individuals who present no
psychopathology but are low in positive subjective well-being indicators (e.g., life satisfaction,
positive affect). Thus, the traditional deficit-based assessment may lead to the under-
identification of individuals who are in need of intervention. Hence, the incorporation of both
positive and negative indicators of well-being into assessment is necessary to ensure a more
comprehensive evaluation of an individual’s overall functioning.

Studies that have incorporated the assessment of positive well-being indicators (e.g.,
Suldo & Shaffer, 2008; Zullig, Valois, Huebner, & Drane, 2005) have consistently reported that
positive indicators such as high life satisfaction and high frequency of positive affect are linked
to better physical health outcomes in general samples of healthy adolescents. However, this
relationship is unclear within samples of adolescents with chronic health conditions.

Hexdall and Huebner (2007) were the first, and thus far the only, researchers to explore
the subjective well-being indicators of youth with chronic health conditions. Using a sample of
pediatric oncology patients, these researchers found that youth with cancer did not differ
significantly from the community-based sample on self-report measures of life satisfaction, hope,
positive affect, or negative affect. Due to several limitations of this study (e.g., small sample
size, homogenous group) and a paucity of research in this topic area, further investigation is
necessary to expand the current knowledge of well-being indicators within the population of

youth with chronic health conditions so that more conclusive statements can be drawn.
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Social-emotional strengths. Consistent with the movement away from traditional
deficit-based approaches to assessment, strength-based assessment has gained popularity
(Jimerson, Sharkey, Nyborg, & Furlong, 2004). Strength-based assessment highlights social-
emotional skills that have proven to play a promotive role in youth’s functioning. Such skills
may include, but are not limited to: self-awareness, self-management, social-awareness,
relationship skills, and problem-solving skills (Collaborative to Advance Social and Emotional
Learning, 2008). Knowledge of the relationship between one’s social-emotional strengths and
overall well-being is emerging. Findings from a study conducted by Frank and colleagues (2013)
suggest a relationship between the presence of social-emotional strengths (i.e., self-regulation,
social competence, empathy, and responsibility) and high subjective well-being in a community
sample of adolescents. This relationship, while new and yet to be replicated in samples of youth
with chronic health condition, provides the impetus for further investigation. More research is
necessary to elucidate our current understanding of the importance of strength-based assessment
in the promotion of well-being in youth, specifically those with a chronic health condition such
as HIV. Furthermore, this extended knowledge may eventually be translated into policies and
practices that will ultimately benefit the needs of youth with chronic health conditions within the
educational environment.

Purpose of the Study

Currently, there is a dearth of research on the quality of life of youth with HIV. Empirical
studies to date have relied solely on parent report of youth’s quality of life (e.g., Butler et al.,
2009; Lee, Gortmaker, Mclintosh, Hughes, & Oleske, 2006). Given that this construct is internal
and subjective in nature, it is important to consider youth’s perception of their quality of life to

better understand the impact of their health condition.
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Hence, this study aimed to extend the research conducted by Hexdall and Huebner (2007)
and further explore the nature of the relationship between positive mental health indicators (e.qg.,
subjective well-being and social-emotional strengths), psychopathology, and health-related
quality of life in a sample of adolescents with HIV, in comparison to a community-based sample.
Specifically, the following research questions were investigated:

Research questions.

1. What is the strength and direction of the relationships among the scores on self-reported
measures of health-related quality of life, subjective well-being, psychopathology, and
social-emotional strengths for adolescents with HIV and a community-based sample?

2. Do the correlation coefficients among the self-reported measures of health-related quality
of life, subjective well-being, psychopathology, and social-emotional strengths differ
between adolescents with HIV and a community-based sample?

3. Do the mean scores on self-reported measures of health-related quality of life, subjective
well-being, psychopathology, and social-emotional strengths differ between adolescents
with HIV and a community-based sample?

4. Which social-emotional strengths are most strongly predictive of the physical functioning
(as rated on a subscale of the health-related quality of life measure) and subjective well-
being of adolescents with HIV and a community-based sample?

Hypotheses. For research question one, it was hypothesized that self-report of health-
related quality of life would be positively correlated with life satisfaction and positive affect and
negatively correlated with negative affect (factors of the subjective well-being). Life satisfaction
and positive affect were also expected to be negatively related to psychopathology outcomes and

positively related to social emotional strengths. These hypotheses were based on the literature
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reviews summarized in the next chapter, which suggest that high subjective well-being is
associated with positive physical and mental health functioning of adolescents.

Currently, there is a lack of literature to guide the hypotheses for research questions two,
three, and four. Available research suggests either preliminary or inconsistent findings.
Therefore, these research questions were considered exploratory and no hypotheses were
generated.

Significance of the Study

Importance of proposed study to school psychology. The role and function of school
psychologists have evolved from being a traditional gatekeeper of special education to a more
indirect and comprehensive service provider. Nastasi (2000) asserts that, “school psychologists
have a key role as health care providers” (p. 541). School psychological services can provide a
continuum of services ranging from prevention to intervention to address the unique academic
and social-emotional challenges faced by youth with HIV.

Rather than working with youth with HIV from merely a traditional deficit model
approach that emphasizes the identification and treatment of symptoms, it is equally important to
consider youth’s positive psychological attributes, such as subjective well-being (i.e., life
satisfaction, positive affect) and social-emotional strengths. Additional information from a
strengths-based perspective will allow school personnel to gain a comprehensive picture of the
overall well-being of youth with HIV and help inform prevention and intervention efforts to
promote school success.

Contributions to the literature. This study will contribute to the existing knowledge
base in the areas of positive psychology and pediatric psychology, considering that there is only

one published study that examined subjective well-being in youth with chronic health conditions
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(Hexdall & Huebner, 2007). Although many studies have demonstrated a strong relationship
between positive indicators of well-being and physical health among healthy youth, it is unclear
whether these findings generalize to youth with chronic health conditions. Therefore, it was
important to extend the investigation of this relationship to youth with chronic health conditions
to determine if findings from the healthy youth sample are consistent with those from youth with
chronic health conditions. Understanding the positive characteristics possessed by chronically ill
youth could potentially promote adaptation and foster resilient outcomes.

Furthermore, this study contributes to the current literature by expanding the study by
Hexdall and Huebner (2007) to youth with HIV so that comparisons between findings can be
drawn. Additionally, this study introduced an additional positive indicator of well-being, which
is social-emotional strengths, in relation to health-related quality of life and subjective well-
being. Understanding the roles social-emotional strengths play in the relationship between
physical health and subjective well-being can potentially inform intervention research and efforts
across systems (i.e., home, school, and community) to promote resiliency and improve the
overall well-being of youth with HIV.

Constitutive Definition of Key Terms

Chronic health conditions. A health condition that has lasted or is expected to last more
than three months, which causes functional impairment (e.g., physical, social-emotional, and
adaptive functioning) and requires medical attention (Perrin et al., 1993).

Community-based sample. A sample of youth between 13-18 years old, who have no

known chronic health conditions based on information obtained from self- and/or parent reports.
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Health-related quality of life. Health-related quality of life is defined as one’s
subjective perception of the impact of health status, including illness and treatment, on physical,
psychological, and social functioning (Leidy, Rich, & Geneste, 1999).

Subjective well-being. Subjective well-being, a scientific term for happiness, is
comprised of three factors: frequent positive affect, infrequent negative affect, and high life
satisfaction (Diener, 2000). Affect comprises emotions and mood states such as joy and anger.
Life satisfaction involves one’s cognitive judgment of the overall quality of life and is considered
a stable construct of subjective well-being.

Social-emotional strengths. This term will be used to refer to one’s ability to a) regulate
and express emotions, b) develop and express empathy, ¢) develop and maintain relationships

with others, and d) use effective problem-solving skills.
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CHAPTER TWO:
REVIEW OF THE LITERATURE

This chapter begins with an overview of HIV and the current knowledge base on the
impact of this health condition on youth’s cognitive and psychosocial development. Specific
issues related to HIV in the context of adolescent development also are presented. Subsequently,
the construct of health-related quality of life in children and adolescents with chronic health
conditions is explored. There is extensive literature in this area, with most studies focusing on
one specific chronic health condition. Hence, selected studies that investigated several chronic
health conditions concurrently are included to provide a broader picture of health-related quality
of life across different conditions. This overview is then followed by a discussion of health-
related quality of life issues specific to youth with HIV. Next, this chapter provides a discussion
of subjective well-being and its relationship to adolescents’ physical health. Finally, social-
emotional strengths will be presented within a resiliency framework to promote subjective well-
being and buffer the psychosocial risks related to chronic health conditions. Studies on subjective
well-being and social-emotional strengths in the context of adolescents’ physical health are
limited, therefore available literature associated with the topic are presented in detail to provide a
rationale and methodological basis for this study.
Overview of HIV in Youth

Definition. HIV is the acronym for Human Immunodeficiency Virus. HIV affects the

human body by destroying specific blood cells, known as CD4 white blood cells, which play a
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major function in helping the body fight infections (Centers for Disease Control and Prevention
[CDC], 2012). An individual infected with HIV may develop flu-like symptoms such as fatigue
or fever that lasts for at least a week, or have no symptoms at all. Although an infected individual
may appear externally physically healthy and asymptomatic, HIV is still affecting the body
internally and regular medical treatment is crucial to maintain immune functioning, limit the
likelihood of transmission, and improve overall health and well-being. Unmanaged and untreated
HIV can lead to the development of Acquired Immunodeficiency Syndrome (AIDS), a terminal
condition whereby an individual’s immune system is critically damaged and unable to fight
diseases and certain cancer-related health conditions. AIDS is defined as the presence of HIV
and a CD4 cell count of 200 or lower and/or the diagnosis of an opportunistic infection such as
pneumonia.

Prevalence. There are more than 1.1 million individuals living with HIV infection in the
United States (CDC, 2011). An estimated number of 2,485 new infections were diagnosed in
2011 within the youth population age 19 and under. Youth are among the fastest growing groups
of individuals infected with HIV. One in every four new infections occurs in youth ages 13-24
(CDC, 2012). Between 2010 and 2012, a total of 637 new HIV infections were reported among
adolescents between 13-19 years old in Florida alone (Florida Department of Health, 2011). In
fact, Florida ranks second (N=1,571), behind New York (N=2,457), in the number of pediatric
HIV cases diagnosed through 2011 (Florida Department of Health, 2012). Through 2011, Florida
had reported a cumulative total of 2,509 cases of individuals who were HIV-infected prior to the
age of 13. These statistics should be of specific concern for school personnel because they have
important implications for educational programming, as youth with HIV are very likely to be

included in general education settings.
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Routes of transmission. The modes of HIV transmission are well understood. Among
adolescents, behaviorally acquired HIV infection (e.g., through unprotected sexual contact or
injection of drugs) continues to account for the majority of new cases (Brown, Lourie, & Pao,
2000). Children under the age of 12 living with HIV typically suffer from perinatally acquired
infection, which refers to maternal transmission that can occur before, during, or after childbirth
(Pumariega, Shugart, & Pumariega, 2006). Transmission via blood transfusion is also likely, but
less common due to rigorous screening practices. HIV is not transmitted through air or water,
insects, saliva, tears, or sweat or through casual contact (e.g., shaking hands) as HIV cannot
reproduce outside of the human body (CDC, 2012).

Impact of HIV Infection on Youth Development

Neuropsychological and cognitive implications. HIV has a direct effect on the central
nervous system (CNS). Youth with HIV may exhibit at least three different forms of cognitive
impairments: 1) encephalopathy, 2) neuropsychological deficits, and 3) apparently normal
functioning (Wolters, Brouwers, & Moss, 1995). These impairments are discussed further in the
paragraphs below.

Encephalopathy. HIV-associated encephalopathy is characterized by severe and
pervasive CNS dysfunction. The clinical manifestation of HIVV-associated encephalopathy
depends on the age of infection, mode of transmission, strain of HIV, and genetic vulnerabilities
(Brown et al., 2000; Donenberg & Pao, 2005). Among youth with HIV, encephalopathy has an
estimated prevalence rate of 13 to 23% (Lobato, Caldwell, Ng & Oxtoby, 1995). Earlier HIV
infection through perinatal transmission seems to be related to higher risk of CNS dysfunction
and more severe symptom manifestation while adolescents who acquire HIV through risky

behaviors tend to have less CNS symptoms (Mitchell, 2001). Youth with HIV-associated
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encephalopathy display deficits in cognitive, language, motor, and social-emotional skills that
negatively impact their academic and adaptive functioning (Allison, Wolters, & Brouwers,
2009). Specifically, in the area of language development, expressive language appears to be
more severely impaired or may decline quicker than receptive language (Pumariega et al., 2006).
The implementation of antiretroviral treatment may be preventative and/or therapeutic for HIV-
associated encephalopathy (Allison et al., 2009).

Neuropsychological deficits. HIV-related neuropsychological deficits, also known as the
compromise of CNS functioning, are characterized by overall cognitive functioning that is within
average ranges, but with selective deficits in neurodevelopmental functioning such as memory,
attention, and perceptual-motor abilities (Wolters et al., 1995). Considering the availability of
antiretroviral therapy, youth with HIV who display CNS dysfunction are more likely to display
this subtle form of deficit instead of encephalopathy (Allison et al., 2009).

Apparently normal functioning. Youth with HIV are considered to have apparently
normal functioning when their cognitive functioning is at least within the average range, with no
indication of HIV-associated CNS dysfunction, regression in functioning or neurological
abnormalities (Allison et al., 2009). These youth might seem “normal” because their pre-
infection level of functioning may have been in the high average or superior range or because
they have yet to exhibit any evidence of cognitive decline (Wolters et al., 1995).

Psychosocial implications. Although HIV is a chronic health condition, there are
significant distinctions that separate it from other chronic health conditions such as asthma and
diabetes. The social stigma associated with HIV, potential regression in cognitive development,
and the intergenerational nature of the condition can have an overwhelming effect on youth’s

psychological functioning and social emotional development. Youth may experience direct
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psychosocial effects that are associated with HIV-related encephalopathy or indirect effects
through HIV-associated environmental factors such as paternal/maternal HIV, pre- and postnatal
drug exposure, and poverty (Wiener, Moss, Davidson, & Fair, 1992). Therefore, it is crucial for
school personnel to be aware of the unique psychosocial issues experienced by youth with HIV.

Internalizing behaviors. Symptoms related to depression and anxiety are not uncommon
in youth with HIV (Mellins et al., 2009; Pao et al., 2000). As mentioned earlier, internalizing
behaviors may be the result of direct effects of HIV. The direct effects of HIV related to
depression are typically associated with more severe abnormality on brain imaging and clinically
elevated scores on behavior rating scales (Brouwers et al., 1995). Increased levels of anxiety
symptoms, on the other hand, have been found to be correlated with lower CD4 counts (Nichols
et al., 2000). Depression may also be the result of indirect effects of HIV. Murrain and Barker
(1999) found that depression symptoms in youth with HIV were related to parental drug use,
parental illness or death. Furthermore, the social stigma associated with HIVV may contribute to
peer rejection, loneliness, social phobia, and in severe cases, suicidal ideation (Prinstein,
Boergers, Spirito, Little, & Grapentine, 2000). Other related factors, such as pain, secrecy with
HIV diagnosis, and fear of becoming ill or dying, can potentially influence the development of
anxiety symptoms as well. For example, Yaster and Schechter (1996) found that almost 60% of
youth with HIV experience pain, which negatively impacts their quality of life and sleep
hygiene. In a more recent study, high levels of self-reported pain in HIV youth were associated
with higher symptom severity for generalized anxiety, major depression, and dysthymia
(Serchuck et al., 2010)

Externalizing behaviors. The literature suggests higher prevalence of externalizing

behaviors (e.g., hyperactivity, conduct problems) in youth with HIV, compared to healthy youth.

14

www.manaraa.com



For example, Nozyce et al. (2006) found that 20% of youth with HIV in their study were
identified as having symptoms related to Attention-Deficit/Hyperactive Disorder (ADHD), and
this prevalence rate was higher when compared to the general non-HIV infected population, as
well as samples of youth with other chronic health conditions. However, these findings are
inconsistent and inconclusive. Although caregivers in another study also reported ADHD as the
most common behavioral problem among youth with HIV, the scores on rating scales were also
higher than normal for the control group of uninfected siblings, suggesting that genetics and
environmental factors may have a more significant impact on the development of externalizing
behaviors in these youth than the direct effects of HIV (Mellins et al., 2003). Externalizing
problems in youth with HIV can have serious health and social implications when associated
with high-risk behaviors such as medical nonadherence, intravenous drug use, and risky sexual
behaviors. Youth with HIV may be susceptible to high-risk behaviors as a coping mechanism to
stressors related to their health status. Engagement in high-risk behaviors may also be an attempt
to “be normal” in order to gain acceptance from their peers. Involvement in risky behaviors
carries an additional threat because these behaviors can exacerbate their existing health
symptoms.

Disclosure. Disclosure of HIV status can be a struggle for infected youth and their
families. Because of the fear of stigmatization, families may be reluctant to disclose to their
young child his or her own HIV status, leading the child to believe that he or she has some other
health conditions (Chenneville, 2008). Barriers to disclosure often reflect parental concerns such
as maternal guilt related to perinatal transmission, emotional unpreparedness, limited knowledge
and skills, and lack of comfort discussing HIV related issues (Kouyoumdijian, Meyers, &

Mtshizana, 2005). The research on chronic health conditions suggests that disclosure of
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developmentally appropriate facts about the health condition improves the youth’s psychological
adaptation and health literacy. Disclosure can promote trust, engage youth in their own medical
care, promote adherence to treatment regimens, and enhance long-term health and emotional
well being (Lipson, 1994). Mellins et al. (2002) found that HIV status disclosure to infected
youth did not result in increased mental health problems. On the contrary, youth who knew their
HIV status tended to be less depressed than youth who did not know. Youth’s self-disclosure of
HIV status to a friend has also been associated with positive outcomes, such as improved
immune functioning (Sherman, Bonanno, Wiener, & Battles, 2000).

Treatment issues. The development of new drugs and use of combination therapies have
contributed to significant progress in medical treatment of youth with HIV. The goals of
treatment have evolved from extending survival to promoting normal growth, preventing
infections, and improving quality of life (Smith, Martin, & Wolters, 2004). Highly active
antiretroviral therapy (HAART) can effectively inhibit the progression of HIV through the
reduction of CD4 cells and thus minimize the replication of virus, if it is taken as prescribed. A
missed dose of medication will allow the virus to mutate, making it resistant to certain classes of
drugs. Medical adherence is poor among youth and adherence barriers include forgetfulness, too
many pills, side effects (e.g., nausea, diarrhea), special diet requirements, fear of disclosure and
stigma (Koenig & Bachanas, 2006). Additionally, social stressors such as poverty, unstable
living situation, and mental health issues may make treatment adherence less of a priority among
youth. The treatment regimen is a challenging course for youth with HIV and school personnel

need to be knowledgeable and sensitive toward these issues.
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HIV in the Context of Adolescent Development

Adolescence is a period of significant and rapid changes in the biological, psychological,
cognitive, social, and sexual domains of development. The major goals for an adolescent include
the achievement of autonomy, expression of self-identity, development of peer relationships, and
transition into adulthood. It is also a time of heightened focus on issues such as body image,
sexuality, and social acceptance. Having a chronic health condition such as HIV can impact all
of these important areas of development (Boice, 1998). As fears about HIV transmission emerge,
youth’s normal process of exploring sexuality will be challenged and they must face decisions
regarding disclosure of their status to a potential partner. Anxiety about disclosure and
anticipation of possible rejection increase the stress associated with sexuality development
(Smith et al., 2004). The stress of living with and managing HIV, in addition to dealing with the
normative challenges of adolescent development, can contribute to higher levels of psychological
distress.

Academic and social functioning. Having HIV can be potentially detrimental to an
individual’s academic and social functioning. Youth with HIV are at risk for developing
academic challenges associated with the neurocognitive effects of HIV. Secondary effects, such
as high rates of school absenteeism and fatigue may also disrupt learning. These secondary
effects increase the likelihood of youth falling behind in their schoolwork, resulting in
recommendations for special education services or grade retention. Frequently missed schools
days not only affect youth’s academic progression but also limit the opportunity for social
interaction with peers. Peer acceptance may also be difficult for youth with HIV because of
physical abnormalities. Youth with perinatally acquired HIV are usually smaller in height,

weight, and head circumference (Moye et al., 1996), and may exhibit other physical conditions
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(e.g., skin rash, joint pains, hypersensitive reactions) due to the side effects of medications. The
development of peer relationships can also be impacted if youth with HIV are uncertain about
disclosing their health status.

Summary. The management of HIV during the adolescent developmental period
represents a serious challenge for youth, their family, healthcare teams, and school personnel. A
multidisciplinary team approach to intervention is an ideal means to help youth cope with the
physical and psychosocial impact of this chronic health condition. School-based mental health
professionals, such as school psychologists, can play an integral role in the psychosocial
assessment and provision of prevention and intervention services. It is important to acknowledge
that school personnel are not always aware of youth’s HIV status, which complicates the ability
for schools to intervene. When HIV status is known, comprehensive assessment is extremely
important, considering the neuropsychological and psychocosial implications associated with this
health condition. An ecological evaluation approach is recommended to include both traditional
measures such as behavioral rating scales and non-traditional measures such as quality of life and
strength-based assessments. Assessments should be conducted periodically so that health
functioning can be compared across time to monitor signs of disease progression (Chenneville,
2008).

A thorough assessment of youth’s health status that includes the identification of positive
and negative indicators of adjustment will help school personnel to approach HIV within the
tiered framework of prevention and intervention. Within this framework, youth with HIV who
are not symptomatic and are traditionally under-identified will have access to preventative

services while youth who present with symptoms will be able to receive targeted interventions
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tailored to their needs to prevent the development of future problems and improve their quality
of life.
Health-Related Quality of Life (HRQOL)

Traditionally, health outcome measures for youth with HIV focused mainly on medical
laboratory tests such as CD4 cell counts. However, these outcome measures fail to take into
consideration the impact of the health condition on the individual’s day-to-day functioning (e.g.,
limitations in physical and social activities, changes in social roles). Starfield and Riley (1998)
argue that health outcomes defined solely on biological and medical markers do not adequately
explain the broad implications of chronic health conditions in children and adolescents.

The growing recognition of the association between chronic health conditions and the
challenges inherent in adolescent development has led to increased assessment of health-related
quality of life for this population. Health-related quality of life (HRQOL) is defined as one’s
subjective perception of the impact of health status, including illness and treatment, on physical,
psychological, and social functioning (Leidy, Rich, & Geneste, 1999).

HRQOL measures are designed to assess a wide range of domains in youth’s daily
functioning. Empirical findings suggest that HRQOL measures provide a broader understanding
of the psychosocial outcomes related to the health condition. HRQOL measures allow for the
evaluation of individual’s subjective perception of the impact of a chronic health condition, thus
providing useful information that are beyond clinical measures of health symptoms (Matza,
Swensen, Flood, Secnik, & Leidy, 2004). Assessing HRQOL is considered an important
outcome indicator in the evaluation of health-care interventions, in understanding the impact of
chronic health conditions, in identifying health disparities, and in allocating health resources

(Solans et al., 2008). HRQOL instruments can be beneficial in identifying and prioritizing health
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problems for youth, facilitating communication between families and health-care professionals,
and in monitoring changes in health status. Both generic and condition-specific measures have
been developed to assess HRQOL in youth. Some examples of these measures are summarized
in Table 1.

Table 1

Examples of Generic and Condition-Specific HRQOL Measures

Measures Respondent Number of Scales
(Age group) Items

*Child Health Self (10-19) 87 Physical Functioning,

Questionnaire (CHQ; Parent (4-19) 28, 50, 98 Role/Social

Landgraf, Abetz, & Emotional, Role/Social

Ware, 1999) Behavioral, Role/Social
Physical, Bodily Pain, General
Behavior, Mental Health, Self-
Esteem, General Health
Perceptions, Change in Health,
Parental Impact-Emotional,
Parental Impact-Time, Family
Activities, Family Cohesion

*Pediatric Quality of Self (5-18) 23 Physical Functioning, Emotional

Life Inventory Parent (2-18) Functioning, Social Functioning,

(PedsQL ™ 4.0; School Functioning

Varni, Burwinkle,

Seid, & Skarr, 2003).

Pediatric Asthma Self (7-17) 23 Activity Limitations, Symptoms,

Quality of Life Function

Questionnaire

(PAQLQ;

Juniper et al., 1996)

Pediatric Cancer Self and Parent 32 Disease- and Treatment-Related

Quiality of Life (8-18) Symptoms, Physical

Inventory
(PCQL; Varni et al.,
1998)

Functioning, Psychological
Functioning, Social Functioning,
Cognitive Functioning

Note. Generic measures are marked with an asterisk (*)
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Studies that have examined HRQOL in children and adolescents within and outside of the
United States have consistently documented lower HRQOL in children and adolescents with
chronic health conditions (e.g., sickle cell, diabetes, and obesity) when compared to a healthy
comparison sample (Dale, Cochran, Roy, Jernigan, & Buchanan, 2011; Kalyva, Malakonaki,
Eiser, & Mamoulakis, 2011; Riazi, Shakoor, Dundas, Eiser, & McKenzie, 2010).

For example, Sawyer et al. (2004) investigated the differences in self-reported HRQOL
of youth with diabetes, asthma, or cystic fibrosis as compared to a healthy community sample.
Youth aged 10-16 years with the chronic health conditions (N=123), rated their HRQOL using
the Child Health Questionnaire (CHQ; Landgraf, Abetz, & Ware, 1999) and one of the three
disease-specific measures. When compared to a representative healthy community sample, youth
with chronic health conditions reported significantly lower HRQOL in several areas. They
reported that their health conditions frequently affected their participation in physical activities,
family activities, schoolwork and peer activities.

Although children and adolescents with chronic health conditions typically reported
poorer HRQOL outcomes as compared to the community-based sample, HRQOL may be
influenced by factors such as age differences and time since diagnosis. Using standardized
measures (e.g., Child Behavioral Checklists [CBCL], Achenbach & Rescorla, 2001; Play
Performance Scale [PPS], Lansky, List, Lansky, Ritter-Sterr, & Miller, 1987), completed by
mothers of 69 preschool, school-aged, and adolescent patients of cancer, Barrera et al. (2003)
found a significant age group difference in the patients’ psychological adjustment and HRQOL.
Specifically, preschoolers were reported to exhibit more externalizing behaviors than
adolescents. It is possible that preschoolers lack the ability to express their feelings as a means of

coping, resulting in the manifestation of behavioral problems. Although adolescents were at
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higher risk for poor HRQOL compared to younger children, their HRQOL improves as more
time has passed since the diagnosis.

Parent vs. youth self-report. The question of who should be reporting HRQOL for the
chronically ill youth remains debatable. In general, there is a higher level of agreement between
parent and youth self-report on the objective aspects of chronic health conditions (e.g., self-care
and physical functioning) than the subjective impact (e.g., emotions and pain). The subjective
impact of one’s chronic illness is considered a crucial outcome of health interventions; therefore
it warrants a thorough assessment and progress monitoring (Wiklund, Erling, & Albertsson-
Wikland, 1998). Wiklund et al. (1998) concluded that parents tend to view the HRQOL of their
child more negatively, and that their perceptions of their child may reflect their own
psychological adjustment. Similarly, Vance et al. (2001) also reported discrepancies between
parent and child report and suggested that parents tend to put more emphasis on the future impact
(e.g., school performance) of their child’s chronic health condition while the child tends to focus
more on the immediate impact (e.g., physical appearance, social relationships). Therefore, it is
essential to obtain HQROL information directly from the child as they provide useful
information on their self- perceptions of health status beyond parental reports.

Health-Related Quality of Life in Youth with HIV

Although there are compelling reasons to measure the HRQOL of youth with chronic
health conditions, the knowledge on HRQOL of youth with HIV is somewhat limited. Research
focusing on the adult population with HIV suggested that high HRQOL, as measured by the
General Health Assessment Scale, is associated with previous participation in antiretroviral
therapy (Lenderking, Testa, Katzenstein, & Hammer, 1997), absence of a mental health

condition, high levels of social support, and low engagement in risky behaviors (Ruiz Perez et
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al., 2004). Lenderking et al. (1997) also found a significant main effect of gender and ethnicity
on HRQOL. Female adults tend to report lower HRQOL than males. While Caucasians were
more likely to have lower general health perceptions (e.g., overall health, physical health,
emotional health, personal life, and job-related roles) than African Americans, they reported
higher physical and social functioning than other ethnic groups. No ethnic group differences
were found within the psychological functioning domain of HRQOL.

Some studies have investigated the nature and correlates of HRQOL within the
population of youth with HIV, but most of these studies relied on parent or caregiver reports of
HRQOL. For example, Lee, Gortmaker, Mclntosh, Hughes, and Oleske (2006) studied 1847
youth who were infected perinatally and compared their findings to 712 uninfected youth. Based
on parent report of youth’s HRQOL on the General Health Assessment for Children scale,
children (5-11 years old) and adolescents (12-21 years old) who were not receiving antiretroviral
therapy were reported to have significantly worse health perceptions and outcomes than the
control group. Young children with HIV who were below 4 years of age were reported to have
the worse functional status while children between 5-11 years old were reported to have lower
physical functioning, physical resiliency, and social role functioning than the control group.
Interestingly, the study found that uninfected children between 5-11 years old were reported to
have lower psychological functioning than infected children of the same age group. These
uninfected children, however, had higher negative life events scores and reported more
occurrence of significant life events such as loss of housing, loss of family member, parental
separation, and change in financial status. These findings may suggest that other stressful family

life events have a greater impact on psychological functioning than HIV infection itself. It is also
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hypothesized that the constant social support and services that infected children received from
their health care providers served as a buffer against psychosocial risks.

HRQOL in youth with HIV has also been investigated in the context of disclosure. A
longitudinal study on the impact on HIV status disclosure on youth HRQOL, as reported by
caregivers, found no significant differences between pre- and post-disclosure on all domains of
HRQOL as measured by the General Health Assessment for Children scale (Butler et al., 2009).
The domains that were examined included general health perceptions, symptom distress,
psychological status, physical functioning, social role functioning, and health care utilization.
Based on the findings, the authors suggested that disclosure of HIV status should not be delayed
because of fear of negative impact on youth’s quality of life.

Thus far, there is only one study that examined the HRQOL in youth with HIV using
self-reported measures. Jeifez-Zagigi (2004) investigated the association between family system,
demographic variables, and illness knowledge factors on HRQOL of 6-16 year olds in the
domains of physical functioning, psychological functioning, and general health perceptions, as
measured by the Child Health Questionnaire. Results showed that these variables did not predict
youth self-report of HRQOL. Only parents’ mental health status contributed significantly to the
youth’s general health perceptions. Specifically, positive mental health functioning in parents
was associated with favorable self-ratings in youth’s health perceptions. Additionally, the study
found that youth who were living with their biological parents were more likely to report lower
levels of self-esteem and more behavioral problems than those living with another relative. It
may be that their biological parents were also infected with HIV, hence contributing additional
stressors to their daily functioning. Although the sample included in this study was small (N=29),

which might have contributed to the non-significant results, findings also suggest areas for
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further exploration that variables intrinsic to the youth may be stronger predictors of youth
HRQOL than those external to youth. While changes in the environment can have a significant
influence on one’s quality of life, Edgerton (1996) argued that this influence is temporary and
that quality of life is a stable trait related to one’s personal character and temperament. His
argument implies that quality of life involves a strong affective component.

Although the assessment of HRQOL can provide an understanding of the effects of HIV
on physical and psychosocial outcomes, it does not measure the presence of well-being
indicators as potential promotive factors. As such, an understanding of youth’s overall health
status based solely on the measures of HRQOL is incomplete. Further investigation of the
relationship between HRQOL and positive mental health indicators, such as life satisfaction,
positive emotions, and social-emotional assets may further contribute to our current
understanding of youth’s ability to adapt to their chronic health condition.

Subjective Well-Being

The World Health Organization defined health as the state of complete physical,
psychological, and social well-being and not merely the absence of disease (Eiser & Morse,
2001). This definition provides a strong justification for the emergence of the positive
psychology movement, in which researchers attempt to shift the predominant focus on
psychological distress and the reduction of pathology symptoms to the promotion of subjective
well-being to support overall physical and mental health. Researchers who provide support for
this shift emphasize that an absence of symptoms is not adequate to assume that youth are doing
well. For example, one study demonstrated that youth may report low subjective well-being even
though they also reported low levels of psychopathology (Greenspoon & Saklofske, 2001). The

researchers argue that psychopathology and subjective well-being are not opposite extremes at
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the ends of a bipolar continuum. On the contrary, they are separate dimensions of functioning
that can co-exist at the same levels (e.g., high psychopathology, high subjective well being).
Regardless of the levels of reported psychopathology, youth who had low subjective well-being
scores demonstrated poor academic self-concept and social communication skills. Their findings
support the dual-factor model of mental health, suggesting that the assessment of positive
indicators is a valuable complement to the traditional assessment approach. Park (2004) asserts
that the inclusion of positive indicators such as subjective well-being is necessary to fully
understand the meaning of psychological well-being in youth.

Subjective well-being (SWB), a scientific term for happiness, is comprised of three
factors: positive affect, negative affect, and life satisfaction (Diener, 2000). Affect comprises
emotions and mood states associated with various life events. Positive affect reflects how often a
person feels pleasurable emotions such as joy, excitement, and affection. Negative affect reflects
how often a person experience unpleasant emotions such as sadness, guilt, anger and fear. A
person can experience positive and negative affect simultaneously. Higher frequency of positive
affect in comparison to lower frequency of negative affect is an indicator of high SWB.
Fredrickson’s (1998) broaden-and-build model of positive emotions proposed that the promotion
of health and well-being can be achieved through an increased emphasis on positive affect.
Positive emotions (e.g., excitement) broaden an individual’s momentary thoughts (e.g., curiosity)
and actions (e.g., exploring and seeking out new experiences), which in turn build and strengthen
physical, cognitive, and social resources. Positive emotions are both factors and outcomes of
successful coping.

Life satisfaction, the third factor of subjective well-being, involves one’s cognitive

judgment of the overall quality of life and is considered the most stable construct of SWB. Life
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satisfaction can be assessed globally or within specific domains such as family, friends, and
living environment. Traditionally, SWB research has been limited mostly to studies of adults
(Keyes, 2005; Pilcher, 1998). Such studies have revealed strong associations between life
satisfaction and a variety of physical and mental health outcomes. In a cross-national study,
adults who reported higher subjective well-being are more likely to have better coping and social
skills and lower risk of developing psychopathology as compared to those who reported lower
subjective well-being (Diener & Diener, 1996).

Subjective well-being in adolescents. In recent years, researchers have started to
investigate the development, correlates, and consequences of SWB factors in adolescents.
Studies have found that high levels of life satisfaction in adolescents are associated with stronger
self-esteem, better parent-child relationships, reduced depressive and anxiety symptoms, better
attitudes toward school (Gilman & Huebner, 2006), and reduced risk for suicidal ideation
(Valois, Zullig, Huebner, & Drane, 2004). Additionally, adolescents with high levels of life
satisfaction are also more likely to demonstrate higher academic, emotional, and social
functioning and fewer behavioral problems as compared to peers with low or moderate levels of
life satisfaction (Suldo & Huebner, 2006).

In a thorough review of existing literature on life satisfaction in youth, Proctor, Linley,
and Maltby (2009) examined 141 empirical studies that were conducted around the world (e.g.,
United States, Australia, Norway, Netherlands, China, South Korea, Israel, and Africa). The
authors found that demographic variables such as age, gender, race, and socioeconomic status
have a weak to modest relationship in predicting life satisfaction in youth. Some of the variables
that were observed to be strongly linked to high levels of life satisfaction include: extraversion,

social efficacy, emotional stability, optimism, social support, low levels of substance use, and
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low levels of stressful life events. The authors concluded that life satisfaction is a strength, and
learning to build that strength can buffer against the development of psychopathological
problems. Additionally, they also pointed out that there is a dearth of knowledge on life
satisfaction pertaining to specific populations such as youth with disabilities and youth
experiencing physical or mental health conditions.

Subjective well-being and physical health. Zullig, Valois, Huebner and Drane (2005)
were the first to document the relationship between physical health and perceived life
satisfaction in adolescents. In their study, a random sample of 4,914 adolescents, ages 13-18
years, were asked to report their perceived life satisfaction in six domains (self, family, friends,
living environment, school, and overall) using the Brief Multidimensional Student Life
Satisfaction Scale (BMSLSS; Selgison, Huebner, & Valois, 2003) as well as their perceived
HRQOL on a 4-item scale (overall health, number of poor physical days, number of poor mental
health days, and activity limitation days during the past month). Continuous data obtained from
the study were collapsed into categorical levels and analyzed using logistic regression. Results
showed that poor health-related outcomes (e.g., frequency of sick days) were significantly
related to low life satisfaction, regardless of race and gender. Although the study demonstrated
good external validity, the relationships observed in this study may be underestimated due to the
use of categorical levels in the analyses. Despite this limitation, results of this study suggest that
assessment of life satisfaction may be a viable tool to complement HRQOL measures, as it
provides important information to aid the understanding of the development and subsequent
outcomes of youth’s physical and mental health.

In their study examining the existence and function of the dual-factor model of mental

health (i.e., the assessment of SWB in addition to symptoms of psychopathology) in early
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adolescence, Suldo and Shaffer (2008) included physical health as one of the outcome variables.
This study was the first to examine all of the components of SWB (i.e., positive affect, negative
affect, and life satisfaction) in relation to adolescents’ health status. Three hundred and forty nine
middle school students completed self-reported measures of SWB, psychopathology and
physical health using the Students’ Life Satisfaction Scale (SLSS; Huebner, 1991), Positive
Affect and Negative Affect Scale-Children (PANAS-C; Laurent et al., 1999), Achenbach’s
Youth Self-Report (YSR; Achenbach & Rescorla, 2001), and physical health scales on the Child
Health Questionnaire-Child Form 87 (CHQ-CF87; Landgraf et al., 1999), respectively. Their
teachers also completed the Achenbach’s Teachers’ Report Form (TRF). An aggregated SWB
index was obtained by adding the standardized scores for life satisfaction and positive affect
scales, and then subtracting the standardized scores for negative affect scale, based on
recommended guidelines from previous research (Kasser & Sheldon, 2002). Data analyzed using
multivariate analysis of covariance indicated that students who fell within the complete mental
health group (i.e., high SWB, low psychopathology) reported significantly better general health,
fewer sick days, and fewer limitations in family activities than students in the vulnerable (i.e.,
low SWB, high psychopathology), symptomatic but content (i.e., high SWB, high
psychopathology), and troubled (i.e., low SWB, low psychopathology) groups. Additionally,
students who fell within the symptomatic but content group reported better physical health
outcomes in all areas when compared to students in the troubled group.

The relationship between SWB and physical health was further investigated by Shaffer-
Hudkins, Suldo, Loker, and March (2010), using the dataset from Suldo and Shaffer (2008).
Significant relationships were found between indicators of SWB, psychopathology and physical

health. Specifically, perceived physical health was positively correlated with life satisfaction and
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positive affect, while inversely correlated with negative affect, internalizing and externalizing
psychopathology. Using simultaneous regression analysis, results showed that all of the positive
indicators of SWB, as well as levels of internalizing behaviors significantly predicted
adolescents’ perception of physical health. One key finding is that positive affect, an indicator of
SWAB, accounted for the most variance in physical health perceptions. This finding lends support
to Fredrickson’s (1998) argument that an increased emphasis on positive affect can help promote
general well-being, in terms of physical health.

Overall, findings from both studies suggest that positive indicators of mental health are
indeed separate from negative indicators of mental health. The inclusion of SWB factors in
assessment can provide a crucial piece of additional information in predicting adolescents’
physical health. Findings highlight the importance of attending to the positive indicators of well-
being in establishing the association with physical health among youth. However, studies on this
relationship thus far are mostly focused on the general population of healthy adolescents.
Limited research has investigated SWB in youth with chronic health conditions. Increasing the
current knowledge of the relationship between SWB and youth’s health status has the potential to
explain the differential impact of a chronic health condition. As such, assessing the SWB of
youth with HIV can potentially lead to valuable insights about their overall development and
facilitate collaborative efforts among healthcare and school professionals in order to promote
healthy functioning within this population.

Subjective well-being and chronic health conditions. To date, there is only one
published study that examined the positive indicators of SWB in youth with chronic health
conditions. Hexdall and Huebner (2007) explored the extent to which SWB differed between 29

pediatric oncology patients and an equal number within a community-based sample, matched in
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race and gender. The age of the youth ranged between 11 to 21 years of age. The researchers
examined the conceptualization of SWB that included the dimensions of life satisfaction,
positive affect, negative affect, and hope. These dimensions were assessed using the
Multidimensional Students’ Life Satisfaction Scale (MSLSS; Huebner, 1994), Positive Affect
and Negative Affect Scale-Children (PANAS-C; Laurent et al., 1999) and Children’s Hope Scale
(CHS; Snyder et al., 1997). Applying multivariate analysis of variances, data indicated that youth
with cancer did not differ significantly from healthy controls on self-report measures of life
satisfaction, positive affect, negative affect or hope. Despite the lack of significant differences,
youth with cancer reported higher means for life satisfaction, positive affect, and hope and lower
negative effect than healthy controls. Additionally, hope was the only indicator related to the
time since diagnosis. Youth reported higher levels of hope as time since diagnosis increased.

There are several hypotheses that might explain the non-significant group differences in
the Hexdall and Huebner (2007) study. First, the sample size was relatively small, making it
challenging to obtain meaningful differences. Second, oncology patients who willingly consent
to participate in this study may be more likely to have higher functioning than those who chose
not to consent. Lastly, based on set point theory (Headey & Wearing, 1989), it can be speculated
that SWB varies accordingly to life events, but returns to a pre-established level because of
stability in personal trait characteristics. It is plausible that youth’s SWB decreases upon the
news of a diagnosis and eventually returns to a set point as they learn to adapt and adjust to this
condition and the necessary treatments.

Although this study provided some knowledge of the positive indicators of mental health
in youth with cancer, further investigation with a more diverse group of youth with chronic

health conditions is necessary to allow for comparison of findings so that stronger conclusions
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can be drawn about the well-being needs of this population. To date, there are no published
studies investigating the positive indicators of mental health in youth with HIV. Considering the
multifaceted psychosocial issues that are experienced by youth with HIV, it will be beneficial to
explore these factors in the sample of youth with HIV to better understand the potential
facilitators and pathways that will enhance positive physical and mental health outcomes as well
as overall quality of life.

In addition to subjective well-being, another positive mental health indicator that has
sparked research interest in recent years is social-emotional strengths. The following paragraphs
will explore what is currently known about social-emotional strengths and how those factors may
contribute to the stability of subjective well-being and physical health outcomes of youth with
HIV and other chronic health conditions.

Social-Emotional Strengths as a Resiliency Factor

Despite the adverse impact of chronic health conditions, such as HIV, youth have the
ability to overcome these health challenges and lead a successful life. The extent to which
chronic health conditions impact psychosocial functioning of youth depends on the interaction of
numerous factors. Wallander and Varni (1998) conceptualized the possible contributing factors
in a framework based on risk and resilience. The major tenets of this framework are that
modifiable risk and resilience factors can be identified and provide guidance to improve the
development trajectory of youth with chronic health conditions. Risk factors such as family
stress and social rejection make it more difficult for youth to adjust to their chronic health
conditions. On the other hand, resilience factors such as social competence, problem-solving
ability, and social support, serve to protect youth’s psychosocial functioning and can decrease

the impact of chronic health conditions. Specifically, Wallander and Varni (1998) argued that the
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development of intrapersonal factors can help build and facilitate positive social experiences for
youth, resulting in greater perceived support from interpersonal resources. This perceived
support then serves as a buffer against the risks associated with their health conditions.

The school setting is one environmental setting outside of a youth’s home that is most
conducive to the implementation of educational activities to promote personal growth and
prosocial behaviors that can directly contribute to academic and social success. The most
effective school-based health promotion programs typically focus on the development of social-
emotional competencies to prevent health-disparaging behaviors such as substance abuse,
violence, and risky sexual behaviors (Wallander, Eggbert, & Gilbert, 2004).

The Collaborative to Advance Social and Emotional Learning (CASEL) identified a
framework of core social-emotional competencies that are critical contributions to youth’s
cognitive and academic success as well as their physical and mental health functioning (CASEL,
2008). The five core competencies include: self-awareness (ability to evaluate one’s emotions,
interests, values, and strength and maintain a healthy self-esteem), self-management (ability to
regulate and express one’s emotions appropriately, to overcome adversities, and engage in goal-
directed behaviors), social awareness (ability to empathize with others, to recognize and accept
individual and group differences, and to seek out social resources), relationship skills (ability to
develop and maintain relationships, to resist social pressure, and to manage interpersonal
conflict), and responsible decision-making (ability to make sound decisions based on
consideration of ethical standards, social norms, safety and respect for others).

The benefit of social-emotional skills is well documented. According to a meta-analysis
of 213 school-based social and emotional learning programs involving kindergarteners through

high school students found that in comparison to control groups, students who received explicit
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social-emotional learning instruction demonstrated significantly improved social-emotional skills
(e.g., emotion identification, perspective taking, goal setting, conflict resolution), attitudes
toward self and others (e.g., self-concept, self-esteem, school perceptions, social justice), positive
social behavior (e.g., peer and adult relationships), academic performance (e.g., grades,
standardized test scores) and lower levels of conduct problems and emotional distress (Durlak et
al., 2011).

As shown by research evidence, social-emotional competence is an important risk-
prevention and well-being promotion tool. The core social-emotional competencies may be
important considerations when studying the cross-cutting issues related to chronic health
conditions in youth. Based on the positive outcomes of social-emotional learning within the
general youth population as reported by Durlak et al. (2011), it is postulated that strong social-
emotional skills may benefit youth with chronic health conditions. Specifically, social-emotional
strengths may increase their ability to understand the implications of their health-related choices,
seek social support, be assertive in resisting peer pressure, advocate for their health needs and
treatment decisions, adapt to changes in daily routine, and adhere to their treatment regimens.

In addition to the potential of promoting positive health outcomes in youth with chronic
health conditions, social-emotional strengths can also help prevent the development of
externalizing and internalizing behaviors. For example, Bromley et al. (2006) found in their
longitudinal study that adolescents at the mean age of 16 years, who were rated by their mothers
as displaying a higher frequency of resiliency traits, such as empathy, self-confidence, and
coping skills, demonstrated lower levels of behavioral problems when they reached the mean age
of 22 years. Additionally, Gillham et al. (2011) found that adolescents who rated themselves

high on strengths directed to others, such as social responsibility and teamwork, demonstrated
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fewer symptoms related to depression as compared to those with low self-ratings of other-
directed strengths. The social-emotional strengths that adolescents possess may contribute to
positive social experiences that can lead to positive SWB and protect against maladaptive
functioning.

However, studies on the social-emotional functioning of 4 to 15-year-old children with
various chronic health conditions in comparison to healthy controls have shown mixed results
(Martinez, Carter, & Legato, 2011). A meta-analytic review of 57 studies found overall medium
effect sizes (Cohen’s d=- 0.44) on decreased social competence in children with chronic health
conditions compared to those without chronic health conditions. The effects were not associated
with age, gender, and ethnicity, but varied depending on the type of health condition.
Specifically, children with neurological disorders and obesity had the poorest outcomes,
followed by children with blood disorders. Other health condition groups either had small effect
sizes or demonstrated no differences when compared to healthy controls on measure of social
competence.

Among the majority of the studies reviewed, social competence was measured through
parent report on the Child Behavioral Checklist. Although parent reports may be more
appropriate for younger children whose social interactions are still under close parental
supervision, it may be more practical to use self-reports for the adolescent population.
Adolescents tend to spend more time alone and with their peers, hence their social competence
may not be accurately observed by their parents. Furthermore, social-emotional measures such
as the Child Behavior Checklist tend to emphasize a deficit-based approach (i.e., identification of
symptoms) to assessment, failing to fully capture the positive indicators of youth’s social-

emotional functioning. Hence, an inclusion of a strength-based assessment may prove to be
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beneficial.

Strength-based assessment focuses on youth’s social-emotional assets and is highly

compatible with the assessment of SWB. There is a small but increasing number of strength-

based assessment tools that have been suggested to be potentially advantageous in identifying

areas for intervention, empowering youth and families, enhancing professional collaboration, and

promoting hope among professionals, youth, and families (Jimerson, Sharkey, Nyborg, &

Furlong, 2004). Examples of strength-based assessment tools are presented in the Table 2.

Table 2

Strength-Based Assessment Tools for Adolescents

Measures Respondent Number Scales
(Age group) of ltems
Behavioral and Self Intrapersonal Strength,
Emotional Rating Parent Interpersonal Strength,
Scales-Second Edition Teacher 57 Involvement with Family,
(BERS-2; Epstein, (5-18) School Functioning,
2004) Affective Strength, Career
Strength
Devereux Student Parent Personal Responsibility,
Strengths Assessment Teacher 72 Optimistic Thinking, Goal-
(DESSA,; LeBuffe, (K-8th grade) directed Behavior, Social
Shapiro, & Naglieri, awareness, Decision-making
2009) Skills, Relationship Skills,
Self-awareness, Self-
management
Social Emotional Self 35 Self-regulation, Social
Assets and Resilience (Child; 8-12) Competence, Empathy,
Scales (SEARS; (Adolescent, 13-18) Responsibility
Merrell, 2011) Parent (5-18) 39
Teacher (5-18) 41
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Research on the relationship between social-emotional strengths and subjective well-
being is in its infancy. In an unpublished study, Frank et al. (2013) investigated the extent to
which self-rated and teacher-rated social strengths predicts youth’s academic achievement and
mental health (both subjective well-being and psychopathology) in a sample of 425 high school
students. Although weak correlations were found between self-rated and teacher-rated strengths,
all of the social-emotional strength factors (as measured by SEARS-A and SEARS-T; Merrell
2011) predicted positive outcomes in youth. The increased presence of social-emotional
strengths (i.e., self-regulation, social competence, empathy, and responsibility) is linked to high
subjective well-being, strong academic self-perceptions, and low levels of internalizing
problems. These findings suggest that evaluation of youth’ social-emotional strengths may be
worthwhile to broaden our current understanding of resiliency factors that promote positive
functioning in youth, especially those with chronic health conditions.

The inclusion of strength-based assessment for social-emotional skills can potentially
inform prevention and intervention efforts to stabilize and improve SWB and HRQOL in youth
infected with HIV. As discussed previously, both SWB and HRQOL involve a strong affective
component that fluctuates depending on environmental forces such as major life events and a
cognitive component (e.qg., life satisfaction) that is relatively stable. Possessing social emotional
skills may help youth with HIV to regulate the wide range of emotions that may be associated
with their medical condition and to establish positive relationship with others as means of
coping. Therefore, social-emotional strengths can potentially create some stability in positive

emotions and consequently increase and maintain the well-being of youth with HIV.
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Conclusion

The overall health-related quality of life and mental health functioning of youth with HIV
are less than satisfactory when compared to their healthy counterparts (Lee et al., 2006). Because
of the unique psychosocial issues associated with HIV, youth may experience a wide range of
emotions (e.g., guilt, fear, and anxiety) that may affect their academic and behavioral
functioning. The current understanding of the pathway to enhancing the overall well-being of
youth with HIV is inadequate as most studies in the literature tend to focus on the assessment of
psychopathological symptoms. Specifically, there is a dearth of studies exploring the health-
related quality of life and subjective well-being factors in youth with HIV. Little is known about
the life satisfaction, affective state, and social-emotional profile of youth with HIV. Therefore, it
is important to understand the processes that can be put in place to buffer any risks that are
related to their health condition.

As such, this study addressed the gaps in knowledge by further exploring the
psychosocial outcomes of youth with HIV from a strength-based perspective using measures of
positive indicators of mental health. This study explored the relationship between health-related
quality of life, subjective well-being, and social-emotional strengths to develop a more
comprehensive understanding of the physical and psychological well being of youth with HIV.
The increased knowledge of the psychosocial consequences shared by a sample of youth with
HIV can potentially provide a solid theoretical and practical framework in the design,

implementation, and evaluation of comprehensive health services for this population.
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CHAPTER THREE:
METHOD

This chapter provides a detailed explanation of the methods for this study, including a
description of participant selection, the demographics of study participants, measures, data
collection procedures, and ethical considerations. Finally, an overview of the plan for data
analyses to examine each research question is specified.
Participants

This section begins with a description of the inclusion and exclusion criteria for the
participant selection and the power analyses conducted to determine the intended sample size.
Next, a description of the settings where participants were recruited is provided, followed by a
discussion on the demographics of the study participants.

Inclusionary and exclusionary criteria for youth with HIV. Adolescents between 13-
18 years of age, who were diagnosed with HIV and were aware of their HIV diagnosis for at
least 6 months, were included in the study. The HIV awareness time limit criterion was
established to ensure that adolescents had time to process their diagnosis and to minimize the
potential effect of their initial reactions toward their diagnosis (e.g., anger, depression) on their
survey responses. Those for whom English was not their primary language were excluded from
the study because all the self-report measures included in the study were written in English.
Eligibility for participation was determined by the healthcare team (i.e., physician, nurse, and

social worker) based upon review of patient records.
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Inclusionary and exclusionary criteria for the community-based sample. A sample of
adolescents between 13-18 years of age, who reported no known chronic physical health
conditions were recruited from a local community center and a local university’s Upward Bound
Program. Those for whom English was not their primary language were excluded from the study
because all the self-report measures included in the study were written in English. Eligibility for
participation was determined by child and parental reports during screening. The community-
based sample was not systematically matched on demographic variables with the sample of
participants with HIV, as previous research suggests a weak to modest relationship between
demographic variables and well-being indicators in youth (e.g., Proctor, Linley & Maltby, 2009).
However, the community-based sample was recruited from sites that serve youth in areas with
similar demographics to those in the HIV group.

Intended sample size. To determine the number of participants necessary for this study,
the G*Power 3.1 (Faul, Erdfelder, Buchner, & Lang, 2009) program was used to assess a priori
power calculations for correlation analyses, analyses of differences in correlations coefficients,
multivariate analyses of variance and multiple regression.

Because of the exploratory nature of this study and focus on a specific sample of
participants (adolescents with HIV), a more liberal alpha value of .10 was used. Applying
medium population effect sizes based on Cohen’s conventions, Table 3 presents the total number
of participants required for power to be .80 for each analysis. The power of .80 is often
recommended because anything smaller would result in higher risk of a Type Il error (i.e., failure

to reject a false null hypothesis; Cohen, 1992).
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Table 3

Total Number of Required Participants Based on A Priori Power Analyses

Analyses N
Correlations (r) 98
Differences in correlations coefficients (z) 282
Multivariate analyses of variances (f?) 110
Multiple regression (R?) 86

Note. Based on alpha value of .10 and medium population effect sizes.

Considering the results of the a priori power analyses, a sample size of 100 participants
(50 adolescents with HIV and 50 community-based sample) met the power requirements for two
out of the four analyses. Although a larger sample size was preferred, recruitment of adolescents
with HIV was constrained by the fact that study recruitment was limited to a small geographic
region. Table 4 presents the estimated power for small, medium, and large population effect
sizes, given the intended sample size of 100 participants.
Table 4

Estimated Power Given N=100

Tests/Effect Sizes Small Medium Large
Correlations (r) .28 81 .99
Differences in correlations coefficients (z) 13 43 .78
Multivariate analyses of variances (f°) .18 .76 .99
Multiple regression (R?) 26 .85 .99

Note. Based on an alpha value of .10.

Despite the statistical implications (e.g., under-power for the statistical analyses), small
samples sizes are not uncommon in studies conducted with youth who have chronic health
conditions. For example, the sample sizes for this population in studies of health-related quality
of life (Jeifez-Zagigi, 2004), psychological adjustment (Bachanas et al., 2001, Bose, Moss,
Brouwers, Pizzo, & Lorion, 1994; Moss, Bose, Wolters, & Brouwers, 1998), and subjective

well-being (Hexdall & Huebner, 2007) ranged between 24-36 participants.
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Setting

Youth with HIV. Youth participants with HIV were recruited from University of South
Florida’s Pediatric and Adolescent Infectious Disease Program. The program provides
comprehensive medical care to children and adolescents infected with HIV and to infants
exposed to HIV and their families. Approximately 325 infected youth are currently receiving
primary (e.g., comprehensive health care services and treatment management) and specialty HIV
services (e.g., nutrition, social work services, and psychological services) under the program,
which has several clinic locations within west central and southwest Florida. However, data for
this study were collected primarily from two main clinic sites: All Children’s Hospital in St.
Petersburg and Children’s Medical Services in Tampa, as well as two other satellite clinic sites:
All Children’s Hospital in Lakeland and in Sarasota. Psychosocial services are offered to all
patients and may include psychological evaluation, consultation, and therapy, but the percentages
of patients who took advantage of these services were unknown at the time of data collection.
Assessment of the youth with HIV recruited for the study occurred at the clinics during regular
scheduled clinic appointments.

Community-based sample. Participants from the community-based sample were
recruited from two community sites. The first site, the Dream Center of Tampa Bay, is an after-
school center for children and adolescents between 5-18 years of age. The center offers
mentoring opportunities, computer access, homework assistance, and athletic programs to help
low-income youth develop resiliency and build life skills. The second site, the University of
South Florida’s Upward Bound Program, is a federally funded program that provides support and
academic mentoring opportunities to high school students from low-income families in their

preparation for college entrance. Both sites were included in this study for two reasons: a) the
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demographics of the youth they serve are similar to the demographics of participants from the
HIV group and b) site directors’ willingness to participate in the recruitment process.
Study Participants

A total of 84 participants (n=42 in each group) were recruited for the study. This final
sample was less than the intended sample size (n=50 in each group). During the 7-month
recruitment phase (February, 2014 to September, 2014), several challenges were encountered
that restricted the intended sample size. First, during this time frame there were a limited number
of youth patients between 13-18 years of age served at the clinic recruitment sites. The exact
number of patients within this age range was difficult to determine because of the inconsistencies
in patients’ engagement in their medical care. However, approximately 55 patients were included
in the potential participants list, as reported by staff at the clinic sites. Second, not all of the
patients had regularly scheduled clinic appointments, thus limiting the opportunity for
recruitment. Third, there were high no-show and cancellation rates for scheduled appointments,
mainly due to the lack of insurance and transportation problems. Lastly, four patients on the
potential participants lists were not approached for the study due to ineligibility. Two of them
were ineligible per IRB protocol because of their involvement with the juvenile justice system at
time of recruitment and two others were siblings of participants who had already been included
in the study (to prevent the violation of independent observations). Overall, 46 eligible patients
were approached for the study. Four of the patients who were approached declined participation.

A revised power analysis was conducted based on the sample size of 84 participants and
the power consequences of the smaller than intended sample size was found to be relatively
minor. Therefore, a decision was made to conclude the recruitment process with 84 participants

as justified by: a) the progress made despite the challenges, b) minor power consequences, and c)
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knowledge that a small sample size is a common issue when studying a low incidence population
such as youth with HIV.

Demographics of participants. Descriptive statistics of the demographics of all study
participants are provided in Table 5. The mean age of all 84 participants included in the study
was 16.07 years (SD=1.65). The majority of the participants in both groups were females,
African-Americans, and from low-income families (as reported by their free or reduced lunch
status). All of the participants in the HIV group were perinatally infected. There was a significant
between group difference in their biological parents’ marital status. More participants in the
community-based sample (33.7%) reported that their biological parents were married than
participants in the HIV group (16.7%). Almost half of the participants in the HIV group (42.9%)
reported that their biological parents were never married. Additionally, about 10% of the
participants in the HIV group reported no knowledge of their biological parents’ marital status
because they were adopted at a young age. Participants in both groups most frequently endorsed
that they were either living with both of their parents (who could be either biological or adoptive
parents) or with their mothers only. Specifically, 23.8% of participants from the HIV group and
35.7% of participants in the community-based sample reported that they were living with both of
their parents. Approximately 28.6% of participants from the HIV group and 35.7% of
participants in the community-based sample indicated that they are living with their mothers

only.
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Table 5

Demographics of Participants

Youth with HIV

Community-based

(n=42) sample Effect
(n=42) sizes
Total Percent Total Percent
Age d=0.20
13 3 7.1 4 9.5
14 5 11.9 7 16.7
15 5 11.9 6 14.3
16 7 16.7 6 14.3
17 10 23.8 10 23.8
18 12 28.6 9 21.4
Gender w=0.08
Male 13 31.0 16 38.1
Female 29 69.0 26 61.9
Race/Ethnicity w=0.17
African-American 27 64.3 29 69.1
Asian 1 24 2 4.8
Caucasian 6 145 2 4.8
Hispanic 5 11.9 5 11.9
Bi-racial 3 7.1 4 9.52
Parent’s Marital Status w=0.42
Married 7 16.7 14 33.3
Divorced 5 11.9 9 21.4
Separated 4 9.5 7 16.7
Never married 18 42.9 8 19.1
Never married, living together 0 0 2 4.8
Widowed 4 9.5 2 4.8
Not known 4 9.5 0 0
Living With w=0.40
Both parents 10 23.8 15 35.7
Mother only 12 28.6 15 35.7
Father only 3 7.1 1 2.4
Mother and stepfather 3 7.1 8 19.1
Father and stepmother 0 0 0 0
Legal guardian 5 11.9 0 0
Group home/Foster home 1 2.4 1 2.4
Relatives 5 11.9 2 4.8
Other 3 7.1 0 0
Free/Reduced Lunch Status w=0.12
Yes 31 73.8 34 81.0
No 10 23.8 8 19.0
Don’t know 1 2.4 0 0
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Measures

Five measures were used in this study. The following paragraphs provide a descriptive
overview of each measure and its psychometric properties. Measures that are not copyrighted are
included in the Appendices.

Brief Demographic Questionnaire. The Brief Demographic Questionnaire, created by
the primary investigator, contained six questions regarding each adolescent’s age, gender,
race/ethnicity, parent’s marital status, living condition, and family socioeconomic status, using
free-or-reduced school lunch status as a proxy (see Appendix A). This questionnaire was
completed by the youth.

Pediatric Quality of Life Inventory (PedsQL™ 4.0). The PedsQL™ 4.0 (Varni,
Burwinkle, Seid, & Skarr, 2003) Generic Core Scales and Multidimensional Fatigue Scale were
included in the study. The Generic Core Scales consist of 23-items that measure health-related
quality of life (HRQOL) in children and adolescents. The adolescent self-report form is
appropriate for youth between 13-18 years of age. The Generic Core Scales contain four scales:
1) Physical Functioning, 2) Emotional Functioning, 3) Social Functioning, and 4) School
Functioning. All four scales were analyzed in this study. On a 5-point frequency scale ranging
from O (Never a problem) to 4 (Almost always a problem), youth were asked how much of a
problem each item has been during the past month. All items were reverse scored and
transformed to a 0-100 scale (0=100, 1=75, 2=50, 3=25, and 4=0). Higher scores indicate better
HRQOL. The adolescent self-report version of the Generic Core Scales has demonstrated strong
internal consistency with coefficient alphas ranging from .79 (School Functioning) to .82

(Physical Functioning). This measure has been shown to significantly discriminate HRQOL of
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healthy children from children with chronic health conditions, with effect sizes ranging from .52
(Social Functioning) to .81 (School Functioning) (Varni et al., 2003).

The Multidimensional Fatigue Scale consists of 18 items that measure general fatigue,
sleep/rest fatigue, and cognitive fatigue in children and adolescents. The adolescent self-report
form is appropriate for youth between 13-18 years of age. The scale format and scoring
instructions are the same as the Generic Core Scales. The Total Fatigue score was included in the
analysis of this study. Internal consistency for the Total Fatigue score was reported to be .92
(Varni, Burwinkle, Katz, Meeske, & Dickinson, 2002).

Students’ Life Satisfaction Scale (SLSS). The SLSS (Huebner, 1991) is a 7-item self-
assessment scale that measures global life satisfaction of children and adolescents between 8-18
years old (see Appendix B). On a 6-point intensity scale ranging from 1 (Strongly Disagree) to 6
(Strongly Agree), students respond to statements such as, “My life is going well” and “I have a
good life.” Higher mean scores represent higher levels of life satisfaction. To obtain a total score
for the measure, two items were reverse-scored and the mean score was calculated across all
seven items. The SLSS has strong internal consistency (Cronbach’s alpha = .82) and moderate
test-retest reliability at one and two weeks (r = .74 and .68). The measure was found to yield a
small and non-signification correlation (r = .05) with a social desirability measure (Huebner,
1991).

Positive and Negative Affect Scale for Children (PANAS-C). The PANAS-C (Laurent
etal., 1999) is a 27-item self-report rating scale that consists of two subscales, with 12 items
measuring positive affect (e.g., excited, proud) and 15 items measuring negative affect (e.g., sad,
guilty) (see Appendix C). Both subscales were included in the study. Each item was scored on a

5-point intensity scale ranging from 1 (Not at all) to 5 (Extremely). Scores were summed for
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each scale to generate an overall score for positive and negative affect. Internal consistency is
reported to be .92 for both the positive and negative scales. The correlation between the positive
and negative scales is -.16. This measure is appropriate for children in fourth grade and above.

It should be noted that an aggregated subjective well-being (SWB) index was obtained
using scores from the SLSS and PANAS-C. In accordance with previous research (e.g., Kasser &
Sheldon, 2002; Suldo & Shaffer, 2008), the SWB index was determined by adding the
standardized scores for life satisfaction and positive affect scales, and then subtracting the
standardized scores for the negative affect scale.

Behavioral and Emotional Screening System-Student Form (BASC-2 BESS). The
BASC-2 BESS (Kamphaus & Reynolds, 2007) is a brief self-report measure that assesses
internalizing and externalizing problems in children and adolescents. The Student Form, which is
appropriate for youth between grades 3-12, contains 30 items that are rated on a 4-point
frequency scale ranging from 0 (Never) to 3 (Always). Some of the items were reverse scored
and the total raw scores were summed and transformed to a Total Problem T-Score. T-scores
were used in the analyses. T-scores can range between 26 to 106, with higher scores indicating
higher risk of internalizing and externalizing problems. The BASC-2 BESS Student Form is
found to have high internal consistency (r=.92) and strong validity (Kamphaus & Reynolds,
2007). Specifically, the Total Problem Score is strongly correlated with all the composite scales
on the BASC-2 Self-Report Form and the ASEBA Youth Self-Report (YSR). Correlations range
from .70 to .84 (Kamphaus & Reynolds, 2007).

Social-Emotional Assets and Resiliency Scales-Adolescents (SEARS-A). The SEARS-
A (Merrell, 2011) is a 35-item self-report measure that assesses the social-emotional assets for

adolescents between 13 to 18 years of age. Statements such as “I make friends easily” and “I stay
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in control when I am angry” are rated on a 4-point frequency scale ranging from 0 (Never) to 3
(Always). The SEARS-A has four subscales: 1) Self-Regulation, 2) Social Competence, 3)
Empathy, and 4) Responsibility. All four subscale raw scores were transformed into T-scores
which were then used for analysis in this study. The SEARS-A has demonstrated high internal
consistency with coefficient alphas ranging from .80 (Empathy) to .85 (Social Competence).
Test-retest reliability at six weeks ranged from .68 (Empathy) to .81 (Self Regulation).
Procedures

Pilot study. A brief initial pilot test was conducted to make sure the readability of all
measures was appropriate for the sample of adolescents aged 13-18 years who were included in
the study. A convenience sample of four adolescents (two with no known chronic health
conditions and two diagnosed with a chronic health condition) were included in the pilot study.
The estimated length of time to complete all of the measures was 15-20 minutes. Based on
findings from the pilot study, no procedural and/or content changes were warranted.

Recruitment of participants and ethical considerations. Prior to recruitment and data
collection, written approval was obtained from All Children’s Hospital’s Institutional Review
Board (IRB) to conduct the study (see Appendix D). Convenience and purposive sampling
methods were used in this study.

Youth with HIV. The sample of adolescents with HIV were recruited from two main
clinics: All Children’s Hospital in Saint Petersburg and Children’s Medical Services in Tampa
and two satellite clinics: All Children’s Hospital in Lakeland and Sarasota. It should be noted
that, for this sample, a waiver for parental consent was requested from, and approved by, IRB.
The rationale for this waiver is based on a number of issues. First, youth ages 13 and older in the

state of Florida can consent for testing and receive treatment for HIV (Perlmutter, 2005). Second,
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youth with HIV are entitled to healthcare access without parental consent and thus should be able
to provide their own consent to participate in a minimal risk research study. Furthermore, some
youth may not have disclosed their HIV status to their parents, limiting eligible participants to
those who have informed their parents about their status. Lastly, parents who are aware of their
youth’s HIV status may not always participate in the youth’s clinic appointments, making it
difficult to reach parents for signed consent. Without the waiver of parental consent, many youth
with HIV would have been prohibited from participating in this minimal risk study.

Prior to the recruitment of youth participants with HIV, a document explaining the
purpose of the study and study procedures, including specific inclusion and exclusion criteria,
was shared with the healthcare team at the clinic (Appendix E). The healthcare team identified
potential participants who met the inclusion criteria and approached the eligible participants
during their regularly scheduled clinic appointments. The healthcare team also noted if the
eligible participants were perinatally or behaviorally infected. If eligible participants indicated
interest in the study, they were directed to the primary investigator who met them in the clinic
room.

Youth participants in the HIV group were approached directly for recruitment and
participant assent (for 13-17 year olds) or consent (for 18 year olds). A detailed explanation of
the study was provided to the youth at this time, both in writing and in person. If they agreed to
participate, they were then asked to sign the assent form (see Appendix F) or consent form (see
Appendix G). Once participant assent or consent was obtained, the demographic questionnaire
and the self-report measures were administered.

Community-based sample. The recruitment of the community-based sample occurred in

two phases. In the first phase, an indirect recruitment method was implemented. Recruitment
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flyers explaining the purpose of study and participant eligibility were posted at the community
center (see Appendix H). Parents who were interested in having their child participate in the
study were asked to contact the primary investigator directly via the phone number or email
address provided.

When contacted, the primary investigator asked the following screening questions to
ensure that the inclusion criteria were met: a) Is your child between 13-17 years old?, b) Is your
child’s primary language English? and c) Is your child physically healthy (i.e., with no known
chronic physical health conditions)? If eligibility for participation was not met, parents were
thanked for their time. If eligibility for participation was met, parents were given the opportunity
to discuss their concerns about their child’s participation and ask questions about the study.

The first phase of recruitment lasted for a month. During this first phase, the response
rate was unexpectedly low (n=5). Therefore, a second phase of direct and active recruitment was
implemented. In the second phase, information about the study was provided in writing and/or in
person to youth and their parents in both of the recruitment sites. Eligibility for participation was
determined based on child and parent reports. Detailed information about the study was then
provided to parents to ensure their understanding of the potential risks, which were regarded to
be minimal, and the benefits of participation. Parents were informed that their child’s
participation, or the lack thereof, would not affect their current services at the recruitment sites.
Parents were then asked to sign the consent form (see Appendix 1), if their child was between 13-
17 years old. A detailed explanation of the study was provided to the youth at this time and they
were asked to sign the assent form (see Appendix J) or consent form, if they were 18 years old

(See Appendix K). Once parent consent and participant assent or consent were obtained, the
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demographic questionnaire and the self-report measures were administered to the youth at the
recruitment sites, where a quiet space was available.

Data collection. Participants were given a packet of the self-report measures previously
described. The measures were counterbalanced for both groups in an effort to control for order
effects. Confidentiality of responses was assured. No personal identifying information was
included on the self-report measures. Each packet of measures had a unique identification
number that matched the number on the participants’ demographic questionnaire.

The primary investigator was present throughout the data collection phase to assist
participants with questions. Participants also had the option to have the items read to them if they
requested assistance. However, none of the participants requested for reading assistance. Data
collection for the sample of adolescents with HIV was conducted individually at the clinic during
their regularly scheduled appointments. Administration of the measures for the community-based
sample was conducted individually or in small groups within the recruitment sites. A system of
support was in place for follow-up and debriefing if participants experienced emotional
discomfort during the completion of the questionnaires. At both the clinic and community sites,
the primary investigator provided the opportunity for participants to discuss their experiences
upon completion of the measures. Participants were also told that they could speak to the social
worker (at the clinic sites) or site director (at the community sites) if they had further questions.
None of the participants reported any experiences of discomfort during or upon completion of
the study.

After each participant completed the questionnaires, the primary investigator visually
scanned the measures for skipped items, and participants were asked to complete the items as

needed. All participants took approximately 15-20 minutes to complete the self-report measures.
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Lastly, all participants who completed the survey packet received a $10 Walmart gift card to
compensate for their time and participation.
Plan for Data Analyses

The data obtained were scored by the primary investigator and entered into a password-
protected Excel spreadsheet. Data accuracy checks were completed by two graduate-level
research assistants. Every fifth entry in the dataset was checked and when an error was found, the
entry prior to and after the error was checked as well. The data were then imported into SAS®
software, Version 9.4, for data analyses.

Preliminary analyses. Mean, standard deviation, skewness, and kurtosis information
were used to examine the distribution of the data. Additionally, the psychometric properties (e.g.,
internal consistency) of all the self-reported measures in the study were assessed to determine the
quality of data collected. Relationships among demographic variables, group status, and the
outcome variables (scores on all the self-reported measures) were examined.

Research question one. What is the strength and direction of the relationships among the
scores on self-reported measures of health-related quality of life, subjective well-being,
psychopathology, and social-emotional strengths for adolescents with HIV and a community-
based sample? The data used to identify health-related quality of life included participants’
scores on The PedsQL™ 4.0 Generic Core Scales (i.e., Physical Functioning, Social
Functioning, Emotional Functioning, and School Functioning) and Multidimensional Fatigue
Scale (i.e., Total Fatigue). Participants’ scores on the SLSS and subscales scores on the PANAS-
C were used to define subjective well-being. The BASC-2 BESS Total Problem Score was used

to determine psychopathology. Lastly, social-emotional strengths were determined based on
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participants’ scores on the four subscales of the SEARS-A (i.e., Empathy, Self-Regulation,
Responsibility, and Social Competence).

To answer the first research question, a correlational analysis using Pearson product-
moment correlation coefficients was used to examine the relationships between all the subscales
defined above. Correlational analyses were conducted separately for participants in the HIV and
the community-based sample.

Research question two. Do the correlation coefficients among the self-reported
measures of health-related quality of life, subjective well-being, psychopathology, and social-
emotional strengths differ between adolescents with HIV and community-based sample? The
data used to identify health-related quality of life, subjective well-being, psychopathology, and
social-emotional strengths included all the subscales as described in the analyses for research
question one.

The second research question was examined using a z-test. First, the Pearson’s
correlation coefficients for each pair of variables were transformed to Fisher’s Z using the table
provided by Glass and Hopkins (1996). The observed z-ratio was then obtained by dividing the
group differences in z-scores with the standard error of group differences. The p values for each
observed z-ratio were computed and then compared to the adjusted alpha value using modified
Bonferroni procedure.

Research question three. Do the mean scores on self-reported measures of health-
related quality of life, subjective well-being, psychopathology, and social-emotional strengths
differ between adolescents with HIV and the community-based sample? The data used to
identify health-related quality of life, subjective well-being, and social-emotional strengths are as

described in the analyses for research question one. All subscale scores, except for subjective
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well-being subscales, were included in the analyses.

The third research question was tested using factorial multivariate analysis of variances
(MANOVA). Factorial MANOVA was considered an appropriate test because it takes into
account the correlations between the multiple dependent variables of interest and provides
statistical control for the demographic covariate. The independent variables included
adolescents’ health status and family structure (a variable constructed from parents’ marital
status). Data were assessed to ensure that the following statistical assumptions were met:

Independence of observation vectors. This assumption was assessed by examining the
nature of interaction between participants and sampling methods. Each participant completed the
self-report measures independently and interactions with other participants were minimized.
Participants who were closely related to one another (e.g., siblings, best friends) were excluded
from the study.

Multivariate normality of population. First, univariate normality was examined
graphically using box plots and statistically using the Shapiro-Wilk test. Non-normality in
univariate distributions would indicate non-normality in multivariate distributions. However, if
all univariate distributions are normal, it is possible that the multivariate distribution is not
normal (Stevens, 2009). Therefore, multivariate normality was determined by examining
multivariate skewness and kurtosis. Mahalanobis distance test was conducted to assess the
presence of a potential outlier. Potential outliers were found, and the data were checked again for
possible data entry error. Because scores on all the variables fell within permissible range,
further analyses of the outliers were conducted. Even though the assumption of multivariate
normality of population was violated, MANOVA is expected to be robust to this violation

(Stevens, 2009).
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Equal covariance matrices in population. This assumption was examined using the Box
M test. A non-significant Box M test would indicate no evidence of heterogeneity of covariance
matrices. Because the sample size was equal between groups, MANOVA is expected to be
robust to this violation (Stevens, 2009).

Once the statistical assumptions were assessed, significant group differences in the means
of the set of variables was examined by evaluating the value of Wilk’s A. Post-hoc analyses using
modified Bonferroni adjustment were conducted to further examine the significant differences
that were found.

Research question four. Which social-emotional strengths are most strongly predictive
of the physical functioning and subjective well-being of adolescents with HIV and a community-
based sample? The data used included the four social-emotional strengths (i.e., Empathy, Self-
Regulation, Responsibility, and Social Competence subscales on SEARS-A), physical
functioning (as measured by one of the Generic Core Scales of the PedsQL™ 4.0) and subjective
well-being. An aggregated subjective well-being index was obtained by adding the standardized
scores for life satisfaction and positive affect scales, and then subtracting the standardized scores
for negative affect scale, based on recommended guidelines from previous research (Kasser &
Sheldon, 2002).

The fourth research question was examined using multiple regression analyses.
Specifically the four following statistical assumptions were assessed:

Variables are normally distributed. First, the data were examined graphically using
boxplots. Skewness and kurtosis values as determined and the Shapiro-Wilk test were used to

provide inferential statistics on normality.
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Linear relationship between independent and dependent variables. To assess this
assumption, an examination of residual plots (standardized residuals by the standardized
predicted values) was conducted.

No measurement error. To ensure that the variables were measured reliably in the study,
the psychometric properties (e.g., Cronbach alphas) of all the self-reported measures were
assessed.

Homoscedasticity. To ensure that the variance of errors was the same across all levels of
the independent variables, the data were visually examined using the residual plots (standardized
residuals by the regression standardized predicted values).

Once the statistical assumptions were tested, the four social-emotional strengths were
entered into the regression equation simultaneously as these variables were found to be
correlated with each other. Family structure was dummy coded and entered in the equation as
well. Separate analyses were conducted for each group of participants. R? value was reported to
indicate the amount of variance in self-reported physical functioning and subjective well-being
that were explained by social-emotional strengths and family structure. Squared semi-partial
correlation coefficients were used to determine which variables were most strongly predictive of
the physical functioning and subjective well-being of adolescents with HIV and a community-

based sample.
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CHAPTER FOUR:
RESULTS

This chapter includes the results of analyses conducted to answer the research questions.
First, the results from preliminary analyses and descriptive statistics are discussed. Next, the
correlation analyses among the variables of interest are reported to address research questions
one and two. Finally, results from the multivariate analyses of variances and regression analyses
are provided to address the last two research questions.

Preliminary Analyses

Data entry. All the data collected were entered into a password-protected Excel
spreadsheet by the primary investigator. Two research assistants then completed data integrity
checks for 20% of the participants’ data. Whenever an error in data entry was identified, two
additional data entries before and after the error were checked. A total of 33% of the participant
data were checked until no additional errors were found. During the data collection phase, all
completed questionnaires were scanned for skipped items. Therefore, missing data were not an
issue. All 84 cases were included in the analyses detailed in the following sections.

Variable construction. An aggregated subjective well-being (SWB) index was obtained
using scores from the SLSS and PANAS-C. The SWB index was determined by adding the
standardized scores for life satisfaction and positive affect scales, and then subtracting the
standardized scores for the negative affect scale (Kasser & Sheldon, 2002; Suldo & Shaffer,

2008). The aggregated SWB variable was included in all subsequent analyses.
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Table 6

Descriptive Statistics of Scores on Self-Reported Measures for Adolescents with HIV (Top
Number) and Community-Based Sample (In Parentheses)

Cl (90%)
o Mean SD d Skewness Kurtosis Lower Upper
Health-Related
Quality of Life
Physical 83  87.87 15.51 -1.26 0.74
(87.57) (13.78) 0.02 (-1.30) (1.41) -5.03  5.63
Emotional 82 7476 21.55 -0.63 -0.29
(72.02) (20.75) 0.13 (-0.58) (-0.04) -494 1042
Social 79 8333 17.06 -0.65 -0.86
(86.19) (17.87) -0.16 (-1.86) (4.02) -9.20  3.48
School 62  69.40 19.45 0.09 -1.39
(72.02) (13.88) -0.16  (-0.51) (1.32) -8.75 351
Total Fatigue 92 21359  57.02 -0.50 -0.53
(226.09) (44.31) -0.24 (-0.37) (-0.57) -31.04 6.04
Subjective Well- 1.90 1.06 -0.39 -0.64
Being (2.18) (0.73) -0.31  (-0.97) (0.57) -0.61  0.05
Life Satisfaction .89 4.07 1.34 -0.37 -1.09
(4.35) (0.82) -0.25 (-0.03) (-0.48) -0.68 0.12
Positive Affect 93 3.47 1.06 -0.52 -1.00
(3.73) (0.75) -0.28  (-0.57) (-0.06) -059  0.07
Negative Affect .86 1.53 0.42 1.54 2.05

(159) (0.48) -0.13  (1.08)  (111) -022 0.0

Psychopathology

Problem Score .89 38.43 7.91 0.54 -0.19
(37.29) (6.50) 0.16 (0.66) (-0.56) -1.49 3.77

Social-emotional

Strengths
Empathy 89  49.86 11.37 -0.24 -0.98

(49.83) (11.29) 0.002 (-0.20) (-0.90) -4.08 4.14
Self-Regulation 86  48.05 10.84 0.66 0.12

(50.81) (10.16) -0.26 (0.30) (-0.67)  -6.57 1.05
Responsibility .84 49.86 11.10 -0.03 -0.78

(51.19) (10.67) 0.08 (-0.40) (-0.89) -5.25 2.65
Social 87  50.26 11.24 0.05 -0.89
Competence (50.88) (11.06) -0.06  (-0.23) (-0.97) -444  3.65
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Demographic confounding variable. Chi-square and F-tests were conducted to
determine if any of the participants’ demographic variables differed significantly between group
status and the outcome variables. Biological parents’ marital status was found to be significant,
and therefore the variable (collapsed into four categories and renamed as family structure) was
statistically controlled in subsequent multivariate tests of group differences and regression
analyses.

Distribution of data. Descriptive statistics for the data set are presented in Table 6. The
skewness and kurtosis for each of the variables were calculated to examine univariate normality.
All obtained values for skewness fell between the acceptable ranges of -2.0 and 2.0, which
suggest approximate normal distribution of scores on each of the variables. All the obtained
values for kurtosis, except for social functioning (for community-based sample only), fell within
the conventional ranges. The positive kurtosis value of >3.0 suggest that the score distribution
for Social Functioning is leptokurtic. Because of a relatively small sample size in this study, the
skewness and kurtosis values of each of the variables should be interpreted with caution as
outliers can greatly impact the average distribution of the dataset. Further analyses of
multivariate normality and multivariate outliers were conducted and results are reported in the
following paragraphs, outlined under the section of multivariate analyses.

Reliability of measures. Prior to conducting further analyses to address the research
questions, all the measures were assessed to determine internal consistency. Cronbach’s alphas
for each of the measures of interest are presented in Table 6. The Cronbach’s alphas for each of
the measures in the current study (except for School Functioning, a=.62) were at or above .79,

indicating strong estimates of reliability of the measures in the given sample. Internal
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consistencies of all the measures in the current study were comparable to values reported by the
scale developers.
Correlational Analyses

Research question one. The first research question examined the strength and direction
of the relationships among the scores on self-reported measures of health-related quality of life,
subjective well-being, psychopathology, and social-emotional strengths for adolescents with HIV
and a community-based sample. To answer this research question, a correlational analysis using
Pearson product-moment correlation coefficients was used to examine the relationships between
all the variables of interest, separately for adolescents with HIV and the community-based
sample.

The modified Bonferroni (i.e., Holm’s test) was used to adjust the p-values in order to
control Type | error rates as the result of multiple comparisons. The pairwise correlations were
arranged in ascending positions by their lowest to highest p-values. Using alpha of 0.10, the
adjusted alpha values were calculated for each position (0.10 divided by the number of tests -
position in the sequence + 1). The adjusted alpha values were then compared to the obtained p-
values to determine significant correlations.

Based on the obtained p-values, 71 pairs of correlations within the HIV group and 63
pairs of correlations within the community-based sample were found to be statistically
significant. However, when the adjusted alpha values were applied, only 49 relationships within
the HIV group (adjusted 0<.002) and 23 relationships within the community-based sample
(adjusted 0<.0015) were found to be statistically significant. The correlations among all the
variables included in the analyses are presented in Table 7. Significant correlations using the

modified Bonferroni procedure are indicated by asterisks in the same table.
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Table 7

Correlations among Variables for Adolescents with HIV (Top Number) and Community-Based Sample (In Parentheses)

1 2 3 4 5 6 7 8 9 10 11 12 13 14
1. PHY -
2. EMO 65* -
(.34)
3.50C ATF 49% -
(37)  (58)*
4. SCH 51%  56% 42 -
(24)  (30)  (6L)*
5. TF 66%  .80%  .48%  71* -
(50)*  (33)  (29)  (44)
6. SWB -.05 20 11 15 18 -
(-05)  (-15)  (04)  (-09)  (.13)
7.LS 18 52 24 34 44 89* -
(05)  (36)  (33)  (06)  (22)  (76)*
8. PA 14 41 18 28 40 62* .69 -
(42)  (25)  (41)  (13)  (31)  (23)  (41)
9. NA 50%  -72% =32 -43 -59% 07 -.38 .15 -
(-10)  (~71)* (-39)  (-20)  (-10) (37)  (-30)  (-15)
10. TPS -48%  -B6*  -43 57X -72% -48%  -70%  -B5% 5% -
(-47)  (-40)  (-53)* (-41)* (-48)* (-16)  (-39)  (-59)*  (.27)
11. EMP -.06 13 33 04 16 36 39 53%  -07 - 41* -
(25)  (11)  (41) (34 (35  (07)  (20)  (BO)* (-12)  (-59)*
12.SREG .19 32 18 25 39 46*  B55% 50X -25 -50%  61* -
(22)  (07)  (43)  (36)  (29)  (28)  (41)  (43)  (-14)  (-53)* (48)*
13.RESP .35 50%  .50* .40 53%  50%  66*  .48%  -43 -76% 5%  5g* -
(42)  (30)  (45)  (38)  (44)  (10) (35  (53)* (-31) (-84 (B4)*  (62)*
14.SCOM 31 50%  .58% 40 48  49%  B1*  57% 31 -66%  .66%  .63*  .71* -

(33)  (30)  (66)* (35)  (.35)  (06)  (28)  (B9)* (-24)  (-62)* (76)*  (53)*  (59)*

Note. PHY=Physical Functioning, EMO=Emotional Functioning, SOC=Social Functioning, SCH=School Functioning, TF=Total Fatigue, SWB=Subjective

Well-Being, LS=L.ife Satisfaction, PA=Positive Affect, NA=Negative Affect, TPS=Total Problem Score, EMP=Empathy, SREG=Self-Regulation,
RESP=Responsibility, SCOM=Social Competence. *significant correlations after modified Bonferroni adjustments, using o=.10.
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Research question two. The second research question examined the differences in the

correlation coefficients among the self-reported measures of health-related quality of life,

subjective well-being, psychopathology, and social-emotional strengths between adolescents

with HIV and community-based sample. To answer this research question, a z-test was

conducted. First, the Pearson’s correlation coefficients for each pair of variables were

transformed to Fisher’s Z using the table provided by Glass and Hopkins (1996). The observed z-

ratio was then obtained by dividing the group differences in z-scores with the standard error of

group differences. Standard error of group differences was calculated using the following

1 1
formula: /E T 72=3, which equaled to 0.226.

The p values for each of the observed z-ratios were computed and compared with alpha

values obtained using modified Bonferroni adjustments. Based on an unadjusted alpha value of

0.10, a total of 13 pairs of correlation coefficients were found to be significantly different

between the two groups. The correlation coefficient variables are presented in Table 8.

Table 8

Significant Group Differences in Correlation Coefficients

Variable 1 Variable 2 Observed z-ratios
Physical Functioning Emotional Functioning 1.80
Physical Functioning Negative Affect -1.99
Emotional Functioning Self-Regulation 1.94
School Functioning Total Fatigue 1.81
Total Fatigue Total Problem Score -1.70
Total Fatigue Negative Affect -2.56
Life Satisfaction Positive Affect 1.79
Life Satisfaction Responsibility 1.97
Positive Affect Subjective Well-Being 2.25
Subjective Well-Being Total Problem Score -2.15
Subjective Well-Being Empathy 2.11
Subjective Well-Being Social Competence 2.11
Subjective Well-Being Responsibility 2.03

p<0.10
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The correlations of physical functioning with emotional functioning and negative affect
in the HIV group were higher than the correlations in the community-based sample. Participants
in the HIV group also indicated a stronger association between emotional functioning and self-
regulation when compared to participants in the community-based sample. Additionally, the
relationships of overall energy level (i.e., total fatigue) with school functioning, negative affect,
and psychopathology (i.e., total problem score) were greater for participants in the HIV group
than those in the community-based sample.

Furthermore, stronger correlations between the positive mental health indicators (i.e.,
subjective well-being and social-emotional strengths factors) were noted for participants in the
HIV group than participants in the community-based sample. Participants in the HIV group also
reported a greater negative relationship between subjective well-being and psychopathology than
participants in the community-based sample. However, when modified Bonferroni adjusted alpha
values were applied to the analyses to control for Type I error, significant group differences in
correlation coefficients were no longer evident.

Multivariate Analyses of VVariances

Research question three. The third research question examined the differences in the
mean scores on self-reported measures of health-related quality of life, subjective well-being,
psychopathology, and social-emotional strengths differ between adolescents with HIV and a
community-based sample. To answer this research question, a factorial multivariate analysis of
variances (MANOVA) was used to control for the significant group and outcome differences in
family structure. The independent variables included: a) adolescents’ health status that had two
levels (HIV group and community-based sample), and b) family structure (parents’ marital status

collapsed into four levels): 1) married, 2) divorced/separated, 3) never married/never married,
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but living together, and 4) widowed/unknown. This was done in order to prevent the problem of
empty cells in the factorial MANOVA analyses. Factorial MANOVA was considered an
appropriate test because it takes into account the correlations between the multiple dependent
variables of interest and provides statistical control. Data were assessed to ensure that the
following statistical assumptions were met:

Independence of observation vectors. The observations were assumed to be independent
because all participants completed the questionnaires by themselves under the supervision of the
primary investigator. Potential participants that were closely related to each other (e.g., close
friends, siblings) were excluded from the study.

Multivariate normality of population. The examination of box plots, descriptive
statistics, and test of multivariate normality assumption [B1p=26.82, ¥?(286, N=84)=391.25,
p<.05, B2p=150.71, Zypper=2.09, Ziower=-3.43] suggest the violation of multivariate normality.
Potential multivariate outliers were noted [Malahanobis distance=30.09, F(11,72)=3.79 p<.05].
Consequently, the observation with the highest distance value was removed and the values for
the remaining observations were recalculated. This procedure was repeated until no potential
multivariate outliers were noted, as evidenced by a non-significant F-test. The multivariate
analyses were then conducted with and without the multivariate outliers. Results showed that the
inclusion and exclusion of the multivariate outliers did not change the significance of the
findings in this study. Therefore, all the multivariate outliers were included in the following
analyses. Even though the assumption of multivariate normality of population was violated, the
factorial MANOVA procedure was expected to be robust to this violation (Stevens, 2009).

Equal covariance matrices in population. This assumption was examined using the

Box’s M test. A non-significant Box’s M test [x%(462, N=84)=126.20; p>.05] indicated a lack of
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evidence that the homogeneity of variance-covariance matrix assumption was violated.

Results of factorial MANOVA. A 2 (Group) x 4 (Family structure) factorial MANOVA
was conducted to determine if the mean scores on self-reported measures of health-related
quality of life, subjective well-being, psychopathology, and social-emotional strengths differ
between adolescents with HIV and the community-based sample, while taking into consideration
the differences in family structure. The factorial MANOVA results are presented in Table 9.
Table 9

Factorial MANOVA: Group Differences in the Dependent Variables (Controlled for
Family Structure)

A F p Effect size (%)
Group .79 1.56 A3 21
Family Structure 43 1.97 .002 57
Group x Family Structure .63 1.02 45 37

There was no statistical evidence for an interaction between group and family structure
on the dependent variables, Wilk’s A=.63, F(33,195.15)=1.02), p>.10. The multivariate effect
size and degree of association was quantified by calculating n2. The obtained value of .37
indicated that approximately 37% of generalized variance in the sample set of dependent
variables was accounted for by group differences and family structure.

The main effect of group differences on the dependent variables was also not significant,
Wilk’s A=0.79, F(11,66)=1.56), p>.10. The obtained value of n?=.21 indicated that
approximately 21% of generalized variance in the sample set of dependent variables was
accounted for by group differences. Lastly, as expected, a significant main effect of family
structure on the dependent variables was found, Wilk’s A=.43, F(33,195.15)=1.97), p<.10. The
obtained value of n?=.57 indicated that approximately 57% of generalized variance in the sample
set of dependent variables was accounted for by family structure. Univariate post-hoc analyses

using modified Bonferroni adjustment (to control for Type | error rate) revealed statistically
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significant family structure differences in two of the variables, social functioning and
psychopathology (i.e., total problem score). Specifically, youth participants who had widowed
parents or indicated no knowledge of their parents’ marital status were found to report lower
social functioning (M=58.75) than participants whose parents were married (M=90.54),
divorced/separated (M=87.64), or never married (M=86.42). Youth participants who had
widowed parents or did not have any background on their parents also reported higher risk of
psychopathology symptoms (M=44.75) when compared to participants whose parents are
divorced or separated (M=34.49).

Multivariate analyses were further conducted without the controlled variable (family
structure) to explore the effect of group differences only. One-way MANOVA findings also
indicated no significant group differences in youth’s self-perception of health-related quality of
life and mental health outcomes. Results from this supplemental analysis are included in
Appendix L.

Multiple Regression Analyses

Research question four. The last research question examined which social-emotional
strengths are most strongly predictive of the physical functioning and subjective well-being of
adolescents with HIV and a community-based sample. To answer this research question, multiple
regression analyses were conducted. The four following statistical assumptions were assessed:

Variables are normally distributed. The dataset was first examined graphically using
boxplots. Skewness and kurtosis values and Shapiro-Wilk test were used to provide inferential
statistics on normality. Data suggested some violations of normality and further analyses on the
outliers were conducted. The outliers were found to fall within the permissible ranges of scores.

Further analyses indicated that the inclusion and exclusion of the outliers did not change the
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significance of the findings in the regression procedures. Therefore, all the outliers were included
in the following analyses:

Linear relationship between independent and dependent variables. To assess this
assumption, an examination of residual plots (standardized residuals by the standardized
predicted values) was conducted. Visual inspection of the residual plots did not appear to suggest
a violation of this assumption.

No measurement error. To ensure that the variables were measured reliably in the study,
the psychometric properties (e.g., Cronbach alphas) of all the self-reported measures were
assessed. The alpha values of all the self-reported measures fell within moderate to strong
reliability ranges.

Homoscedasticity. To ensure that the variance of errors was the same across all levels of
the independent variables, the data were visually examined using the residual plots (standardized
residuals by the regression standardized predicted values). Visual inspection of the residual plots
did not appear to suggest a violation of this assumption.

Results of multiple regression analyses. The four social-emotional strengths (e.g.,
Empathy, Self-Regulation, Responsibility, and Social Competence) were entered into the
regression equation simultaneously as these variables were found to be correlated with each
other. Similar to previous analyses, the four collapsed variables for parents’ marital status
(family structure) were included. Family structure was dummy coded into three dichotomous
variables with “never married/never married living together” as a reference group because it had
the largest sample size with both group of participants combined. The dichotomous variables
were then entered into the regression equation simultaneously with variables associated with

social-emotional strengths. Multiple regression analyses were conducted for each dependent
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variable: a) physical functioning and b) subjective well-being, separately for each group of
participants.

Social-emotional strengths as predictors of physical functioning. The linear
combination of social-emotional strengths factors and family structure accounted for 37% of the
variance in the physical functioning [F(7,34)=2.84, p<.05] of youth with HIV. As presented in
Table 10, results indicated that only one of the social-emotional strengths factors was a unique
predictor of physical functioning in youth with HIV. The empathy factor (t=-2.88, p<.01)
explained the most unique variance in physical functioning (15%). The tolerance indicator (0.48)
is higher than the recommended minimum level of .10 (Tabachnick & Fidell, 2007), which
suggests minimal concerns with multicollinearity. It is interesting to note that the physical
functioning scores for youth with HIV decreased by 0.79 point for every 1-point increase in self-
perception of empathy skills, when other variables were held constant.

Table 10

Social-Emotional Strengths Predictors of Physical Functioning in Youth with HIV (Top Number)
and Community-Based Sample (In Parentheses), Controlled for Family Structure

Variable B SEB B sr? Tolerance
1. Empathy -0.79 0.28 -0.58** 0.15 0.48
(-0.29) (0.30) (-0.24) (0.02) (0.36)
2. Self-Regulation 0.25 0.29 0.17 0.01 0.47
(-0.12) (0.27) (-0.09) (0.004) (0.53)
3. Responsibility 0.39 0.30 0.27 0.03 0.40
0.47) (0.29) (0.37) (0.06) (0.42)
4. Social Competence 0.39 0.32 0.28 0.03 0.36
(0.33) (0.30) (0.26) (0.04) (0.35)
5. Married 0.74 6.27 0.02 0.00 0.80
(5.82) (5.56) (0.20) (0.02) (0.59)
6. Divorced/Separated -0.34 5.72 -0.01 0.00 0.79
(7.81) (5.70) (0.28) (0.04) (0.52)
7. Widowed/Unknown -11.23 6.15 -0.28* 0.06 0.57
(-5.68) (10.75) (-0.09) (0.01) (0.76)

*p<.10 and **p<.01
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Additionally, one of the family structure categories was found to be a significant
predictor of physical functioning in youth with HIV. Relative to those with parents who were
never married, youth with HIV who had widowed parents or no knowledge of their parents’
marital status (t=-1.83, p<.10) were predicted to have 11.23 points lower in their physical
functioning score, when other variables were held constant.

As for the group of community-based sample, the linear combination of social-emotional
strengths factors and family structure, accounted for 27% of the variances in their physical
functioning. However, this regression model was found non-significant [F(7,34)=1.80, p>.10].

Multiple regression analyses were further conducted without the controlled variable
(family structure) to explore the variances in youth’s physical functioning explained by social-
emotional strengths only. Findings indicated that empathy continues to explain the most unique
variances in the physical functioning of youth with HIV, even without the controlled variable.
Additionally, another social-emotional strength (responsibility) was found to be a significant
predictor of physical functioning for both groups of youth. Results from this supplemental
analysis are included in Appendix L.

Social-emotional strengths as predictors of subjective well-being. The linear
combination of social-emotional strengths factors and family structure accounted for 39% of the
variance in the subjective well-being [F(7,34)=3.06, p<.05] of youth with HIV. However, as
shown in Table 11, none of the social-emotional strengths factors were found to be a significant
predictor of subjective well-being in participants of the HIV group. Family structure also was not

found to be a significant predictor of subjective well-being in youth with HIV.
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Table 11

Social-Emotional Strengths Predictors of Subjective Well-Being in Youth with HIV (Top
Number) and Community-Based Sample (In Parentheses), Controlled for Family structure

Variable B SEB B sr? Tolerance

1. Empathy 0.004 0.02 0.04 0.001 0.45
(0.0004) (0.02) (0.007) (0.00) (0.36)

2. Self-Regulation 0.02 0.02 0.16 0.01 0.47
(0.03) (0.02) (0.46)* (0.11) (0.52)

3. Responsibility 0.02 0.02 0.20 0.02 0.40
(-0.01) (0.02) (-0.18) (0.01) (0.42)

4. Social Competence 0.02 0.02 0.21 0.02 0.36
(-0.001) (0.02) (-0.01) (0.00) (0.35)

5. Married -0.58 0.42 -0.20 0.03 0.80
(0.14) (0.32) (0.10) (0.005) (0.58)

6. Divorced/Separated 0.38 0.38 0.15 0.02 0.79
(0.26) (0.32) (0.17) (0.02) (0.52)

7. Widowed/Unknown -0.17 0.41 -0.07 0.003 0.75

(0.99) (0.61) (0.29) (0.06) (0.76)

*p<.05

As for the group of community-based sample, the linear combination of social-emotional
strengths factors and family structure accounted for 16% of the variance in their subjective well-
being. However, this regression model does not significantly predict the subjective well-being of
participants in the community-based sample [F(7,34)=0.94, p>.10]. Despite a non-significant
linear combination, self-regulation was found to be a significant predictor of their subjective
well-being (t=2.13, p<.05) and explained the most unique variance in their subjective well-being
(11%). However, self-regulation is unlikely to be a meaningful predictor due to the non-
significant regression model.

Multiple regression analyses were further conducted without the controlled variable
(family structure) to explore the variances in youth’s subjective well-being explained by social-
emotional strengths only. Findings were consistent with previous analyses conducted with the

controlled variable. Results from this supplemental analysis are included in Appendix L.
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Summary of Significant Findings

Several significant pairs of correlations were found between the variables of interest,
even though some of these relationships were inconsistent between participants in the HIV and
community-based sample. Specifically, a few relationships were noteworthy. For participants in
the HIV group, several health-related quality of life indicators were positively correlated with
life satisfaction and social-emotional strengths indicators, but negatively correlated with negative
affect and psychopathology symptoms. Furthermore, stronger, but non-significant associations
were found between several of the variables of interest for participants in the HIV group, when
compared to participants in the community-based sample.

Additionally, results revealed a significant main effect of family structure on participants’
self-ratings of their social functioning and risk for psychopathology.

When the differences in family structure were accounted for, the overall mean ratings of all the
variables of interest did not significantly differ between participants in the HIV group and
participants in the community-based sample.

Lastly, social-emotional factors and family structure significantly predicted physical
functioning in HIV youth, but no significant or meaningful variables were found to predict their
subjective-well being. For participants in the community-based sample, no significant predictors
were found to predict their physical functioning or subjective well-being. Detailed discussion

about these significant findings is presented in the next chapter.
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CHAPTER FIVE:
DISCUSSION
The overarching goal of this study was to examine the health related quality of life and
positive mental health indicators in youth with HIV as compared to a community-based sample.
This study has four research questions. First, the study examined the correlations among the
variables of health-related quality life, subjective well-being, psychopathology, and social-
emotional strengths for both groups of youth. Then, the group differences in the correlation
coefficients among all the variables were examined. Third, the means differences of all variables
between the two groups were analyzed. Lastly, the study investigated if social-emotional
strengths factors predict overall physical functioning and subjective well-being of youth with and
without HIV.

This chapter begins with a brief overview of the study, followed by a discussion of the
results, limitations of the study, recommendations for future research, and implications and
considerations for practice. Lastly, this chapter concludes with an overall summary of the
research findings.

Overview of the Study

Human Immunodeficiency Virus (HIV) is a chronic health condition that is increasingly
affecting both children and adolescents. Although many studies have investigated the impact of
HIV on youth’s cognitive, physical, academic, and psychosocial functioning, little is known

about their self-perception of health-related quality of life, psychopathology symptoms,
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subjective well-being, and social-emotional well-being. Therefore, the purpose of this study was
to examine the relationship between these factors in youth with HIV, in comparison to a
community-based sample. The increased understanding of psychosocial consequences shared by
a sample of youth with HIV can potentially inform initiatives to promote comprehensive health
services for this population.

Discussion of Results

Research question one. What is the strength and direction of the relationships among the
scores on self-reported measures of health-related quality of life, subjective well-being,
psychopathology, and social-emotional strengths for adolescents with HIV and a community-
based sample?

For research question one, it was hypothesized that self-reports of health-related quality
of life would be positively correlated with life satisfaction and positive affect while negatively
correlated with negative affect. It was also hypothesized that life satisfaction and positive affect
would be negatively correlated with psychopathology outcomes while positively correlated with
social emotional strengths.

Findings obtained from the correlational analyses indicated that although health-related
quality of life factors were positively correlated with life satisfaction and positive affect for both
groups of youth, almost all of the correlations (except for emotional functioning in youth with
HIV) were non-significant. These results were inconsistent with findings of previous studies
indicating that positive health-related outcomes were associated with high life satisfaction and
positive affect (Shaffer-Hudkins et al., 2008; Suldo & Shaffer, 2008; Zullig et al., 2005). The
discrepancy in findings may be attributed to the small sample size in this study and the

differences observed in the demographics of the participants compared to prior studies. The
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majority of the participants in the current study (>60%) were identified as African-Americans
and low socio-economic status (SES) compared to participants in previous studies, who were
mostly identified as White/Caucasian with middle to high SES (Shaffer-Hudkins et al., 2008;
Suldo & Shaffer, 2008; Zullig et al., 2005).

Consistent with the proposed hypothesis, negative relationships were found between
health-related quality of life factors and negative affect. Specifically, physical functioning,
emotional functioning, and total fatigue scales were negatively correlated with negative affect for
youth with HIV. This finding indicated that lower frequency of negative emotions is associated
with better physical and emotional health, as well as overall vitality. Additionally,
psychopathology symptoms were found to be positively linked to negative affect and negatively
correlated with life satisfaction and positive affect in youth with HIV. These findings are in
accordance with results observed in the study by Shaffer-Hudkins et al. (2008). Results of the
current study also indicated a positive association between life satisfaction and social-emotional
strengths (for HIV group only) as well as positive affect and social-emotional strengths (for both
groups). Not surprisingly, all of these variables are considered positive mental health indicators.
Furthermore, as expected, higher risk of psychopathology is linked to lower health-related
quality of life outcomes and lower self-perception of social-emotional functioning for both
groups of participants.

These findings revealed several significant relationships that would have not otherwise
been discovered if the assessment of health outcomes of youth focused merely on negative
indicators such as symptoms of psychopathology. It is important to note that the absence of
symptomology is not equivalent to complete health (Eiser & Morse, 1991). Therefore, these

findings highlight the critical importance of addressing health outcomes holistically (i.e., positive
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and negative indicators of physical and mental health) in efforts to understand and promote
comprehensive wellness in youth with or without HIV.

Research question two. Do the correlation coefficients among the self-reported
measures of health-related quality of life, subjective well-being, psychopathology, and social-
emotional strengths differ between adolescents with HIV and a community-based sample?

Findings from the current study revealed several bivariate correlation pairs that presented
stronger associations within the group of youth with HIV than the community-based sample.
Given the modest sample size, the power to detect differences in correlation coefficients is
relatively weak. The outcomes of this examination depend not only on the size of absolute
differences between the coefficients but also on the sample size and the individual coefficient
size of each association. In this case, relatively large differences between correlation coefficients
would be necessary in order to detect statistical significance. Even though the group differences
in correlations coefficients were not statistically significant based on modified Bonferroni
adjustments, the differences may be meaningful for further discussion.

In comparison to youth in the community-based sample, youth with HIV reported
stronger associations between their physical functioning and other health-related variables such
as their emotional functioning and negative affect. Youth with HIV also reported stronger
correlations between their emotional functioning and self-regulation when compared to
participants in the community-based sample. Furthermore, the relationships between fatigue
levels and other health-related variables such as school functioning, negative affect, and
psychopathology were greater in youth with HIV when compared to youth in the community-
based sample. It is particularly noteworthy that stronger correlations between the positive mental

health indicators (i.e., subjective well-being and social-emotional strengths factors) were
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observed for participants in the HIV group than the community-based sample. Participants in the
HIV group also reported a greater negative relationship between subjective well-being and
psychopathology than participants in the community-based sample. This specific finding poses
the question as to whether psychopathology and subjective well-being present as opposite
extremes of a bipolar continuum for youth with HIV, as opposed to being separate dimensions of
functioning that can co-exist at the same levels, a notion that was supported by the dual-factor
model of mental health in studies with the general youth population (Greenspoon & Saklofske,
2001; Suldo & Shaffer, 2008). Because of the small sample size, these data should be considered
preliminary. However, these results are worthy of further investigation.

Research question three. Do the mean scores on self-reported measures of health-
related quality of life, subjective well-being, psychopathology, and social-emotional strengths
differ between adolescents with HIV and a community-based sample?

Two important findings emerged from this research question. As indicated in the Results
section, analyses using factorial MANOVA failed to yield a statistically significant main effect
of group differences on the dependent variables. The first major finding is that self-perceptions
of health-related quality of life, subjective well-being, psychopathology, and social-emotional
strengths of youth with HIV did not differ from the self-perceptions of the community-based
sample. This result is similar to the study by Hexdall and Huebner (2007), whereby they found
no significant group differences in the subjective well-being of youth with or without cancer.

There are several plausible explanations for this lack of significant differences between
groups. The simplest explanation as indicated in Hexdall and Huebner’s (2007) study is that the
two groups of youth simply do not differ in their self-perceptions of physical and mental health

outcomes at the time of this study. However, it also possible that the groups do differ in their

77

www.manaraa.com



self-perceptions, but statistically significant differences were undetectable because of a small
sample size in this current study.

As speculated by Heady and Wearing (1989), youth’s self-perceptions of their health
outcomes fluctuate depending on life events and return to a set-point. It is possible that the
participants in the HIV group may have experienced poor health-related quality of life and
mental health status upon the diagnosis or disclosure of their HIV status. It also is likely that
youth with HIV become accustomed to their stressful health experiences, such that the emotional
impact of the experience weakens over time. This is a psychological process known as the
hedonic adaption (Lyubomirsky, 2011).

Furthermore, other studies have reported that youth who were told about their HIV status
were found to have lower risk of internalizing problems compared to youth who were unaware of
their HIV status (Mellins et al., 2002). Given that all of the youth included in the HIV group in
the current study were aware of their diagnoses for more than six months, they may have had the
opportunity to process their emotions, engage in medical care, and adapt to their health
condition. As such, their self-perceptions of their current physical and mental health status might
have returned to a pre-established set point at the time of comparison. Previous studies also have
found that health-related quality of life and level of hope in youth with chronic health conditions
tend to improve as time since their diagnosis increased (Barrera et al., 2003; Hexdall & Huebner,
2007).

It also is important to note that all participants in the HIV group were receiving medical
care and prescribed specific anti-retroviral therapy at the time of this study. As discussed in
Chapter Two, the lack of engagement in anti-retroviral therapy was associated with worse health

outcomes in youth with HIV, when compared to their healthy counterparts (Lee et al., 2006).
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Although the medical adherence rates of the participants in the study were unknown, it is
possible that for those who were engaged in their prescribed anti-retroviral therapy to some
degree, their health outcomes are well-managed and maintained at a level similar to those
without HIV.

Additionally, the sample of youth with HIV in this study consisted only of those who
were perinatally infected. The majority of youth who are perinatally infected with HIV began
receiving medical care at the clinic since they were infants. Therefore, it is hypothesized that the
enduring support and services that the youth received from their healthcare team (which
consisted of doctors, nurses, nutritionist, and social worker) most likely contributed to the
development of therapeutic relationships that not only help buffer any psychosocial risks
associated with their health conditions, but also promote resiliency outcomes (Wallander &
Varni, 1998).

Finally, it is plausible that the HIV condition itself has no direct effect on the youth’s
health-related quality of life and mental health outcomes. As suggested by Mellins et al. (2003)
and Lee et al. (2006), other genetic (e.g., predisposition to psychopathology) and environmental
factors (e.g., stressors related to low socio-economic status) may have a greater effect on youth’s
psychological functioning than the HIV infection itself.

The second major finding, which revealed a significant main effect of family structure on
the set of variables, lends some support to the notion of environmental influences on youth’s
functioning. Specifically, statistically significant marital status differences were identified on the
variables of youth’s social functioning and psychopathology. Participants who had widowed
parents or indicated no knowledge of their parents’ marital status were found to have lower

levels of social functioning when compared to participants whose parents were married, never
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married, or divorced/separated. Additionally, participants who had widowed parents or indicated
no knowledge of their parents’ marital status reported higher risk of psychopathology when
compared to participants whose parents were divorced/separated. Thus, the role of the
environment, particularly family structure in this case, may have a significant bearing on youth’s
overall psychosocial functioning, regardless of their physical health condition.

Research question four. Which social-emotional strengths are most strongly predictive
of the physical functioning and subjective well-being of adolescents with HIV and a community-
based sample?

As previously reported in Chapter Four, family structure and empathy skills significantly
predicted physical functioning in HIV youth, but no significant or meaningful variables were
found to predict their subjective well-being. Specifically, findings indicated that the decrease in
physical functioning scores of youth with HIV was associated with an increase in self-perception
of empathy skills, when other variables were held constant.

One possible explanation for this finding is that youth with significant physical
conditions may have developed strong empathy skills as a result of frequent exposure to others
with similar health problems (e.g., during clinic visits, support groups) and have experienced
their own emotional ups and downs throughout the course of their medical conditions (Sterling &
Friedman, 1996). With the increased opportunities to empathize, youth with HIV may be
internalizing the feelings of others around them, which in turn induced a sense of compassion
fatigue that negatively impacts their own health. It is also likely that youth with HIV who
endorsed high levels of empathy skills are more aware and sensitive to the affective changes
related to their physical functioning. Therefore, they may be less susceptible to positive bias in

their self-perceptions of physical health-related quality of life. Lastly, it is possible that the
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relationship between empathy and physical functioning represents merely a statistical artifact
associated with the multicollinearity and shared variance among the social-emotional strengths
factors, rather than a meaningful prediction.

Additionally, results indicated that relative to those whose parents were never married,
youth with HIVV who had widowed parents or no knowledge of their parents’ marital status were
most likely to report lower physical functioning. This finding is important as it potentially
suggests the significance of the family structure as a contributing factor to physical health
outcomes in youth with HIV. Specifically within the perinatally infected youth population,
family disclosure can be particularly challenging and stressful due to barriers such as maternal
guilt. Additional unique stressors, such as losing a biological parent to HIV/AIDS complications,
and being removed from their biological parents (e.g., due to medical neglect) and consequently
placed for adoption or foster care, may affect the youth’s engagement in their medical care.
Therefore, addressing these family-related issues, among others, might help improve dynamics
within the family that promote adequate medical and psychosocial management of the HIV
condition.

Within the community-based sample, no significant social-emotional factors were found
to predict their physical functioning or subjective well-being. These findings are inconsistent
with a previous investigation by Frank et al. (2013), which revealed that the increase in the
presence of social-emotional strengths (i.e., self-regulation, social competence, empathy, and
responsibility) was associated with improved levels of subjective well-being in a community
sample of high school students. This discrepancy in findings may be attributable to the
comparatively smaller sample size in this current study and the differences in participants’

demographics across studies. Specifically, significantly more participants in the current study
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were identified as African-Americans with low socio-economic status when compared to
participants in the study by Frank et al. (2013).
Limitations of Study

The interpretation of the results from this study should take into consideration the
presence of several limitations. First, the nature of the study called for a research design that
employed correlational and non-experimental analyses. This type of research design restricts the
control of extraneous variables, which impacts internal validity. The significant relationships
found among the health-related quality of life, subjective well-being, psychopathology, and
social-emotional variables merely suggest bivariate associations rather than causal inferences.
Furthermore, extraneous variables that are not accounted for through statistical controls (i.e.,
factorial MANOVA) can potentially threaten the internal validity of the study.

Second, the use of self-report measures also is a potential limitation to the design of the
study. Self-report rating scales rely heavily on participants’ individual judgments at the time of
data collection and are subject to personal bias and social desirability. However, considering that
the variables of interest in this study are internal and subjective constructs, self-report measures
appeared to be the most appropriate method of assessment. Besides, self-reports may be the only
source of information available when working with the HIV population, as many youth may
have not disclosed their health status to their family members or school personnel.

Third, population validity, which refers to the generalizability of findings outside of the
sample in the study, is restricted. The participants sampled in this study have unique
characteristics that could limit the application of the study findings to other population.
Specifically, only participants whose primary language is English were included in the study as

the self-report measures were written in English. Additionally, all of the participants in the HIV
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group were perinatally infected. Therefore, it is unknown if the physical and mental health self-
perceptions of the perinatally infected group would reflect the self-perceptions of youth who
were behaviorally infected with HIV. It may be that youth who were behaviorally infected with
HIV present worse health outcomes than those who were perinatally infected because of the
recency of their diagnoses, as well as the social stigma associated with the behavioral infection.

Furthermore, the recruitment of the participants was limited to a small geographic region
in the United States and a majority of the participants in this study reported low socio-economic
status. These characteristics, among others that were not accounted for (e.g., symptom severity,
medical adherence, other life stressors), could potentially limit the applicability of findings from
this study to a larger population of youth with HIV.

Finally, the small sample size and its statistical implications represent issues for
consideration as well. Although the rate of HIV is increasing within the youth population
(Centers for Disease Control and Prevention, 2011), HIV is considered a low-incidence condition
in youth when compared to other chronic pediatric health conditions such as cancer or diabetes.
The low-incidence rate as well as other recruitment challenges discussed earlier that were unique
to the pool of potential participants in the HIV population resulted in a smaller than intended
sample size. The modest sample size significantly affects the power of the statistical analyses
conducted in this study. Underpowered studies tend to result in greater variance of parameter
estimates and increase the risk of Type Il error. Considering that the alpha levels were adjusted
to .10 because of the exploratory nature of the study, the risk of Type | error is also evident.
These statistical implications are important to consider when interpreting the results, as findings

can potentially be misleading with small sample sizes.
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Recommendations for Future Research

There is a significant need for additional research on the presence of, and relationship
between, positive and negative mental health indicators in youth with HIV. Considering that the
current study is one of the first to study subjective well-being and social-emotional functioning
in youth with HIV, further replications of this study would be necessary to establish more
conclusive findings on the comprehensive wellness of this specific population.

First, it would be necessary to reexamine this study with a larger sample size to increase
the power of the statistical analyses and to improve the ability to detect any small significant
relationships or group differences. It may also be beneficial to replicate the study with a wider
range of participant demographics represented to increase generalizability of the results. It would
also be important to conduct a similar study to include youth who were behaviorally infected
with HIV to determine if mode of transmission has a differential effect on self-perceptions of
health-related quality of life and mental health indicators.

Additionally, it would be ideal to obtain information from other sources (e.g.,
parents/caregivers and teachers) to complement the youth’s self-reports in future studies.
Although this task may be challenging in certain clinical settings because of issues related
disclosure, the ability to triangulate data from multiple sources can help address the personal
biases associated with self-ratings, allow for a closer examination of the physical and mental
health status of youth with HIV, and improve validity of study findings.

Because the current study is considered as exploratory and the results presented are
considered preliminary, a more thorough examination of health-related quality of life and mental
health indicators in youth in HIV is warranted. For example, it would be interesting to

investigate the factors that may be contributing to youth’s perceptions of their health status and
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the development of positive mental health indicators. Additionally, future studies might consider
investigating whether youth’s self-perceptions of their health-related and mental health status are
related to the biological markers of their health status (e.g., viral loads, T-cell counts). Further
examination of the possible contributing factors and relationships between these health-related
variables can help inform prevention and intervention efforts to promote complete wellness in
the youth population infected with HIV.

Lastly, the impact of health-related quality of life and positive mental health indicators on
youth outcomes is also worth further investigation. Although there is increasing knowledge
about the contributions of subjective well-being factors in the academic and behavioral outcomes
of the general youth population, little is known about these relationships for the youth population
with HIV. Since the trajectory of lifespan is improving for youth with HIV, and more of them are
being included in general education settings, the understanding of the association between the
youth’s physical and mental health outcomes and their overall school functioning is essential to
ensure appropriate educational and health-related planning within their learning environment.
Implications and Considerations for Practice

Given the exploratory nature of the current study, results obtained from this investigation
should be considered as preliminary and interpreted with caution because of the statistical
implications related to small sample sizes. Even though the data are inconclusive at this point to
significantly inform school psychology practices, the preliminary data underscore several
valuable considerations for school psychologists when working with youth who are infected with
HIV.

Based on the findings, the self-reports on the measures of subjective well-being and

social-emotional strengths suggest the presence of positive mental health indicators and
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resiliency factors in youth despite their medical condition. These positive indicators are aspects
of functioning that are promotive and may be overlooked, if the assessments of youth are based
merely on the traditional deficit model of symptom identification. Therefore, it is important for
practitioners (both school-based and clinical) to consider complementing their evaluations with a
strength-based component so that intervention planning can be based on capitalizing the skills
that the youth already possess as a way to buffer the risk of maladaptive outcomes. Furthermore,
assessments should be conducted periodically because of the variable nature of HIV progression
(Chenneville, 2008). Recurring assessments allow for the youth’s progress to be monitored
across time and for the potential risks to their functioning to be identified early.

In addition to assessing the presence and absence of individual promotive and risk factors
in youth with HIV, it is equally important to assess the environmental context that may be
contributing to the overall functioning of youth. Preliminary data from this study suggest that
family composition and relationship dynamics could possibly play a vital role in youth’s self-
perception of their physical and mental health functioning. Gaining more information about the
environmental context in which the behavior occurs can help school psychologists to be more
efficient in their problem-solving process to ensure that appropriate interventions are is place to
address the challenges that youth with HIV are facing within the school settings.

In order to successfully obtain more information about the youth’s environmental
context, consultation and collaboration with the youth’s family and community healthcare
providers is essential. The active exchange of information between different settings has been
reported by healthcare professionals to be beneficial in improving youth’s functioning,
promoting cross-disciplinary problem-solving, assessing youth’s progress across settings, sharing

resources and expertise, and in preventing duplication of services (Bradley-Klug et al., 2010).
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Given the training and background that school psychologists possess in the area of
communication and collaboration, they are likely in the best position to facilitate these
relationships and act as a liaison between the key stakeholders who are involved in the youth’s
healthcare. Establishing a respectful relationship with family of the youth with HIV is
particularly important because gaining their trust and confidence will help facilitate the consent
procedure that will allow for the communication and collaboration process to take place.

Lastly, and most importantly, when working with youth with HIV it is important to
consider the legal and ethical issues that are specific to the medical condition. Specifically, the
issues of disclosure can be particularly complex within the school settings because of the social
stigma associated with the condition. By law, individuals who are HIV positive do not have to
disclose their status to school personnel. However, considering the unique expertise of school
psychologists as educational and healthcare consultants, it is possible that the school
psychologist would be the first and only school personnel to learn about a student’s HIV
diagnosis. Considering the increased prevalence of youth with HIV (CDC, 2011), it is essential
for school psychologists as well other educators to be well informed about the legal and ethical
issues to assist them in program planning and implementing the evidence-based interventions to
support youth with HIV within the school settings. School psychologists can play a critical role
in the professional development of school personnel regarding the best-practices in HIV
prevention and intervention efforts and in working collaboratively with others to address the
stigma and discrimination associated with HIV (Walsh & Chenneville, 2013).
Conclusion

The current study examined the relationship among health-related quality of life,

subjective well-being, psychopathology symptoms, and social-emotional strengths in youth with
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HIV, in comparison to a community-based sample. Findings suggest several significant pairs of
correlations between the variables of interest, even though some of these relationships were
discrepant between groups. Consistent with the literature, the current study revealed several
health-related quality of life indicators that were positively correlated with life satisfaction and
social-emotional strengths indicators, but negatively correlated with negative affect and
psychopathology symptoms, specifically for youth with HIV. Furthermore, stronger, but non-
significant associations were noted between several of the variables of interest for participants in
the HIV group than the community-based sample.

Additionally, results indicated a significant main effect of family structure on
participants’ self-ratings of their social functioning and psychopathology symptoms.
Controlling for differences in family structure, the overall mean ratings on all the variables of
interest did not significantly differ between groups. Finally, social-emotional factors and family
structure significantly predicted physical functioning in HIV youth, but no significant or
meaningful variables were found to predict their subjective well-being. No significant variables
were found to predict the physical functioning or subjective well-being of youth in the
community-based sample.

In summary, this study is one of the first to explore both positive and negative mental
health indicators in youth with HIV. Overall findings suggest possible benefits of considering a
comprehensive assessment framework to gain a better understanding of the overall well-being of
youth with HIV. Increased knowledge in this area can potentially inform prevention and
intervention efforts to promote resiliency in physical health, psychological functioning, and

academic outcomes of this specific population.
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Appendix A: Brief Demographic Questionnaire

1. Your Age:

Brief Demographic Questionnaire

2. Gender:

@)
©)

Male
Female

3. Race/Ethnicity:

o

0O O O O O O

African American/Black
Asian/Pacific Islander
Caucasian/White

Hispanic

Native American/Alaska Native
Bi-racial/Multi-racial
Other, please specify

4. Your biological parents are:

(@]

0 O O O O

Married

Divorced

Separated

Never married

Never married but living together
Widowed

5. You are living with:

O

O O O O O O O O

Both parents
Mother only
Father only
Mother and stepfather
Father and stepmother
Legal guardian

Group home/foster care
Relatives

Other, please specify

6. Do you receive school lunch for free or at a reduced price?

@)
@)
@)

Yes
No
Don’t know
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Appendix B: Students’ Life Satisfaction Scale (SLSS)

SLSS

Directions: We would like to know what thoughts about life you have had during the past several
weeks. Think about how you spend each day and night and then think about how your life has
been during most of this time. Here are some questions that ask you to indicate your satisfaction
with your overall life. Please circle the response that indicates the extent to which you agree or
disagree with each statement. For example, if you Strongly Agree with a statement, you would
circle number 6.

It is important to know what you REALLY think, so please answer the questions the way you
really think, not how you should think. This is NOT a test. There are NO right or wrong answers.

Strongly | Moderately | Mildly | Mildly | Moderately | Strongly

Disagree | Disagree | Disagree | Agree Agree Agree
1. My life is going well. 1 2 3 4 5 6
2. My life is just right. 1 2 3 4 5 6
3. 1 would like to 1 2 3 4 5 6
change many things in
my life.
4. 1 wish I had a 1 2 3 4 5 6
different kind of life.
5. I have a good life. 1 2 3 4 5 6
6. | have what | want in 1 2 3 4 5 6
life.
7. My life is better than 1 2 3 4 5 6
most kids.
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Appendix C: Positive and Negative Affect Scale for Children (PANAS-C)

PANAS-C

Directions: This scale consists of a number of words that describe different feelings and
emotions. Read each item and then circle the appropriate response next to that word. Indicate to
what extent you have felt this way during the past few weeks.

Very slightly
Feeling/Emotion | or not at all A little Moderately Quite a bit Extremely
1. Interested 1 2 3 4 5
2. Sad 1 2 3 4 5
3. Frightened 1 2 3 4 5
4. Excited 1 2 3 4 5
5. Ashamed 1 2 3 4 5
6. Upset 1 2 3 4 5
7. Happy 1 2 3 4 3)
8. Strong 1 2 3 4 5
9. Nervous 1 2 3 4 5
10. Guilty 1 2 3 4 5
11. Energetic 1 2 3 4 5
12. Scared 1 2 3 4 5
13. Calm 1 2 3 4 5
14. Miserable 1 2 3 4 5
15. Jittery 1 2 3 4 5
16. Cheerful 1 2 3 4 5
17. Active 1 2 3 4 5
18. Proud 1 2 3 4 5
19. Afraid 1 2 3 4 5
20. Joyful 1 2 3 4 5
21. Lonely 1 2 3 4 5
22. Mad 1 2 3 4 5
23. Disgusted 1 2 3 4 5
24. Delighted 1 2 3 4 5
25. Blue 1 2 3 4 5
26. Gloomy 1 2 3 4 5
27. Lively 1 2 3 4 5
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Appendix D: Institutional Review Board Approval

M ACHIEER
ACH Box #2456
FWAS 00000877
IEE 00001642
TIT.TGT 4273

chiﬁ‘:ﬂ'éHthspitaI;

Jamuary 06, 2014

Tiffany Chenneville, PhD
140 Tth Ave. South, DAV 258
5t. Petersburg FL 33701

Dear Dr. Chenneville,

Your new protocol entitled, “Health-Eelated Quality of Life and Positive Mental
Health Indicators m ¥outh with Human Immmnodeficiency Vims (HIV ~ IRB#
13-0668, Ref¥ 108921 was approved under the expedited review process pending
administrative changes. Those changes have been received, reviewed and found
to be appropriate. This will be reported at the 02/12/2014 meesting of the JHM
ACH Institutional Review Board. This protocol meets the criteria 45 CFR. 46.404,
research not mvolving greater than minimal risk. This protecel meets the criteria
for expedited review under research category 43 CFE 46.110 (b) (1) Category #7.

The mitial approval period 15 for a maximmm of one year. The IRB approval for
this protocol will expire on 1/5/72015. Please submuit your continuation request by
1%/5/2014 in order to avoid lapses in approval of your research and possible
suspension of subject entollment. If during the course of the study. there are any
changes or amendments, or you decide to terminate the study, please notify the
JHM ACH Institutional Feview Board.

As Ponecipal Investigator of this protocol, it 1s your respensibility to keep the
necessary documentation, and not add firther responsibility to the role of nurses,
pharmacists or other healthcare providers not directly mvelved with this study.
Per Hospital Admmistrative Policy No. 014-0024-9581-000-A Research
Administraiive Review Process, your protocoel must receive administrative
approval prior to commencing the study. For admmistrative review questions,
please contact the Department of Research Admmistration at (727) 767-4813.
Thank you for your participation in the JHM ACH Institutional Review Board
process. If you have any questions, please contact the office of the JHM ACH
Institational Feview Board at (727) 767-4275.

Sincerely,
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UM«M

Slgnatnreanﬂmdh}r?ﬂm Jorgensen on 01/06/2014 03:06:59 PM EST

E. Verena Jorgensen, M.D.
Cham, JHM ACH IEB

EVIse
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JEHM ACH [RB
ACH How #9490
FW AN O0D0NSTT
[RE# 00001642
1277674275

Chiﬂéﬂ§hnﬁpﬁﬂ‘

January 29, 2014

Tiffany Chenneville, PhD
140 7th Ave. South, DAV 258
St Petersburg FL 33701

Dear Dr, Chenneville,

Your change in procedure for the protocol entitled “Health-Related Quality of Life
and Pasitive Mental Health Indicators in Youth with Human Immunodeficiency
WVirus (HIV)” IRB# 13-0668, Ref¥ 109123 was approved under expedited review.
This will be reported at JHM ACH Institutional Review Board meeting on
N3/12/2014. This change in procedure includes the request o increase the
participants’ age range from 13-17 years old to 13-18 years old. A revised
recruitment flyer has also been submitted. This change in procedure also includes
the addition of the ACH satellite clinic in Lakeland as one of the recruitment sites.
This action fits the criteria for expedited review under research category 45 CFR
46,110 (b)(2).

As Principal Investigator of this protocol, it i your responsibility to keep the
necessary documentation, and not add further responsibility to the role of nurses,
pharmacists, or other health care providers not directly involved with this study.

Thank you for your participation in research at All Children’s Hospital. If you have
any questions, please contact the JTHM ACH TRB office at (727) 7T67-4275.

Sincerely,
Dy Bt

Signature applied by Dawn A, Bruton on 017302014 08:16:03 AM EST
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JTHM ACH IRR
ACH Boa $5945945
FW AL DOOCOSTT
IREHS (HHHH p2.
T2ILIETALTS

cl‘iﬂ!‘éﬂ% hospi aLi

April 16, 2014

Tiffany Chenneville, PhD
140 7th Ave. South, DAV 258

St. Petersburg FL 33701
Diear Dr. Chenneville,

Your change in procedure for the protocol entitled “Health-Related Quality of Life
and Positive Mental Health Indicators m Youth with Human Immunodeficiency
Virus (HIV)" IRB# 13-0668, Ref# 109339 was approved under expedited review.
This will be reported at THM ACH Institutional Review Board meeting on
0U5/14/2014. This change in procedure includes the addition of another study site.
Participants will also be recruited from the All Children's Hospital's satellite clinic
in Sarasota. This action fits the criteria for expedited review under research
catepory 45 CFR 46.110 (b)}(2).

As Principal Investigator of this protocol, it 15 your responsibility to keep the
necessary documentation, and not add further responsibility to the role of nurses,
pharmacists, or other health care providers not directly involved with this study.

Thank you for your participation in research at All Children’s Hospital, If you kave
any questions, please contact the THM ACH IRB office at (727) 7674275,

Sincerely,
. j}Q { KC{ -
Signature applied by Rhonda Cofield on 04/16/2014 10:52:03 AM EDT

Rhonda Cofield, LCSW
Member, JHM ACH IRB

RC:se
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JHM ACEH [RB
ACH Hox #5494
FW AN 0000877
[RB# 00001 642
T127.767.4275

¢hiﬂéﬂ§hﬂsﬂfﬂ‘

Jung 11, 2014

Tiffany Chenneville, PhD
140 Tth Ave. South, DAV 258
St. Petersburg FL 33701

Drear Dr. Chenneville,

Your change in procedure for the protoco] entitled “Health-Related Quality of Life
and Positive Mental Health Indicators in Youth with Human Immunodeficiency
Virus (HIV)" TRB# 13-0668, Ref# 109417 was approved under expedited review.
This will be reported at JHM ACH Institutional Review Board meeting on
N7/09/2014. This change in procedure includes the addition of The Dream Center
of Tampa Bay as a recruitment site for the healthy comparison sample. This action
fits the criteria for expedited review under research category 45 CFR 46.110 (h)(2).
As Principal Investigator af this protoeal, it is your responsibility 1o keep the
necessary documentation, and not add further responsibility to the role of nurses,
pharmacists, or other health care providers not directly involved with this study,

Thank you for vour participation in research at All Children’s Hospital. 11 you have
any questions, please contact the THM ACH TRB office at (T27) T67-4275.

Sincerely,
Signature applied by Verena Jorgensen on 06/11/2014 02:44:02 PM EDT
E. Verena Jorgensen, M.I)

Chair, JHM ACH IRB

EVI:se

111

www.manharaa.com
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ACH Beea F545%
Fid' Am ({577
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T AT 4T
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August 27, 2014

Tiffany Chenneville, PhD
140 Tth Ave, South, DAV 258

St Petershurg FL 33701
Dear De. Chenneville,

Your change in procedure for the protecol entitled “Health-Related Quality of Life
andl Positive Mental Health Indicaters in Youth with Human [ramunodeficiency
Virus (HIVY' IRBY 13-0008, Refd 10650627 was approved uder expedited review,
This will be reponted at JHM ACH Insttutionzl Review Board meeting on
0912014, This change m procedure mncludes an additional site being added w
recruil participants for the healthy cormparison group. The Upward Bound Program
at USF has agread 1o participate as a recruitiment site. Per current protocol, youth
who expressed mberest in the survey research will peed pacent consent in arder o
participatz, This action fits the criteria for expedited review under reseanch
category 45 CFR 46,110 (h)(2).

As Principal Investigator of this protocol, it & vour responsibilily 1o keep the
necessary documentation, and not add further respomsdbility w the role of nurses,
pharmacias, of other health care proveders notl dieectly mvolved with this study,

Thank you for vour participation in research at All Childzen's Hospital. [T you bave
any questions, please contact the THM ACH IRB office at (727) 767-4275.

Sincerely,
S'Lgnaljm: applied by Verena Jorgensen on 08272014 01:35:06 PM EDT
E. Werena Jorgensen, M.D.

Chuair, THM ACH TRB

EV]se
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JHM ACH IRE

ACH Bea o505 i
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Movember 19, 2014

Tiffany Cheanevills, Ph)
140 Tth Ave. South, DAY 258
St Petershurg FL 33701

[ear [r, Chennevalle,

Your renewi] fior the protoel entitled “Health-Related Quality of Lile and
Fositive Mental Health Indlicators in Youth with Humen Imemunodeficiency Wirus
(HIV)™ IRB 13-(6K, Reft 109763 was approved and will be reported at the
JHM ACH Inststutioral Beview Boand af e 120000004 meetmg.  This protocal
wits deterrmmed oo meet the crteri 45 CFR 46,404, research nol involving greater
than minirmal risk, This action fits the critema B expedited revies umiber research

category 45 CFR 46,110 (hi(1).

The IRB spproval for this protocel will expre on 117182015, Mlease submit your
contmuation request by 10/19/2015 m order to avoid lapses i approval of your
reseanch ard possible suspenswon of subpect enraflment. I during the courss of
Lhe study, there are any changes or armendments, or vou decide 1o terminate the
study, please nolify the JHM ACH Institutonal Review Boand

Ak Principal Investigator of this prodoonsl, 1t s your resporsabality to keep the
mecessary documentation, and not add lurther resporsability o the role of nurses,
pharmacists, or other health cane providers ool directly mvolved with this stwdy,

If you have any questions, please contact JHM ACH IRE alfTiee (727) THT-4275,

Smoerely,
Signature applied by Verena Jorgensen on 11/19/2014 03:44:20 PM EST

E. Verera Jorgensen, M.DD,
Chair, JHM ACH IRE

[ R
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Appendix E: Study Information for Healthcare Team

Dear Dr. ,

This letter provides information about a study that will be conducted at the pediatric HIV clinics
at All Children’s Hospital and USF Children’s Medical Services. This research study intends to
examine the health-related quality of life and positive mental health indicators (e.g., life
satisfaction, positive emotions, and social-emotional strengths) in youth diagnosed with Human
Immunodeficiency Virus (HIV) in comparison with healthy youth.

The Principal Investigator of this study is Dr. Tiffany Chenneville and the Co-Investigator is Sim
Yin Tan, a doctoral candidate at USF School Psychology Program. The study is Sim Yin Tan’s
dissertation project. Other graduate students of the program will also be assisting in this research
study.

We hope to include approximately 100 youth between 13-18 years of age (50 who are diagnosed
with HIV and 50 who are healthy comparisons). Youth will be asked to complete a brief
demographic questionnaire and a packet of self-report measures. The completion of the self-
report measures should take anywhere between 30-45 minutes. Youth who complete the study
will receive a $10 gift card.

As part of the recruitment process, we would like for you to help us identify potential
participants who meet the inclusion criteria and approach the eligible participants during their
regularly scheduled clinic appointments. The inclusionary and exclusionary criteria for youth
with HIV are as follows:

e Adolescents between 13-18 years old, who have been diagnosed with HIV and have been
aware of their HIV diagnosis for at least 6 months

e Those whom English is not their primary language will be excluded from the study
because all the self-report measures included in the proposed study are written in English

If eligible participants indicate interest in the study, they will be directed to the Co-Investigator
or a graduate research assistant, who will be waiting at the clinic. A detailed explanation of the
study will be provided to the youth, both in writing and in person. They will be asked to sign the
assent form, complete the demographic questionnaire, and self-report measures.

Further information about the study and recruitment process will be shared and discussed with
the healthcare team during one of the weekly departmental meetings. In the meantime, if you
have questions about this research study, please contact Dr. Tiffany Chenneville at 727-873-
4585.

Thank you for your support in this study and we look forward to working with you.
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Appendix F: Letter to Participants and Participant Assent (HIV Sample)

i JOHNS HOPKING Principal Investigator: Tiffamy Chenneville, Ph D,

Approved: January 29, 2014

RESEARCH ASSENT FORM

Protocol Title : Health Felated Cruality of Life and Positive Mental Health Indicators in
Youth with Human Immmmodeficiency Vs (HIV)

Application No.: 13-0668
Principal Investigator: Tiffany Chemneville, FhD.

Date:

We want to tell yvou about a research study we are domgz. A research study 1s a way to leam
mfcmmation about something. We would like to find out more about the thoughts and feelings of
teanapers mfected with HIV related to their health and life in general. We also want to see 1f the
thoughts and feelings of teenagers mfected with HIWV are the same or different from the thoughts
and feshngs of teenagers without HIV. You are being asked to joumn the study because you are a
teenager between the ages of 13-17 vears old who has been diagnosed with HIV and has been
aware of vour diagnosis for at least 6 months.

If vou agree to join thes study, vou will be asked to complete a set of paper-and-pencil
questionnaire. The questionnaires will ask vou about your thoughts and feelings. It wall tzke no
more than 45 punutes to complete the queshonnare. Y owr responses will be kept private. To the
best of our knowledge, vour participation m this study will not ot vou. However, 1f some of the
questons cause you to feel uneasy about vowrself, please talk to ws so we can find ways to help
vou feel better.

We do not know 1f vou will be helped by being in this study. Your responses wall help increasa
our knowledge of difficultes frequently encountered by teenagers with HIV and help us
understand the strengths that you have to cope with these difficulies. We need to learn more
about the thoughts and feelings of teenapgers mfected with HIV so0 we can help them to be
successful in school and 1o life. We may leam something that wall help others teenapers with
HIV some day. As part of your paricipation, you will recerve a 510 gft card for completmg all
the questionnaires.

You do not have to jom this study. It 15 up to you. You can say okay now, and you can change
vour mund later. All vou have to do 15 tell us. Mo one will be mad at vou if vou change your
nund

Before vou say yes to being m this study, we wnll answer any queshons you have.

If vou want o be 1n this study, please sign your name. You wall get a copy of this fonm to keep

for yourself
(S1gm your name here) (Date)
Page 1 of 1
Aszent Form March 2004, Version 2
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Appendix G: Letter to Participants and Participant Consent (HIV Sample)

Diate: Jamuary 29, 20014
Principal Investizator: Tiffany Chenneville, Ph T
Application Mo.: 1306568

Patices [ D plite

RESEARCH PARTICIPANT INFORMED CONSENT AND PRIVACY
AUTHORIZATION FORM

Protocol Title : Health Folated Cruality of Life and Positive Mental Health Indicators in Yeouth with Human
Innmminodeficiency WVorus (HIV)
Healthy Participants
Application No. : 13-D568

Principal Imvestigator: Tiffany Chennesalle Ph D
Deparimsent of Psyehology, University of South Flonda 5t Petersbarg
140 Seventh Avenue South, Davis Hall 117
5t. Petersbumg, Florida 33701
Phone: T27-873-4585 Fax: T27-B73-4526

1. What vou should know about this study:
# You are bemng asked to join a research study.

Please read 1t carefiilly and take as much fime a5 you nead.

Pleaze ask questions at any time about anyvihing vou do not understand .

Ask vour stedy doctor or the study team to explam any words or mmformahon m this mformed

consent that you do not understand.

& Youare 3 vohmtesr. If you join the study, vou can change your rumd lafer. You can decide not to
take part or vou can quit at any tme. There wall be no penalty or loss of benefits if vou decide fo quat
the study.

& Dhng the stody, we will tell you of we learn any new mfommation that maght affect whether vou
wish fo contioue to be 1n the stady.

» When Johns Hopkins 15 uwsed in thas consent form, 1f inchides The Johns Hopkins University, The
Johns Hopkms Hosptal, Jobns Hoplans Bavwew Medical Center, Howard County General Hospatal,
Johns Hopkms Commumrty Physicians, Subwban Hospatal, Sibley Memonal Hosprial and Al
Children’s Hospital

# The Johns Hopkins School of Mediomme Inshihuhional Review Board (IEB) sometimes reviews stodies
that are conducted at other inshtufions. These other msttufions are solely responsible for conducting
the study safely and according to the protocol that the Tohns Hopkins IRB has approved. Information
about bow to contact the mvestigator af the institaton that 1= responsble for the study 15 meloded 1
this form. When another mstitufion 15 conducting the study, the word “we™ 1 thes consent form may
mehde both Johns Hoplans and the parbcipabng mstriohon.

Page | ol S
Cromsbinad Infiwmed Cosem A athoriossn Oclolber 2003 ¥Weenion 14
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Diate: Jamary 29, 2014

& JOHNS HOPRING Principal Investigator: Tiffany Chenneville. PhD.

Application Me.: 130658

Approved: January 29, 2014

2.

Why is this research being done?

Thus research 1s bemg done to examime the health-related quality of hife and positive mental health
mdicators (e.g., hife sahisfachon, posiirve emotions, and social-emotional strengths) i youth wath
chronic health conditions m companson with healthy teenagers.

People with no known chronie health condibions between the ages of 13-18 vears old may jom.

How many people will be in this study?
Approxamately 100 vouth betwean 13-18 years of age (30 who are diapnosed with a clvomic health
condibion and 50 who are bealthy compansons) will parbempate in ths study.

What will happen if you join this study?
If vou agree to be m this study, we will ask vou to do the followmg things:

You will be asked to complete a set of paper-and-pencil questionnaires. The questiommarres will azk
about vour perception of your phyzical health fimchomng and your feelings about voursakves.

How long will vou be in the stndy?
You will be i this study for o longer than 45 mamites.

What are the risks or discomforts of the study?

There are pumomal nizks to you for parbicipating in thas research. You may zet tired or bored when we are
asking vou questions. You may find it timng or bormg 1f you are asked fo complete queshormaires. You
do pot have to answer any question vou do not want to answer. If vou expeniences discomfort when
completing the questionmamres, participation may be fermmnated and a system wall be m place if followe-
up or a debnefing session 15 needed.

Are there benefits to being in the study?
There 15 po drect benefit to you from being m this study. If vou take part in thas study, vou may help
others 1 the firhure.

What are your options if vou do not want to be in the study?
You do pot have to jom thiz stedy. If vou do pot join, vour care and services at the commmmity center or

Will it cost you anything to be in this study?
Mo,

Will you be paid if you join this study?

You will be recering a $10 gift card for completing the study. Only those who complete the study wall
receive the $10 gift card

Can you leave the study early”

# TYes. You can leave the study at any timse.

& Leaving this study eardy will not stop vou from getting regular care and services at the comommity
center of chmic.

Fage 2605

Crambined lfarmed Comsal Aahoriosen Ol 2003 Yasion 14
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P — Date: Famary 29, 2014
& JOHNS HOPRIMNS Principal Investigaior: Tifany Chenneville, Ph D).
e, Application Wo.: 130658

Approwved: January 29, 2014

» If vou leave the study early, All Cluldren’s Hospital Jobns Hoplons Medicine or the University of
South Flonda may use or give out your health information that it already has, 1if the mformation 1=
needed for this study or any follow-up actvibies.

10. 'Why might we take you out of the study early?
We mught take vou out of the study 1f:
Staying in the stedy would be harmful
You need treatment not allowed m the study.
You fail to follow mnstuctions,
There may be other reasons to take you out of the study that we do not knowr at thas tme.
If vou are taken out of the stady eardy, All Children’s Hospatal Jolns Hopkms or the University of
South Flonda may use or give out your health information that it already has if the information 1s
needed for this study or any follow-up activities.

11. How will your privacy be protected?
We have mles to protect information about vou. Federal and state laws and the federal medical Provacy
Bule also protect your privacy. By sigmng this form you provide vowr permmssion, called your
“authonzation,” for the use and disclosure of mfommation protected by the Prvacy Rule.

The esearch team workms on the study wall collect mformation about vou, Thas mcludes things leamed
from the procedures described in this consent form. They muay also collect other information mcluding
vour name, address, date of birth, and mformation from vour medical records. This could melhude
mfommztion about HIV and genetic testing, or treatment for drug or alechsl abuse or mental bealth
problems,

The research team will knowr vour identity and that you are m the research study. Other people at Johns
Hoplans, particularly your doctors, may also see or gve out your informaton. We make this information
available to your doctors for vour safety. If you think this study maght affect vour climcal care, please

People cutside of Johns Hopkms may need to see or recemve your informaton for thas study. Examples
mclnde government agencies (such as the Food and Doz Adommstation), safety meomitors, other sites m
the study and compames that sponsor the stady.

We cannot do this study without your authonzation to use and give out your mformaton. You do not
have to grve us this authonzation. If vou do not, then vou may not join thes study.

We will use and disclose yvour informaton only as desenbed m thys form and m our Notice of Prvacy
Practices; however, people outside Johns Hopkins who recerve your information may not be covered by
this promase or by the federal Provacy Bule. We fry to make sure that everyone who needs to see yvour
mformmation keeps it confidential — but we cannot guarantes that yow mformaton will not be re-
disclosad.

The wse and disclosure of your information has no fime hmt. You may revoke (cancel) your permission
to use and disclose your information at any time by notifying the Pnnopal Investigator of this study by
phone or in wntng. If vou contact the Prnecipal Investizator by phone, vou must follow-up wath a
wiitten request that includes the study mmmber and vour contact nformation. The Prmeipal
Investigator's mame, address, phone and fax mformation are on page one of this consent form.

Faje Jol S
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R Ty Diate: Jamary 29, 2014
g JOINS HOPKING Principal Envestizator: Tiffany Chenneville PhD.

Apgilication Na - 130663
Approwed: January 29, 2014

If vou do cancel vour authonzation to wse and disclose your informaton, your part in thas study wall end
and no further information abouat vou will be collected. Your revocation (cancellation) would not affect

mfommzhon already collected 1o the study, or nformation we disclosed before you wrote to the Prneipal
Inveshgator to cancel vour authonzation,

Wour privacy and research records will be kept confidenhial to the extent of the law. Authonzed research
personne] from University of South Florida and the Johns Hopkins All Children’s Hospital Institufional
Beview Board may inspect records from thas research study but vour responses will not be shared wath
anyone else. Your specific esponses will be assipned a code oumber to protect the confidentiality of hus
or ber responses. Only the Primary Inveshgator, and authonzed research personnel will have access to
all records linking code mumbers to participants’ names and all mformation gathered dunmg this shody.
All records and mformation will be sequred 1o a locked file cabinet and wnll be destroyed m five years.

12. What other things should you know about this research study?
a. What iz the Inztitutional Beview Board (IEB) and how does 1t pru«ttct yous
The Johns Hopkins Medicine IRE 15 made up of:
Doctors
Marses
Etlursis
Mon-scentists
and people from the local comrmamty.

The IRE reviews human research studies. It protects the nghts and welfare of the people taking
part in those studies. Y ou may confact the IREB if you have questions about vour nghts as a
participant or if you think vou have not been treated farly. The IRB office number 15 727-T67-
4275, You may also call this mmmber for other questions, concems or complaints about the
research.

b. What do you do if you have questions about the study?
Call the principal mvestigator, D, Tiffrq Chenmenville at 727-873-4585. If vou wish, vou may
contact the principal mveshigator by letter or fax. The address and fox are on page one of this consent
form. If vou cannot reach the principal mvestigator or wish to talk to someone else, call the IRE
office at TX7-T67-4275.

¢. What happens to Data that are collected in the study?
Jobns Hopkins and our research partners work to understand and cure diseases. The data you
provide are mmportant to this effort

If vou decide to join thas study, you should vnderstand that you will not own yvour data, and should
researchers use them to create a pew product or 1dea, you will not benefit financially.

The information from this study will be used to meorease owr understanding of bow percephions of
cquality of hife and social-emofional well-being are simmlar or different between youth who have HIV
1dentify you or your individual responses.

Fagedol S
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Approved: January 29 2014

13.  What does your signature on this consent form mean?
Your signature on this formn means that:
» you understand the mformation given to vou n thes form
#  you accept the provisions m the form
#*  you agree to jom the study
You will pot grve up any legal nghts by sipmng this consent form.

WE WILL GIVE YOU A COPY OF THIS SIGNED AND DATED CONSENT FORM

Siznarure of Participant (Print Name) Date Time

Signatare of Person Obfining Consent (Print Mame) DiarteTime

NOTE: A COFY OF THE SIGNED, DATED CONSENT FOEM MUST BE EEFT BY THE FREINCIFAL INNGESTICATOR;
A COPY MUST BE GIVEN TO THE FARTICTPANT; AND A COFY MUST BE PLACED IN THE PARTICTPANT'S
MEDICAL RECORD.

ONLY CONSENT POEMS THAT INCLUDE THE JOHNS HOFEINS MEDICINE LOGO CAN BE USED TO OBTAIN
THE CONSENT OF RESEARCH FARTICTPANTS. IF THIS CONSENT FORM DDOES NOT HAVE A JOHNS HOPEINS
MEDICINE OG0, O NOT USE IT TO OBTAIN THE CONSENT OF BESEARCH PARTICTPANTS.

Page 5ol S
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Appendix H: Recruitment Flyer (Community-Based Sample)

YOUTH PARTICIPANTS
NEEDED FOR A RESEARCH

SURVEY!

The goal of this research is to understand
how youth think and feel about their
health and life in general.

WA

You may be able to parlicipate in this research if
you:

» Are between 13-18 years old

» Hawve no known chronic health conditions

You will be asked to complete paper-and-pencil | & JUHNS HOPKINS
questionnaires that will fake no longer than 45

minutes. You will receive a $10 gift card for your

participation. Parent consent is required, if you

are below 18 yvears old.

715-529-5802
715-529-5802
715-529-5802
715-529-5802
T15-52%-5802
715-529-5802
715-529-5802

Youth Survey Research

Youth Survey Research
715-529-5802

Youth Survey Research

Youth Survey Research

Youth Survey Research

Youth Survey Research

Youth Survey Research

Youth Survey Research

Youth Survey Research
715-529-5802
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Appendix I: Parent Consent Letter (Community-Based Sample)

Diate: Jammary 19, 2014
Principal Investizator: Tiffany Chenneville, Ph T
Application No.: 130668

‘ JOHNS HOPRINS

Approwed: January 29, 2014

PARENT INFORMED CONSENT AND PRIVACY
AUTHORIZATION FORM

Protocol Title : Health-Felated Quality of Life and Positive Mental Health Indicators in Youth with Human
Inrmmodeficiency Virns (HIV)

Application No. - 13-0668

Principal Investigator: Tiffany Chenneville PhD.
Depanmsent of Pryehology, University of South Flonda 5t Petershurg
140 Seventh Avenue South, Davis Hall 117
St Petersburg, Flonda 33701
Phone: T27-873-4585 Fax: T27-B73-4526

1.  What you should know about this study:

+ You are bamg asked to allow your child to join a ressarch shedy.

This comsent form explams the research study and your child’s part in the shedy.

Pleasa read 1t carefully and take 2= mmch fime 2= vou nead.

Please a=k questions at any tme about anything vou do not understand

A=k vour study doctor or the study team to explam any words or iInformation m this informed

consent that vou do not undarstand.

*  Joommye this study 15 vohmiary. If vou allow your chald to join the study, you can change your mind
later. You can decide not to allow vour child to tzke part at any tinse. There will be o penalty or loss
of benefits if you decide not to allow your cluld fo contioue the stedy.

+ When Johns Hopkins 15 uwsed in this consent form, 1f includes The Johns Hopkins University, The
Jobns Hoplons Hospatal, Johns Hopkins Bayview Medical Center, Howard County General Hospatal,
Children s Hospital.

# The Johns Hopkins School of Medione All Children’s Hospital Institufional Review Board (IRB)
sometmes reviews studies that are conducted at other mshiuiions. These other mstitufions ame solaly
responsible for conducting the study safely and according to the protoco] that the Johns Hoplans IRB
has approved. Informahon about bow to confact the mvestigator at the mstituhion that 15 mesponsible
for the study 15 ncluded m thas form When another mstitufion 15 conducting the study, the word
“we” 1 this consent form may inchode both Johns Hopkins and the parficipating instriution.

|

Why is this research being done?
Ths consent form provides mformation about a stedy that will be conducted at a cormmmumaty center or a
chime where vour child recerves care. The study mmtends to examine the bealth-related quality of hife and

Fage L ol5
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l JOHNS HOPRIMNS Principal Investigator: Tiffany Chenneville, Ph.D.

Apglication No.: 13-0658

Approved: January 29, 2014

posifve mentzl health indieators (e g, hife sabsfachon, posiiive emotions, and socal-emohonal
strength=) i vouth with chrome health condiions 1n companson with healthy teenagers.

Your child 15 being azked to parheipate because he or she 15 a physically healthy maadual.

How many children will be in this study?
Approsamately 100 vouth between 13-18 vears of age (30 who are dizpnosed with a chronic health
condrbon and 30 who are healthy compansons) will parficipate m this study.

What will happen if you allow your child to join this study?
If vou agree to allow m:h:ldtul:em&:ssiuijr wem]laskynuma]lﬂw_wmdnldtn do the
followng things:

YWour chuld wnll be azked to complete a s=t of paper-and-pencil questiormaires. The queshonnaires wall
ask about vour chald’s percephion of thewr phosical health fuinctiomme and therr feabmgs about
themselves.

How long will your child be in the study?

It 15 eshmated that the parbicipation m this study will take no longer than 45 minutes. We will personally
admimster the queshiormames mdividually or mn small groups at a tme that 15 meost comrement for vou
and your child.

VWhat are the risks or discomforts of the study?

There are pummal nisks to your cluld for participating m this research. YVowr chuld may get tred or bored
when we are asking berhim questions. Yow child may find if trmg or bonng if s'he 15 asked to
complete questionnaires. Y our child does not have to answer any question s'he does not want to answer.
If vour cluld expenences discomfort when completing the questonnaires, participation may be
terounated and a system wall be in place if follow-up or a debnefing session 15 needed.

Are there benefits to vour child from being in the sdy”
I'hare:smdmactbmaﬁttnynm’dﬂldﬁnmhmngmﬂm study. ]fjrnmdnldhkﬁparrmﬂmsmd\r
vour child may belp others in the firhore.

What are vour options if vou do not want your child to be in the stady?

Your decision to allow your chuld to parbeipate in this ressareh study 15 completely vohmtary. You are
free to allow your cluld to parberpate m this research study or to withdraw him or her at any time. You
do not have to allow your child to jom this stedy. If your chuld does not take part 1o the study, vour
chuld’s care af the commurity center or chmie will not be affacted.

Will it cost you anything to allow your child to be in this stady?
Hao.

Will you or vour child be paid if vou allow your child to join this stady?

Your child will be receiving a $10 gift card for completing the study. Only those who complete the
study will recerve the $10 gift card

Page 2ol 5
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Diate: Fameary 149, 2014
Investizator: Tiffany Chennevills, PhDD.

& JOHNS HOPKINS Primcipal
SR Application No.: 130658
Approved: January 29, 2014

9.

10.

11.

Can your child leave the smdy early?

& Yes. Your chuld can leave the study at any tme.

# Leaving this study eardy will not stop your child from gettimg repular medieal care.

& I vour chold leaves the study early, All Cloldren’s Hospital Johns Hopkins Medicme or the
Unmversity of South Flonda may use ar grve out vour child’s health mformation that it alveady has, of
the information 15 needed for this study or any follow-up actnahes

Why might we take your child out of the study early?

Your chuld mav be taken out of the study 1f:

= Stayvimg in the study would be harmfil.

Your child needs treatment not allowed m the study.

¥ou or vour cluld fails to follow mstruchons.

There may be other reasons to take your chald out of the study that we do not know at this time.

If vour chold 15 taken cut of the study early, All Cluldven’s Hospatal Jobns Hopkine or the Unmversity
of South Flonda may use or gve out vour child’s health imformation that 1t already has if the
mfommation 15 needed for this study or any follow-up actvities.

How will your child’s privacy be protected?
“'Ehm'emlﬁtnpm:tmﬁnrmaumabmﬂwmchﬂd. Federal and state laws and the federal medical

Privacy Baule also protect your chuld’s privacy. By sizmng thas form vou provide your permission,
called vour “authorization,” for the use and disclosure of mformation protected by the Prvacy Eule.

The research team workmg on the study will collect information about vour child. This includes things
learned from the procedures described in this consent form. They may also collect other iInformation
melnding yvour child’s name address, date of burth, and mformation from vour child’s medical records.
This could melede information about HIV and genefic testing, or treatment for drug or aleohol abuse or
mental health problems.

The research team will know vour child’s identity and that vour chald 15 m the research study. Other
people at Johns Hopkins, parficular]ly your doctors, may also see or grve out yvour chald's information.
We make this information available to your chuld’s doctors for your cluld’s safiety. If you think fhas
study mught affect your cluld's climcal care, please infiorm your chald’s doctor.

People cutside of Johns Hopkms may need to see or recerve your cluld’s information for fhus study.
Examples mehde povernment agencies {such as the Food and Dimg Admim stration), safefy monitors,
other sites in the study and compames that sponsor the study.

We cannot do this stedy without vour authenzation to use and give out your culd’s mformaton. You
do not have to grve us this authonzation. If you do not, then you may not jomn thas study.

We wall use and disclose vour child's information only as desemibed in thes form and 1n cur Motice of
Privacy Practices; however, people outside Jobns Hoplons who recerve your chuld’s information may not
be coverad by this promise or by the federal Pravacy BEule. We try to make sure that evervone who
needs to see your chuld’s information keeps 1t confidenfial — but we cannot puarantes that your

T
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The use and disclosure of your child's information has no tome limt. You mmay revoke {(cancel) your
permussion to use and disclose vour child’s mformaton at any time by notfying the Primerpal
Investigator of thys study by phone or m wnting. If you contact the Prnneipal Investgator by phone, you
must follow-up with a wmitten request that melndes the study mumber and youwr contact information. The
Prncipal Investigator's name. address, phone and fax information are on page one of this consent fornn,

If vou do cancel your authonzahion to use and disclose your chuld’s informaton, vour cluld s part mn thas
study will end and no finther mformation about your chuld will be collected. Your revocation
(cancellation) would not affect information already collected m the study, or mformation we disclosed
before vou wrote to the Prnerpal Inveshizator to cancel vour authonzation.

Your child’s privacy and research records will be kept confidential to the extent of the lawr. Authonzed
research personnel from University of South Flonda and the Jobns Hoplans All Cldren’s Heospatal
Institutional Review Board may inspect records from this research study but your chuld’s responses wall
not be shared with anyone else. Your chald's specific responses will be assigned a code number to
protect the confidentality of lns or her responses. Only the Primary Imvestizator, and authonzed
ressarch personnel wall have access to all records inkmg code numbsers to parbeipants” names and all
mformation gathered dunng thas study. All records and mformation will be secured 1 a locked file
cabinet and wnll be destroved m five vears.

12, What other things should you kmow about this research study?
3. What iz the Institutional Review Board (IRE) and how does it protect you?
The Johns Hopkins Medicine A1l Children’s Hespital IRB is made up of:
+ Doctors
Murses
Ethucists
Mon-scienfists
and peopls from the local commmumity.

The IEEB reviews oman research studies. It protects the nghts and welfare of the people taking part
m those stedies. You may contact the IRB 1f vou have questions about your cluld's nghis a= a
participant or if you think vou or your child have not been treated fandy. The IRB office mummber 15
T27-767-4275. You may also call this mumber for other questions, concemns or complaints about the
research.

b. What do you do if vou have questions about the study?
Call the principal mvestigator, Dr. Tijfftony Chenneville at 727-873-4585. If you wish, vou may
contact the prineipal mveshgator by letter or fax. The addresz and fax are on page one of this consent
formn. If vou canmot reach the principal iveshzator or wish to talk to someone else, call the JRB
office at T27-T67-4275.

c. What happens to Diata that are collected i the stady?
Jobn= Hopkms and our research pariners work to understand and cure diseazes. The datz vou
provide are mmportant to thas effort.
If vou allow vour child to jom this stedy, vou should understand that vouyour child will not oem
your child’s data, and should researchers use them to create a new product or 1dea, you'your child
will not benefit financially.

Page 4ol 5
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The information from this study will be used to mmerease our understanding of bow perceptions of
quality of hife and social-emotional well-being are simmlar or different between youth who are
healthy and those who are not healthy. The aggregated group results of this study wall be reported
that will identfy your child or vour child’s mdividual responses.

13, Assent Statement
Ths research study has been explamed to nry child m ooy presence mn lanpuage oy chald can understand.
He/she kas been encouwraged to ask queshons about the study now and at any fime m the firhare.

14. What does your signature on this consent form mean?
Your signature on this form means that:
#  vyou undersiand the mformation given to vou 1o thes form
= vyou accept the provisions m the form
= vyou agree to allow your chald to jom the stady
You and your cluld wall not give uwp any legal nghts by sigmng this consent form.

WE WILL GIVE YOU A COPY OF THIS SIGNED AND DATED CONSENT FORM

Signabore of Parent (Print Mame) Diate Time

Signabare of Person Obtaining Conset [Print Mamne) Diarte: Time

NOTE: A COPY OF THE SIGNED, DATED CONSENT FOEM MUST EE KEFT BY THE PRINCIFAL
INVESTIGATOR; A COFY MUST EE GIVEN TO THE PARTICTPANT ; AND A COFY MUST BE FLACED IN
THE PARTICTIFPANT"S MEDICATL RECORD.

ONLY CONSENT FOEMS THAT INCLUDE THE JOHNS HOPEINS MEDICINE LOGO CAN BE USED TO
OBTAIN THE CONSENT OF RESEARCH PARTICTPANTS. IF THIS CONSENT FORM DOES NOT HAVE A

JOHNS HOPEINS MEDICTNE LOGO, WD NOT USE IT TO OBTAIN THE CONSENT OF EESEARCH
PARTICTPANTS.

Page 5ol 5
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Appendix J: Letter to Participants and Participant Assent (Community-Based Sample)

Date; Japnary 4, 2014
Principal Investigator: Tiffany Chermesille, Ph D,
Application Mo 13-0568

Approved: Janpuary 29, 2014

RESEARCH ASSENT FORM
Protocol Title: Health-Related Cuality of Life and Positive Mental Health Indicators in Youth
with Human Invmimodeficiency Virns (HIV)
Healthy Teenager
Application No.: 13-06568
Principal Investigator: Tiffany Chermeville PhD.

Date:

We want to tell vou about 2 research study we are domg. A research study 15 a2 way to learn
information about something. We wonld hke to find out more about teenagers’ thoughts and
fealings related to thewr health and hfe m general We also want to see if the thoughts and feehng=
who have a bealth conditon. You are being asked to join the research study becanse vou are
healthy teenager between the ages of 13-17 wears old.

If you agree to jom this study, vou will be asked to complete a set of paper-and-pencl
questionnaires. The questionnaires will ask vou about vour thoughts and feelmgs. It wall take no
more than 45 mumates to complete the questiormaires. Your responses will be kept private. You
will receive a §10 zift card for completing all the questionnaires.

To the best of our knowledge, vour participation i thes study will not bt vou. Howeever, if some
of the questions cause you to feel unezsy about vourself, please talk to us =0 we can find wavs to
halp vou fasl better.

We do pot know 1f vou will be belped by bemg i thas study. Y our responses will kelp merease our
knowledge of difficulties frequently encountered by teenagers (with or without a chrome health
condifion) and help us understand the strengths that feenapers have to cope with the difficulfies.
We need to learn more about the thoughts and fealing= of teenagzers so we can help them to be
successful m school and mn hife. We may leam something that will help other teenagers wath

You do not have to join ths study. It 15 up to vou. You can say okav now, and vou can change
your mind later All you have to do 15 tell us. No one wall be mad at you if you change your mand

Before you say ves to bemng in this study, we will answer any questions vou have.

If vou want to be m thi= study, please sizn vour name. You wall get a copy of thas form to keep for
yourself

Page 1 of 1
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Appendix K: Letter to Participants and Participant Consent (Community-Based Sample)

" Diate: famary 29, 2014
& 1|III II- Ih \'h) Principal Investizator: Tiffany Chenneville, PhD.
Application No.: 130658

Approved: Januwary 29, 2014

Paticnt L D ke

RESEARCH PARTICIPANT INFORMED CONSENT AND PRIVACY
AUTHORIZATION FORM

Protocol Title : Health-Related Cuality of Life and Positive Mantal Health Indicators in Youth with Human
Twminodsficiency Virus (HIV)
Healthy Participants
Application No._ : 13-0668

Principal Investigator: Tiffany Chennewlle Ph D.
Department of Psychalogy, University of South Florida St. Petersburg
140 Seventh Avenue South, Diavis Hall 117
5t. Petersbwrg, Flonda 33701
Phone: T27-8734585  Fax: T27-873-4526

1.  What yon should know about this study:
#+ Yom are beng asked to join a research study.

This consent form explams the research study and your part in the study.

Please read 1t carefully and take as mmch fime as you need.

Pleaze a=k questions at any tme about anything vou do not understand

A=k vour study doctor or the study team to explam any words or iInformation m this mfcrmed

conzent that you do not understand.

# Youare 3 volunteer., If vou join the study, vou can chanpe your mind later. You can decide not to
take part or you can quit at any ime. Thers wall be no penalty or loss of benafits if you decide to quit
the study.

«  Dhring the stady, we will tell you if we learm any new mformaton that nught affect whether vou
wish to confinue to be in the study.

# When Johns Hopkins i1s used in this consent form, 1t inchides The Johns Hopkins University, The
Johns Hopkms Hospatal, Tobns Hoplins Bayview Medical Center, Howard County General Hospital,
Johns Hopkms Commmumty Physicians. Suburban Hospatal, Sibley Memonal Hosprtal amd All
Chaldren’s Hospatal.

# The Johns Hopkins School of Medicine Insttufional Review Board (TRB) sometimes reviews studies
that are conducted at other mshtutions. These other m=titutions are solely responsible for conducting
the study safely and according to the protocol that the JTohns Hopkins IRB has approved. Information
about bow to contact the mvestigator at the instiabon that 15 responsible for the study 15 meluded In
thiz form. When another msttrhion 1= conduchimg the stady, the word “we™ m thes conzent form may
mehide both Johns Hoplans and the parbicipating imstifuhon
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Application Mo.; 1306468

Approved: January 29, 2014

2.

N

Why is this research being done?

Thes research 15 bemg domne to exammme the health-related quality of hfe and positive mental health
mécheators (e.z., hfe sahisfachon posifrve emetions, and social-emotonal strengths) n vouth with
chromic health conditions m companson with healthy teenagers.

People with no known choonic health condifions between the ages of 13-18 years old may jom.

How many people will be in this study?
Approxmately 100 vouth between 13-18 years of age (30 who ae diagnosed wath a clronic health

condition and 5 who are bealthy compansons) will parbicmate i this study.

What will happen if you join this stady?
If vou agree to be m this study, we will ask you to do the followmg things:

Wou will be azked fo complete a set of paper-and-pencil questionnaires. The questiommarres will ask
about vour perception of your physical health finctioning and your feelings about yourselres.

How longz will vou be in the study?
You will be in this study for no longer than 45 momrtes.

What are the risks or discomforts of the study?

There are pumimal risks to you for parficipating in ths research. You may get tired or bored when we are
asking you questions. You may find it tmng or bonng if you are asked fo complete questionnaires. You
do pot have to answer any question yvou do not want to answer. If vou expenences discomfort when
completing the questiommaires, participation may be termunated and 3 system will be m place 1ff followe-
up or a debriefing session 15 needed.

Are there benefits to being in the study?
There 1= po drect benefit to vou from being m this study. If vou take part in ths study, vou may help
others mn the fithore.

What are vour options if vou do not want to be in the study?
You do pot have to jom this stedy. I you do not join, your care and services at the commmumity center or

Will it cost you anything to be in this study?
HMo.

Will you be paid if vou join this study?

You will be receming 2 $10 @ft card for completing the study. Only those who complete the study wall
receive the $10 gift card

Can you leave the study early”

# Yes. You can leave the study at any time.

* Leaving thus study eardy will not stop vou from gethng regular care and services at the compmmity
center of chmie.
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&  Ifvou leave the study early, All Children’s Hospital Johns Hopkins Medicine or the University of
South Flonda may use or give out vour health information that 1t already has, 1f the mformation 1=
needed for this study or any follow-up activities.

10.  Why might we take vou out of the stundy early?
We mught take yvou ouf of the study 1f:
Staying in the study would be harmfl
You need treatment not allowed m the study.
You fail to follow mstruchons.
There may be other reasons to tzke you ouf of the study that we do not knowr at thes me.
If vou are taken out of the study early, All Children’s Hospital Johns Hopkms or the University of
South Flonda may use or give out vour health informaton that 1t already has if the information 15
needed for this study or any follow-up activities.

11. How will your privacy be protected?
We hawe rales to protect information about vou. Federal and state laws and the federal medical Prvacy
“authonzation,” for the use and disclosure of mformation protected by the Provacy Rale.

The esearch team working on the study will collect mformation about vou, This includes things leamed
from the procedures deseribed in thas consent form.  They may also collect other information meluding
your name, address, date of burth, and mformation from vour medical records. This could mehade
mformation about HIV and genetic testing, or treatment for drug or aleohol abuse or mental health
problens,

The research team will know vour 1dentity and that vou are m the research study. Cther people at Johns
Hoplans, partienlarly your doctors, mawy also see or grve out your informahon. We make this mformation
available to your doctors for vour safety. If vou thank this stedy nught affect vour chimeal care, please

People outside of Johns Hopkms may need to see or recerve vour information for this study. Examples
mchde govemment agencies (such as the Food and Diog Adowmmistration), safety monitors, other sites m

We cannot do this study without vour authonzation to use and give ouf your mformation. You do not

We wall use and disclose vour information only as desenbed 1n thes forme and m our Notee of Prvacy
Practices; however, people outside Johns Hopkins who receive your information may not be covered by
thi= promwse or by the federal Provacy Fule. We fry to make sure that everyvons who neads to see vour
mformation keeps it confidential — but we cammot guarantee that your mformation will not be re-
disclosed.

The wse and disclosure of your information has no tome byt YVou may revoke {(cancel) your permms=sion
touse and disclose your information at any time by notifiing the Poncpal Investgator of this study by
phone or mwntng. If vou contact the Poneipal Inveshgator by phone, you nouest follow-up wath a
written request that includes the study mumber and vour contact iInformaton. The Pnncipal
Inveshizator's name. address, phone and fax mformzhon are on page one of this consent form.

Page Jal' 5
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If vou do cancel vour authonzation to use and disclose your mformation, vour part mn thas study wall end
and no further information about vou will be collected. Your revocation (cancellation) would not affect

mformation already collected in the study, or iInformation we disclosed befiore you wrote to the Pnncpal
Investigator to cancel vour authonzation.

Your privacy and research records will be kept confidential to the extent of the law. Authonzed research
personne] from University of South Flonda and the Johns Hopkins All Chaldren’s Hospital Institutional
Eeview Board may inspect records from this research study but vour responses will not be shared wath
anvone else. Your specific responses will be assigned a code oumber to protect the confidentiality of Tus
or her responses. Only the Primary Investigator, and authonzed research personnel will have access to
all records hinkmg code pumbers to participants” names and all mformation gathered dunng this stody.
All records and information will be secured 1o a locked file cabinet and wall be destroyved m five years.

12. T'o'hat other things shounld you know about this research study?
. What iz the Institntional Review Board (IRB) and how does 1t pI‘ﬂ«ttH you'?
The Johns Hopkins Medicine IRE 1= made up of:

Doctors

Murses

Ethucists

Mon-scientists

and people from the local commmmity.

The IBB reviews lnmman research studies. It protects the nghis and welfare of the people taking
part in those studies. Y ou may contact the IRB if vou have questions about vour nghts as a
participant or if you think vou have not been treated fanly. The IRB office number 15 727-767-
4275, You may also call this pumber for other questions, concemns or complaints about the
research.

b. What do you do if vou have questions about the study?
Call the principal mvestigator, Dir. Tiffioy Chenneville at 727-373-4585. If you wish, vou may
contact the principal mvestigator by letter or fax. The address and fax are on page one of this consent
form. If vou cannot reach the principal investigator or wish to talk to someone else, call the IRB
office at T27-767-4275.

¢, What happens to Data that are collected in the study?
Johns Hopkins and owr research partners work to understand and cure diseases. The data you
provide are important to thes effort.

If vou decide fo join this study, you should understand that vou will not own your data, and should
researchers use them to create a new product or idea, you will not benefit financially.

The information from this study will be used to increase our understanding of how perceptions of
quality of hife mimalmlnﬂl—bangm simmilar or different betwresn youth who have HIWV
rdentify vou or your individual rﬁpmses_
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13.  What does vour signature on this consent form mean?
Your signatwe on this form means that:
# vouunderstand the mnformation given to vou 1n this form
#*  you accept the provisions in the form
#  you agree to jom the study

WE WILL GIVE YOU A COPY OF THIS SIGNED AND DATED CONSENT FOREM

Signature of Participant (Print Name) Date'Time

Signabore of Person Obtaining Consemnt (Prinf Mame) DiateTime

NOTE: A COPY OF THE SIGNED, DATED CONSENT FORM MUST BE EEFT BY THE PRINCIFAL INVESTIGATOR;
A COPY MUST BE GIVEN TO THE PARTICTPANT; AND A COFY MUST BE PLACED IN THE PARTICTPANT S
MEDICAL RECORD.

ONLY COMNSENT FOBMS THAT INCLUDE THE JOHNS HOPEINS MEDICINE LO(-0 CAN BE USED TO OBTAIN
THE CONSENT OF RESEARCH PARTICTPANTS. IF THIS CONSENT FOEAM DOES NOT HAVE A JOHNS HOPEINS
MEDICINE LOGO, N0 NOT USE IT TO OBTAIN THE CONSENT OF RESEARCH PARTICIPANTS.
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Appendix L: Supplemental Analyses
Multivariate Analyses of Variances (MANOVA)

Multivariate analyses were further conducted without the controlled variable (family
structure) to explore the effect of group differences only using one-way MANOVA. As indicated
in Table 12, there were no significant group differences in youth’s self-perception of health-
related quality of life and mental health outcomes, Wilk’s A=0.90, F(11,72)=0.72), p>.10. The
obtained value of n?=.09 indicated that approximately 9% of generalized variance in the sample
set of dependent variables was accounted for by group differences.

Table 12

MANOVA: Group Differences in the Dependent Variables

A F p Effect size (1)

Group .90 0.72 12 .09

Multiple Regression Analyses

Social-emotional predictors of physical functioning. Multiple regression analyses were
further conducted without the controlled variable (family structure) to explore the variances in
youth’s physical functioning explained by social-emotional strengths only. The linear
combination of social-emotional strengths accounted for 30% of the variance in the physical
functioning [F(4,37)=3.98, p<.05] of youth with HIV and 20% of the variance in the physical
functioning [F(4,37)=2.32, p<.10] of youth in the community-based sample. As indicated in
Table 13, empathy continues to explain the most unique variances (17%) in the physical
functioning of youth with HIV, even without the controlled variable. Similar to results reported
in Chapter Four, physical functioning scores for youth with HIV decreased by 0.79 point for

every 1-point increase in self-perception of empathy skills, when other variables were held
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constant.

Additionally, findings also revealed another significant social-emotional strengths
predictor (responsibility) of physical functioning for youth with HIV (t=1.81, p<.10) and
community-based sample (t=2.04), p<.05), when family structure was not controlled for. It is
interesting to note that the physical functioning scores for both group of youth increased by 0.52
point (youth with HIV) or 0.57 point (community-based sample) for every 1-point increase in
self-perception of responsibility skills, when other variables were held constant.

Table 13

Social-Emotional Strengths Predictors of Physical Functioning in Youth with HIV (Top Number)
and Community-Based Sample (In Parentheses)

Variable B SEB B sr? Tolerance
1. Empathy -0.79 0.27 -0.58** 0.17 0.49
(-0.20) (0.29) (-0.17) (0.01) (0.37)
2. Self-Regulation 0.13 0.28 0.09 0.004 0.51
(-0.14) (0.26) (-0.10) (0.006) (0.57)
3. Responsibility 0.52 0.29 0.37* 0.06 0.45
(0.57) (0.28) (0.44) (0.09) (0.46)
4. Social Competence 0.52 0.31 0.37 0.05 0.37
(0.31) (0.30) (0.26) (0.02) (0.38)

*p<.10 and **p<.01

Social-emotional predictors of subjective well-being. Multiple regression analyses
were further conducted without the controlled variable (family structure) to explore the variances
in youth’s subjective well-being explained by social-emotional strengths only. The linear
combination of social-emotional strengths accounted for 31% of the variance in the subjective
well-being [F(4,37)=4.18, p<.05] of youth with HIV. However, as shown in Table 14, none of
the social-emotional strengths factors were found to be a significant predictor of subjective well-
being in participants of the HIV group.

As for the group of community-based sample, the linear combination of social-emotional
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strengths factors accounted for 9% of the variance in their subjective well-being. However, this

regression model does not significantly predict the subjective well-being of participants in the

community-based sample [F(4,37)=0.96, p>.10] . Despite a non-significant linear combination,

self-regulation was found to be a significant predictor of their subjective well-being (t=1.85,

p<.10) and explained the most unique variance in their subjective well-being (8%). However,

self-regulation is unlikely to be a meaningful predictor due to the non-significant regression

model.

Table 14

Social-Emotional Strengths Predictors of Subjective Well-Being in Youth with HIV (Top
Number) and Community-Based Sample (In Parentheses)

Variable B SEB B sr? Tolerance

1. Empathy -0.005 0.02 -0.06 0.001 0.48
(0.002) (0.01) (0.03) (0.0002) (0.37)
2. Self-Regulation 0.02 0.02 0.22* 0.02 0.51
(0.02) (0.01) (0.38) (0.08) (0.57)
3. Responsibility 0.03 0.02 0.27 0.03 0.45
(-0.006) (0.01) (-0.09) (0.004) (0.46)
4. Social Competence 0.02 0.02 0.20 0.01 0.37
(-0.007) (0.02) (-0.11) (-0.004) (0.38)

*p<.10
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