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Abstract
Background: Despite improvements in sickle cell disease (SCD) management,
adolescents and young adults (AYA) with the condition persistently show higher
morbidity, premature mortality, and poor health outcomes. Data suggest that AY A with
SCD routinely lack the skills and confidence needed to effectively manage their
condition. A model of care with a potential to foster disease self-care management and
promote optimal health outcomes in AY A with SCD is shared decision making (SDM).
SDM is one of the hallmark elements of patient centered care that encourages and
empowers patients to assume a proactive role in their care.
Aims: To identify the perceived involvement of AYA with SCD in the SDM process and
examine its association with self-care management and health outcomes.
Methods: Data were collected from a major sickle cell center. Using a cross-sectional
design, participants completed surveys and data were analyzed with descriptive statistics,
analysis of variance, and correlational statistics.
Results: Participants (N=27) were on average 22.72 years old (SD = 0.46) and 56%
(N=14) female. Scores on the Perceived Involvement in Care Scale (PICS) were
moderately positive, indicating an inclination toward agreement. Perceived Involvement
in SDM showed significant positive moderate associations with self-care ability as
follows: Overall PICS (r = .515**, p = .008); the PICS subscale of Information Sharing

between Patient and Provider (r = .433*, p =.031); and the PICS subscale of patient



Involvement in Medical Decision Making (r = .407*, p = .044). Self-care ability showed
significant moderate positive associations with the PICS subscale of Perceived Level of
Information Sharing between Patient and Provider (r =.524*, p =.007). Perceived
Involvement in SDM showed a significant negative moderate association with Pain

(r =-.0.423*, p = .040).

Conclusion: The modified version of the Transformation Model of Communication and
Health Outcomes is partially useful in explaining the role of SDM in self-care
management and health outcomes. Study findings underscore the significance of SDM
during the clinical encounters of AY A with SCD.

Keywords: Shared Decision Making, Sickle Cell Disease, Adolescents, Young Adults,
Self-Care Management, Health Outcomes.
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Summary of Study
The research protocol “Shared Decision Making in Self-Care Management and
Health Outcomes of Adolescents and Young adults with Sickle Cell Disease” began
following approval from the Committee for the Protection of Human Subjects (CPHS) of
The University of Texas Health Science Center at Houston on July 28, 2022. The aims of
the descriptive cross-sectional study were as follows:
1. To identify perceived level of involvement of AYA with SCD in shared decision
making (SDM) during clinical encounters.
2. To investigate the association between perceived level of involvement of AYA
with SCD in SDM and self-care management.
3. To investigate the association between perceived involvement of AYA with SCD
in SDM and health outcomes.
Data collection began on September 17, 2022 and ended on January 31, 2023.
One hundred and sixty-two AYA with SCD met the inclusion criteria. They were all
invited to participate via email. Of the 162 potential participants, 27 consented to
participate in the study, 24 responded to all surveys, one opted out after consenting, one
only responded to two surveys, and another omitted one survey.
Descriptive statistics were performed to describe sample characteristics of the
AYA with SCD and determine the Perceived Level of Involvement in SDM. The
correlation coefficient, Pearson’s r, was used to determine the strength and direction of
the associations between variables. Reliability of each instrument was estimated using

Cronbach’s alpha.



The overall mean score of Perceived Involvement in SDM was positive. Amongst
the three PICS subscales, the Perceived Level of Information Sharing between Patient
and Provider showed significant associations with both self-care ability and self-care
actions. Perceived Involvement in SDM and health outcomes showed a significant
negative moderate association with Pain.

A manuscript was written describing the background and significance of the
research aims and included the methods, results, implications for nursing practice and
nursing research. Appendixes A-Q include supplemental information from the study — D2
approval form, CPHS approval documents, study consent form, study flyer, letter of
invitation, original study instruments, REDCap version of study instruments,

demographics form, and human subjects research training certificates.



SHARED DECISION MAKING IN SELF-CARE MANAGEMENT AND HEALTH
OUTCOMES OF ADOLESCENTS AND YOUNG ADULTS

WITH SICKLE CELL DISEASE

A PROPOSAL

SUBMITTED IN PARTIAL FULFILLMENT OF THE REQUIREMENTS FOR THE

DEGREE OF DOCTOR OF PHILOSOPHY IN NURSING

THE UNIVERSITY OF TEXAS HEALTH SCIENCE CENTER AT HOUSTON

CIZIK SCHOOL OF NURSING

BY

JUDITH M. ODITYO, MSN, MBA, RN, CPN

June 2022

Dissertation Committee:
Dr. Geraldine Wood, PhD, RN, FAAN - Chairperson
Dr. Cathy Rozmus, PhD, RN, FAAN
Dr. Vahid Afshar-Kharghan, M.D.



Shared Decision Making in Self-Care Management and Health Outcomes of
Adolescents and Young Adults with Sickle Cell Disease
Approximately 100,000 individuals in the United States (US) live with sickle cell

disease (SCD), an inherited hemoglobin disorder known to have a significant impact on
quality of life, increased morbidity, and premature mortality (Center for Disease Control
[CDC], 2020. According to CDC (2020) nearly 1 in 13 African American babies are born
with sickle cell trait; 1 out of 365 African American births results in SCD; and 1 out of
every 16,300 Hispanic-American births results in SCD. Today however, most children
with sickle cell anemia (93.9%) a severe form of SCD and approximately all children
with milder forms (98.4%) survive into adulthood (Quin et al., 2010). Survivorship is
attributed to the introduction of newborn screening, pneumococcal prophylaxis,
comprehensive care, and disease modifying therapies such as hydroxyurea, bone marrow
transplantation, and chronic blood transfusion (Quinn, 2013; Bakshi et al., 2017). Despite
these preventive measures and disease-modifying therapies, patients, particularly young
adults with SCD ages 20-24 years continue to experience severe disease-related
complications and premature mortality (Peek et al., 2014). The Dallas Newborn Cohort
study (Quinn et al., 2010) found an elevated risk of mortality in young adults during the
transition period between pediatric and adult healthcare. This finding was substantiated
by a second study which reported a marked increase in deaths from 0.6/100,000 for age
15-19 years to 1.4/100,000 for age 20-24 years during 1999-2009 (Hamideh & Alvarez,
2013). Other studies have highlighted a rise in acute care utilization, hospitalizations,
readmissions, and poor health outcomes for adolescents and young adults (AYA) ages

18-30 with SCD (Guarino et al., 2022).



Management of SCD requires the use of problem solving and positive disease
management skills (Treadwell et al., 2011), yet data suggest that AYA with SCD
routinely lack the skills and confidence needed to effectively manage their disease
(McPherson et al., 2009; Stollon et al., 2015). Inadequate self-care management is
manifested by ignoring symptoms such as fevers, missing clinic appointments, and poor
adherence to medications, which precipitate further health complications requiring urgent
and costly treatments (Brousseau et al., 2010). Data supporting perceived involvement in
self-care management in this group is lacking.

The aim of this study is to identify from the perspective of AYA with SCD, their
involvement in the shared decision making (SDM) process and the role of SDM in (1)
self-care management, defined as self-care ability and self-care actions; and (2) health
outcomes defined as disease severity. To achieve this aim, the study will (1) identify from
the perspective of AYA with SCD, how healthcare providers involve them in the SDM
process during clinical encounters, and (2) examine the association of perceived SDM
with self-care management (self-ability and self-care actions) and health outcomes
(disease severity).

Specific Aims

Aim 1. To identify perceived level of involvement of AYA with SCD in shared
decision making during clinical encounters.

Aim 2. To investigate the association between perceived level of involvement of
AY A with SCD in shared decision making and self-care management (self-ability and

self-care actions).



Hypothesis 2.1. It is hypothesized that perceived involvement of AY A with SCD
in shared decision making will be positively associated with better self-care management
(self-care ability and self-care actions).

Aim 3. To investigate the association between perceived involvement of AYA
with SCD in shared decision making and health outcomes.

Hypothesis 3.1. It is hypothesized that perceived involvement of AY A with SCD
in shared decision making will be negatively associated with poor health outcomes.

The proposed study addresses the National Institute of Nursing Research’s
priorities: (1) To promote and improve the health of individuals, and (2) manage and
eliminate symptoms caused by illness (National Institute of Nursing Research’s, 2016).
Study findings will contribute toward a better understanding of the interactions between
AYA with SCD and healthcare providers, the decision-making literature, and the body of
science that guides self-disease management.

Background and Significance
Shared Decision Making

Shared decision making (SDM) is a model of care with a potential to guide
disease self-care management and promote optimal health outcomes in AY A with SCD.
Mathias et al. (2016) defined SDM as an interpersonal, interdependent process in which
healthcare providers, patients, and caregivers can relate to and influence each other as
they collaborate in making decisions about the patients’ care. Other researchers have
defined SDM as an interactive process that involves opinions and information sharing; a

discussion of patients’ values; preferences, providers’ responsibilities; and mutual



agreement on a course of action (Montori et al., 2006; Deegan et al., 2006; Makoul &
Clayman, 2006; Duncan et al., 2010).

The 2001 Institute of Medicine (IOM) report is often cited for bringing SDM to
the forefront in US medicine. The IOM report pinpointed patient-centeredness as one of
the aims for improving high-quality health care delivery where patient-centered care is
(1) respectful; (2) caters to individual needs, preferences, and values; and (3) where
patient values guide clinical decisions (I0M, 2001). What has ensued is a shift towards
the SDM model of care and increased patient involvement in healthcare decision making
(Scholl et al., 2011).

The Affordable Care Act of 2010 included SDM provisions to promote adoption
of decision aids, establish standards for decision aid quality, and governmental support
for their expansion (Braddock, 2010). Several years later, the National Quality Partners
Shared Decision Making Action Team issued a national call to action for all persons and
organizations that provide, receive pay for, and make policies for healthcare to embrace
and incorporate SDM into clinical practice as a standard of person-centered care
(National Quality Partners, 2017).

As an essential component of patient centered care (Mah et al., 2016) SDM builds
upon clinical evidence, the providers’ clinical expertise, and the unique attributes of the
patient and their caregivers (Mathias et al., 2013). What hopefully follows is the patient’s
active involvement in their disease management and comprehension of the rationales for
the care.

Légaré and Witteman (2013) noted that three essential elements must be present

for healthcare providers to effectively implement SDM in the clinical setting. First, both



the healthcare provider and the patient must recognize and acknowledge that a decision is
needed; second, both must know and understand the best available evidence concerning
the risks and benefits of each option; and third, decisions must consider both the
provider’s guidance and the patient’s values and preferences.

Policy makers have widely advocated for and promoted SDM due to its potential
to yield several benefits for patients, providers, and the healthcare system (Légaré et al.,
2014). The benefits include: (1) increased patient knowledge; (2) increased use of
beneficial treatment options; (3) decreased use of treatment options without clear
benefits; (4) decreased variations in health care delivery; (5) promotion of patients’
involvement in their own health; (6) decreased anxiety over the entire medical care
process; (7) improved health outcomes; (8) reductions in unnecessary variations in care
and costs; and (9) greater alignment of care with patient’s values (Légaré et al., 2014;
Hartley et al., 2012; Bot et al., 2014).

SDM is also advocated based on ethics (Young et al., 2008; Drake & Deegan,
2009), with patients’ involvement in their care being deemed a fundamental right (Straub
et al., 2008). Part of the ethical argument concerns patients’ rights to be informed about
and consent to treatments based on individual autonomy and bodily integrity (King &
Mouton, 2006).

SDM includes patients’ comprehension of their treatment goals and options, risks,
and benefits (Katz, 1984). This inclusion is significant as patients live with the effects of
treatment decisions daily. Thus, if patients are intimately involved in treatment decision

making, they are more likely to implement and maintain the treatment, thereby increasing



adherence and improving health outcomes (Montori et al., 2006; Karnieli-Miller &
Salyers, 2011; Légaré & Witteman, 2013).

Additionally, SDM in clinical practice may not only benefit patients and improve
their experience with the healthcare system, but also increase the use of relative evidence
by healthcare providers (Légaré & Witteman, 2013). As such, it enables healthcare
providers to accept decisions that are not necessarily what they perceive as the most
appropriate course of action but are, at minimum, decisions to which the patient is
prepared to commit to (Légaré & Witteman, 2013).

Literature Review

Despite improvements in SCD management, significant medical challenges
persist. Documented challenges include increased hospitalizations (Cronin et al., 2019;
Aljuburi et al., 2012; Yusuf et al., 2010; Brousseau et al., 2010); healthcare costs that
exceed $900,000 by the age of 45 years (Kauf et al., 2009); and a heightened risk for
premature mortality (Dampier et al., 2017; Crosby et al., 2015b). These challenges
routinely worsen in AY A with SCD, when caregivers are beginning to or have transferred
responsibility for disease management to adult services (Hamideh & Alvarez, 2013;
Quinn et al., 2010). Specific examples of challenges include complications such as organ
damage (Redding-Lallinger, 2006); neurocognitive deficits (Hood et al., 2019; Siciliano
et al., 2019); acute/chronic pain (Siciliano et al., 2019; Field et al., 2019); depression and
anxiety; delays in social functioning; and impairments in quality of life (Barakat et al.,
2008., Palermo et al., 2008).

To control or prevent the illustrated challenges, it is important that AY A with

SCD benefit from medical advances by being involved in the care that consists of both
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active self-care management at home, and SDM within the clinical setting (Crosby et al.,
2015b).
SDM and Positive Patient Related Outcomes

A review of literature reveals an association of SDM with positive patient related
outcomes that include affective-cognitive outcomes (Saheb et al., 2017; Alguera-Lara et
al., 2017); behavior outcomes (Alguera-Lara et al., 2017; Wilson et al., 2010; Lerman et
al., 1990); patient involvement in care (Alguera-Lara et al., 2017; Jabour et al., 2019;
Lerman et al., 1990); and positive health outcomes (Alguera-Lara et al., 2017; Wilson et
al., 2010; Lerman et al., 1990).

Affective-cognitive outcomes. Affective-cognitive outcomes include self-
efficacy, knowledge, understanding, satisfaction, attitude, and anxiety (Lafata et al.,
2017). After a review of SDM and treatments in psychiatry, Alguera-Lara et al. (2017)
found SDM interventions to be associated with increased specific patient affective-
cognitive outcomes. Particularly, the authors found participants improved self-esteem and
increased patient satisfaction in care management. A second review by Stacey et al.
(2017) evaluated the effects of decision aids in people facing treatment or screening
decisions. Review results showed increased patient knowledge, increased patient decision
satisfaction, and better patient risk perception in the care of numerous health conditions.
A third review examined the association between treatment SDM and outcomes in
diabetes. Results showed a correlation between SDM and decision quality, patient
knowledge, and patient risk perception in type 2 diabetes (Saheb et al., 2017).

Behavioral outcomes. Behavioral outcomes include patients’ adherence to the

plan of care as well as their engagement in other health-related behaviors such as diet and
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exercise (Latafa et al., 2017). There is compelling evidence supporting the relationship
between SDM and adherence in chronic disease management (Bauer et al., 2014). Case in
point, a randomized controlled trial by Wilson et al. (2010) compared controller
medication adherence and clinical outcomes in adults with poorly managed asthma.
Results showed patients who engaged in their treatment via SDM had significantly
improved adherence to asthma controller medications and long-acting b-agonists,
compared to those who were not. Due to their medication choices and better adherence,
patients with SDM received a higher cumulative dose of anti-inflammatory medication
over a year. Similarly, Alguera-Lara et al. (2017) reviewed the literature on SDM and
psychiatry and found increased treatment adherence after the incorporation of SDM into
mental health care.

Involvement in care. Involvement in care includes the engagement of patients in
decision making (Vahdat et al., 2014; Targett, 2011) or expressing opinions about
different treatment methods inclusive of information sharing, feelings/signs, and
adherence to the plan of care (Rafii, et al., 2010). Several studies have demonstrated the
association of SDM and increased patient involvement in their care. For example, a
quantitative study of newly diagnosed patients with Multiple Sclerosis (D'Amico, et al.,
2016) evaluated the willingness of newly diagnosed patients with Multiple Sclerosis to
participate in the treatment decision-making process. Results showed patients with higher
disability preferred to take a more active role in the decision-making process (D'Amico,
et al., 2016). A qualitative study by Jabour et al. (2019) assessed the perspectives of
patients with SCD on their process of deciding whether to take hydroxyurea.

Hydroxyurea is the only effective drug demonstrated to reduce the frequency of SCD
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painful episodes (Agrawal et al., 2014). Perceived SDM involvement was one of the four
themes that emerged from the study. Subjects expressed having discussions with their
providers about hydroxyurea that led them to feel that the medication use decision was
theirs to make. A quantitative study by Lerman et al. (1990) assessed patients’
involvement in care by administering the Perceptions of Involvement in Care Scale
(PICS) a 13-item questionnaire to patients in an adult outpatient primary care setting.
Study results showed pre and post clinical encounter changes in patients' attitudes about
their illnesses were related to their perceptions of physicians' efforts to encourage
involvement, along with the levels of information sharing (Lerman et al., 1990).

Health outcomes. Physiological outcomes include measures of quality of life,
self-rated health, and other biological measures of health (Latafa et al., 2017). In the
review of studies on SDM and treatments in psychiatry, Alguera-Lara et al. (2017)
reported findings of symptom reduction and decreased rates of hospitalization following
the incorporation of SDM into mental health care. Additionally, in a randomized control
trial Wilson et al. (2010) compared usual asthma care with SDM. Results showed that
SDM was associated with significantly improved clinical outcomes: asthma-related
quality of life, healthcare use, rescue medication use, asthma control, and lung function.

Although these findings can be generalized to patients with SCD within the
context of chronic disease management, they are not specific to AYA with SCD. In fact,
only one study (Jabour et al., 2019) targeted patients with SCD. Howbeit, this was a
qualitative study limited to the outcome measure of treatment decision making. Similarly,
majority of the reviewed studies focused only on specific outcome measures such as

treatment decision making, adherence to the treatment plan, increased patient knowledge,
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increased patient decision satisfaction/care, and better patient risk perception. Because of
the narrow focus, findings cannot be generalized to the entire clinical encounters of AYA
with SCD. Moreover, data supporting the role of SDM in improving self-care
management and health outcomes in AY A with SCD has not been evaluated. It is this
critical gap in knowledge that the proposed study seeks to address.

The specific aim of this study therefore is to investigate SDM involvement during
clinical encounters, from the perspective of AY A with SCD. Determining if collaboration
in care occurs will enhance the understanding of SDM during clinical encounters and its
role in self-care management and health outcomes in a vulnerable population like AYA
with SCD.

Theoretical Model. A modified version of the Transformation Model of
Communication and Health Outcomes (Figure 1) will guide this study (Shay & Latafa,
2015; Street et al., 2009; Kreps et al., 1994). In this model, Street et al. (2009) postulated
that communication between healthcare providers and patients can lead to improved
health outcomes directly and indirectly. The model categorizes patient outcomes
according to their effect on the individual as follows: (1) Affective-cognitive outcomes -
includes knowledge, attitudinal, and affective/ emotional effects; (2) Behavioral
outcomes - includes adherence to recommended treatments and adoption of health
behaviors; and (3) Physiological outcomes - includes measures of quality of life, self-
rated health, and biological measures of health (Kreps et al., 1994). The proposed study
will focus on both the relationship between the affective and behavioral outcomes as they
relate to health outcomes of AY A with SCD. With the indirect pathway, perceived

involvement in SDM could lead to self-care management and better health outcomes via
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the affective-cognitive outcomes. With the model’s direct pathway, SDM could lead to
improved self-care management (self-care ability & self-care actions) and better health
outcomes if conversation between provider and patient, in this case AYA with SCD, help
to identify the correct health problem, a suitable treatment plan, adherence to treatment or
self-care plan, and/or affected patient’s health beliefs (Street et al., 2009).
Innovation

The proposed study is innovative because it will engage a disadvantaged
vulnerable population to investigate SDM beyond the restrictive discussions of treatment
decisions to the entire clinical encounters. Further, since the ultimate issues underlying
the study are disease self-care management and overall health outcomes, it is expected
that the study will contribute toward a better understanding of the nature of interactions
between AY A with SCD and healthcare providers; the decision-making literature; the
body of science that guides disease management via SDM; and identification of elements
of SDM that can be used as the stimulus for curriculum development in patient - provider
SCD education programs.

Approach

Research Design and Setting

The study will be a cross-sectional descriptive design, conducted at the University
of Texas (UT) Physicians Comprehensive Sickle Cell Center in Houston, Texas. Prior to
conducting the study, permission and approval from the Institutional Review
Board/Committee for the protection of Human Subjects from UT Physicians
Comprehensive Sickle Cell Center and UT Health Cizik School of Nursing will be

obtained.
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Sample. Participants in the study will be (1) AYA ages 18 - 26 years old; (2) have
a self-reported diagnosis of one of the following SCD genotypes: sickle cell anemia;
sickle beta’ thalassemia; sickle hemoglobin C disease; or sickle beta* thalassemia; (3) be
enrolled at the center for routine health maintenance visits; (4) be able to read and write
in English; and (5) be willing and able to consent and complete the questionnaires. The
exclusion criteria will include AYA with SCD ages <18 and >26 years old and AY A with
sickle cell trait (those who live normal lives without health problems related to SCD).

Sample size justification. A convenience sample of 67 is determined to be
adequate and was calculated using G*Power 3.1. (Faul, et al., 2009). The parameters used
are a one-tailed test decided based on directional hypotheses (Polit & Beck, 2017), alpha
at 0.05, power at 0.80, and a medium effect size set to 0.3 for Pearson’s correlation. This
number fits well with the accessible sample of 100 AYA with SCD and allows for
attrition, missing data due to misunderstanding of instructions, and the exclusion criteria
(Suresh & Chandrashekara, 2012).
Measures

Demographic. A Demographics and Health History Form will be used to obtain
data from participants about age, gender, race, ethnicity, SCD type, annual income, years
of education, number of annual pain crises, number of crises managed at home, and daily
pain rating. Data will be used to identify potential variables that may influence SDM,
self-care management, and poor health outcomes (Jenerette & Murdaugh, 2008).

Perceived Involvement in SDM. The Perceived Involvement in Care Scale will
be used to measure perceived involvement of AY A with SCD in SDM. The Perceived

Involvement in Care Scale measures SDM scores on 3 subscales: (1) perceived provider
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facilitation of patient involvement (5 items); (2) perceived level of information sharing
between patient and provider (4 items); and (3) perceived level of the patient’s
involvement in medical decision making (4 items) (Lerman et al., 1990). The response
selections use an agree/disagree scale, where disagree = 0 points and agree = 1 point. The
sum of the total score shows the degree of involvement, with high scores reflecting a
higher degree of perceived SDM. The Perceived Involvement in Care Scale has reported
reliability and validity across patient populations (Jonsdottir et al., 2013; Liang et al.,
2002). Lerman and colleagues (1990) reported adequate evidence of internal consistency
reliability (Cronbach’s alpha = 0.73) and validity; and factor analysis (N = 131)
supporting the Perceived Involvement in Care Scale three subscales.

Self-Care Ability. The Appraisal of Self-Care Agency Scale will be used to
measure the outcome variable, perceived self-care ability. Self-care ability is defined as
the ability to participate in therapeutic behaviors to improve or maintain health status and
quality of life (Jenerette & Murdaugh, 2008). The scores range from 1 (“totally
disagree”) to 5 (“totally agree”). Responses on the scale are summed to obtain a total
score, where higher scores correspond with higher levels of self-care ability. The
Appraisal of Self-Care Agency Scale has established construct validity and a content
validity index of 0.88 along with internal consistency reliabilities ranging from 0.80 to
0.86 (Jenerette & Murdaugh, 2008).

Self-Care Actions. The Jenerette Self-Care Assessment Tool (J-SAT) will be
used to measure self-care actions. Self-care actions are defined as participation in
therapeutic activities and using resources to enhance health status and quality of life. The

instrument has eight items that measure self-care activities. A Likert scale ranging from
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“never” to “almost always” is used and items consist of statements such as “I understand
(know why I am taking) my medications” and “I avoid stress whenever possible.” Higher
summed scores show greater frequency of self-care actions. The scale’s construct validity
was estimated by a significant negative correlation with the Centre for Epidemiological
Studies Depression Scale (CESD; Radloff, 1977) and a significant positive correlation
with the Functional Status Questionnaire (FSQ; Jette et al., 1986). The J-SAT had an
internal consistency reliability of 0.80 in an initial test of the instrument (Jenerette &
Murdaugh, 2008).

Health Outcomes. The Medical Outcomes Study (MOS) short form (SF-36)
Questionnaire will be used to measure health outcomes of AYA with SCD. The SF-36 is
a 36-item instrument for measuring health status and outcomes from patients’
perceptions. The instrument has 36 items about eight health concepts: physical function
(10 items); physical role health (4 items); emotional role functions (3 items); vitality (4
items); emotional wellbeing (5 items); social function (2 items); bodily pain (2 items);
and general health perceptions (5 items) (Ware & Sherbourne, 1992). Data from SF-36
will be scored based on the scoring system reported by RAND Health. Accordingly, each
item has a single summary variable ranging from 0 = poor health to 100 = good health
(Ware & Sherbourne, 1992). The SF-36 has been shown to have high internal consistency
(Cronbach’s alpha 0.86-0.93) in the SCD population (Asnani et al., 2008). A second
study (Ahmed et al., 2015) reported SF-36 to have high internal consistency (Cronbach’s
alpha > 0.6) for physical function (Cronbach’s alpha = 0.81); physical role health
(Cronbach’s alpha = 0.84); emotional role functions (Cronbach’s alpha = 0.86); vitality

(Cronbach’s alpha = 0.79); emotional wellbeing (Cronbach’s alpha = 0.67); social
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function (Cronbach’s alpha = 0.67); bodily pain (Cronbach’s alpha = 0.84); and general
health (Cronbach’s alpha = 0.60).
Protection of Human Subjects

After receiving approval from the Institutional Review Board (IRB) of the
participating site and the University of Texas Committee for the Protection of Human
Subjects (CPHS), participants will be provided with a written consent and demographic
questionnaire. During the consenting process, the primary investigator (PI) will explain
the purpose of the study to inform the decision to participate. Participants will be
reminded that participation is voluntary, and confidentiality will be established by (1)
keeping identifying information from the study data, and (2) not gathering names. Data
will be kept secure by password protection and data encryption with the Research
Electronic Data Capture (REDCap). The length of and estimated time to complete the
questionnaires is approximately 40 minutes and will be shared with participants. The PI
will also supply contact information, should participants have any questions about the
study. Contact information for CPHS will also be provided, should participants have any
questions about their rights as research subjects.
Data Collection Procedures and Management

After approval from the university’s Committee for The Protection of Human
Subjects (CPHS) and the participating site’s Institutional Review Board (IRB), data
collection will begin. The PI will reach out to the leadership team at the UT Sickle Cell
Center to obtain email addresses of AYA with SCD who possibly meet the inclusion
criteria. The PI will also reach out to the staff at the center to aid in referring AYA with

SCD during their clinic appointments. The center’s staff will be asked to aid with
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distributing study recruitment flyers and participant invitation letters. For AYA with SCD
expressing interest in the study, they will receive a REDCap study link via email, or the
invitation letter handed to them by the center’s staff. For AYA with SCD who wish to
participate in the study after reading recruitment flyers and personally contacting the PI
via email or text message, the Pl will email or text the REDCap study link to them.
Participants will be able to access the study via their personal electronic devices. Before
the participants can begin the survey, they Pl will explain to them the purpose of the
study and the length of time necessary to complete the surveys and questions. Thereafter,
they will be asked to complete an electronic consent (sample Table 8), which will have a
stated assurance of data confidentiality for all willing participants. After completing the
informed consent, participants will have to meet the study’s inclusion criteria before
advancing to the questionnaires. If they select answers that exclude them from the study,
the survey will end and thank them for their time. Participants who meet the study’s
inclusion criteria will be asked to provide the following socio-demographic data and
health history: age, gender, race, ethnicity, SCD type, annual income, years of education,
number of annual pain crises, number of crises managed at home, and daily pain rating.
At the end of the survey, participants will click on a Qualtrics link asking only for their
email address to send them the electronic $25 dollar gift card. The separate Qualtrics link
to send the gift cards ensures the participants responses to the REDCap study survey do
not link them to their email addresses. The P1 will fund the $25 dollar gift cards.

The estimated timeline for the IRB/CPHS approval for the study will begin May
2022. Data collection and participant recruitment will occur concurrently throughout the

months with final data analyses at the end of August/September 2022. If the PI requires
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more time to conduct the study and to recruit more participants, the IRB/CPHS will be
notified.

Data Analysis
The Statistical Package for Social Sciences (SPSS) version 27.0 for Windows

(SPSS Inc., Chicago, IL) will be used for data analysis. The shape of data distribution
will be described via skewness and kurtosis. Data will also be displayed in graphs or
tables, and histograms. Following a test of statistical normality, data will be summarized
using descriptive statistics: mean and standard deviation, as well as median and range
will be reported for numeric variables; frequency distributions will be used to examine
age, gender, level of education, employment status, and living situation using. Internal
consistency (Cronbach's alpha) will be calculated for the multi-item instruments.

Aim 1. To identify perceived level of involvement of AYA with SCD in shared
decision making during clinical encounters. Data will be analyzed using descriptive
statistics.

Aim 2. To investigate the association between perceived involvement of AYA
with SCD in shared decision making and self-care management (self-care ability and self-
care actions). The Pearson correlation coefficient will be used to assess the strength and
direction of SDM association with self-care ability and self-care actions. Multiple logistic
regression will be conducted to control for confounding variables.

Aim 3. To investigate the association between perceived involvement of AYA
with SCD in shared decision making and health outcomes. The Pearson correlation
coefficient will be used to assess the strength and the direction of SDM association with
AY A health outcomes. Multiple logistic regression will be conducted to control for

confounding variables.
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Methodological Issues and Limitations

The proposed study has foreseeable limitations. First, the primary limitation of the
cross-sectional study design is that although the investigator may determine that there is
an association between an exposure and an outcome, there is typically no evidence that
the exposure caused the outcome (Carlson & Morrison, 2009). To eliminate this
limitation, multiple logistic regression will be conducted to control for confounding
variables (Pourhoseingholi et al., 2012).

A second limitation is that convenience sampling is prone to researcher bias,
thereby challenging the representativeness of the sample. A large sample size will
increase the statistical power of the convenience sample. Additionally, the use of a clear
eligibility criteria for sampling and a theoretical model to guide the study should control
for this limitation (Sharma, 2017). A third limitation is that the administration of a battery
of multiple measurements may be discouraging due to the time needed to complete the
questionnaires. lllustrating the purpose and significance of the study and compensating

participants for their time will foster commitment to completing the questionnaires.
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Shared Decision Making in Self-Care Management and Health Outcomes of
Adolescents and Young adults with Sickle Cell Disease Introduction
Approximately 100,000 individuals in the United States (US) live with sickle cell

disease (SCD), an inherited hemoglobin disorder known to have a significant impact on
quality of life, increased morbidity, and premature mortality (Center for Disease Control
[CDC], 2020). According to CDC (2020) nearly 1 in 13 African American babies are
born with sickle cell trait; 1 out of 365 African American births results in SCD; and 1 out
of every 16,300 Hispanic-American births results in SCD. Today however, most children
with sickle cell anemia (93.9%) a severe form of SCD and approximately all children
with milder forms (98.4%) survive into adulthood (Quin et al., 2010). Survivorship is
attributed to the introduction of newborn screening, pneumococcal prophylaxis,
comprehensive care, and disease modifying therapies such as hydroxyurea, bone marrow
transplantation, and chronic blood transfusion (Quinn, 2013; Bakshi et al., 2017). Despite
these preventive measures and disease-modifying therapies, patients, particularly young
adults with SCD ages 20-24 years continue to experience severe disease-related
complications and premature mortality (Peek et al., 2014). The Dallas Newborn Cohort
study (Quinn et al., 2010) found an elevated risk of mortality in young adults during the
transition period between pediatric and adult healthcare. This finding was substantiated
by a second study which reported a marked increase in deaths from 0.6/100,000 for age
15-19 years to 1.4/100,000 for age 20-24 years during 1999-2009 (Hamideh & Alvarez,
2013). Other studies have highlighted a rise in acute care utilization, hospitalizations,
readmissions, and poor health outcomes for adolescents and young adults (AYA) ages

18-30 with SCD (Guarino et al., 2022).
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Management of SCD requires the use of problem solving and positive disease
management skills (Treadwell et al., 2011), yet data suggest that AYA with SCD
routinely lack the skills and confidence needed to effectively manage their disease
(McPherson et al., 2009; Stollon et al., 2015). Inadequate self-care management is
manifested by ignoring symptoms such as fevers, missing clinic appointments, and poor
adherence to medications, which precipitate further health complications requiring urgent
and costly treatments (Brousseau et al., 2010). Data supporting perceived involvement in
self-care management in this group is lacking.

The aim of this study is to identify from the perspective of AYA with SCD, their
involvement in the shared decision making (SDM) process and the role of SDM in (1)
self-care management, defined as self-care ability and self-care actions; and (2) health
outcomes defined as disease severity. To achieve this aim, the study will (1) identify from
the perspective of AYA with SCD, how healthcare providers involve them in the SDM
process during clinical encounters, and (2) examine the association of perceived SDM
with self-care management (self-ability and self-care actions) and health outcomes
(disease severity).

Background
Shared Decision Making

Shared decision making (SDM) is a model of care with a potential to guide
disease self-care management and promote optimal health outcomes in AY A with SCD.
Mathias et al. (2016) defined SDM as an interpersonal, interdependent process in which
healthcare providers, patients, and caregivers can relate to and influence each other as

they collaborate in making decisions about the patients’ care. Other researchers have
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defined SDM as an interactive process that involves opinions and information sharing; a
discussion of patients’ values; preferences, providers’ responsibilities; and mutual
agreement on a course of action (Montori et al., 2006; Deegan et al., 2006; Makoul &
Clayman, 2006; Duncan et al., 2010).

The 2001 Institute of Medicine (IOM) report is often cited for bringing SDM to
the forefront in US medicine. The IOM report pinpointed patient-centeredness as one of
the aims for improving high-quality health care delivery where patient-centered care is
(1) respectful; (2) caters to individual needs, preferences, and values; and (3) where
patient values guide clinical decisions (I0M, 2001). What has ensued is a shift towards
the SDM model of care and increased patient involvement in healthcare decision making
(Scholl et al., 2011).

The Affordable Care Act of 2010 included SDM provisions to promote adoption
of decision aids, establish standards for decision aid quality, and governmental support
for their expansion (Braddock, 2010). Several years later, the National Quality Partners
Shared Decision Making Action Team issued a national call to action for all persons and
organizations that provide, receive pay for, and make policies for healthcare to embrace
and incorporate SDM into clinical practice as a standard of person-centered care
(National Quality Partners, 2017).

As an essential component of patient centered care (Mah et al., 2016) SDM builds
upon clinical evidence, the providers’ clinical expertise, and the unique attributes of the
patient and their caregivers (Mathias et al., 2013). What hopefully follows is the patient’s
active involvement in their disease management and comprehension of the rationales for

the care.
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Légaré and Witteman (2013) noted that three essential elements must be present
for healthcare providers to effectively implement SDM in the clinical setting. First, both
the healthcare provider and the patient must recognize and acknowledge that a decision is
needed; second, both must know and understand the best available evidence concerning
the risks and benefits of each option; and third, decisions must consider both the
provider’s guidance and the patient’s values and preferences.

Policy makers have widely advocated for and promoted SDM due to its potential
to yield several benefits for patients, providers, and the healthcare system (Légaré et al.,
2014). The benefits include: (1) increased patient knowledge; (2) increased use of
beneficial treatment options; (3) decreased use of treatment options without clear
benefits; (4) decreased variations in health care delivery; (5) promotion of patients’
involvement in their own health; (6) decreased anxiety over the entire medical care
process; (7) improved health outcomes; (8) reductions in unnecessary variations in care
and costs; and (9) greater alignment of care with patient’s values (Légaré et al., 2014;
Hartley et al., 2012; Bot et al., 2014).

SDM is also advocated based on ethics (Young et al., 2008; Drake & Deegan,
2009), with patients’ involvement in their care being deemed a fundamental right (Straub
et al., 2008). Part of the ethical argument concerns patients’ rights to be informed about
and consent to treatments based on individual autonomy and bodily integrity (King &
Mouton, 2006).

SDM includes patients’ comprehension of their treatment goals and options, risks,
and benefits (Katz, 1984). This inclusion is significant as patients live with the effects of

treatment decisions daily. Thus, if patients are intimately involved in treatment decision
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making, they are more likely to implement and maintain the treatment, thereby increasing
adherence and improving health outcomes (Montori et al., 2006; Karnieli-Miller &
Salyers, 2011; Légaré & Witteman, 2013).

Additionally, SDM in clinical practice may not only benefit patients and improve
their experience with the healthcare system, but also increase the use of relative evidence
by healthcare providers (Légaré & Witteman, 2013). As such, it enables healthcare
providers to accept decisions that are not necessarily what they perceive as the most
appropriate course of action but are, at minimum, decisions to which the patient is
prepared to commit to (Légaré & Witteman, 2013).

Literature Review

Despite improvements in SCD management, significant medical challenges
persist. Documented challenges include increased hospitalizations (Cronin et al., 2019;
Aljuburi et al., 2012; Yusuf et al., 2010; Brousseau et al., 2010); healthcare costs that
exceed $900,000 by the age of 45 years (Kauf et al., 2009); and a heightened risk for
premature mortality (Dampier et al., 2017; Crosby et al., 2015b). These challenges
routinely worsen in AY A with SCD, when caregivers are beginning to or have transferred
responsibility for disease management to adult services (Hamideh & Alvarez, 2013,
Quinn et al., 2010). Specific examples of challenges include complications such as organ
damage (Redding-Lallinger, 2006); neurocognitive deficits (Hood et al., 2019; Siciliano
et al., 2019); acute/chronic pain (Siciliano et al., 2019; Field et al., 2019); depression and
anxiety; delays in social functioning; and impairments in quality of life (Barakat et al.,

2008., Palermo et al., 2008).



41

To control or prevent the illustrated challenges, it is important that AY A with
SCD benefit from medical advances by being involved in the care that consists of both
active self-care management at home, and SDM within the clinical setting (Crosby et al.,
2015b).

SDM and Positive Patient Related Outcomes

A review of literature reveals an association of SDM with positive patient related
outcomes that include affective-cognitive outcomes (Saheb et al., 2017; Alguera-Lara et
al., 2017); behavior outcomes (Alguera-Lara et al., 2017; Wilson et al., 2010; Lerman et
al., 1990); patient involvement in care (Alguera-Lara et al., 2017; Jabour et al., 2019;
Lerman et al., 1990); and positive health outcomes (Alguera-Lara et al., 2017; Wilson et
al., 2010; Lerman et al., 1990).

Affective-cognitive outcomes. Affective-cognitive outcomes include self-
efficacy, knowledge, understanding, satisfaction, attitude, and anxiety (Lafata et al.,
2017). After a review of SDM and treatments in psychiatry, Alguera-Lara et al. (2017)
found SDM interventions to be associated with increased specific patient affective-
cognitive outcomes. Particularly, the authors found participant improved self-esteem and
increased patient satisfaction in care management. A second review by Stacey et al.
(2017) evaluated the effects of decision aids in people facing treatment or screening
decisions. Review results showed increased patient knowledge, increased patient decision
satisfaction, and better patient risk perception in the care of numerous health conditions.
A third review examined the association between treatment SDM and outcomes in
diabetes. Results showed a correlation between SDM and decision quality, patient

knowledge, and patient risk perception in type 2 diabetes (Saheb et al., 2017).
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Behavioral outcomes. Behavioral outcomes include patients’ adherence to the
plan of care as well as their engagement in other health-related behaviors such as diet and
exercise (Latafa et al., 2017). There is compelling evidence supporting the relationship
between SDM and adherence in chronic disease management (Bauer et al., 2014). Case in
point, a randomized controlled trial by Wilson et al. (2010) compared controller
medication adherence and clinical outcomes in adults with poorly managed asthma.
Results showed patients who engaged in their treatment via SDM had significantly
improved adherence to asthma controller medications and long-acting b-agonists,
compared to those who were not. Due to their medication choices and better adherence,
patients with SDM received a higher cumulative dose of anti-inflammatory medication
over a year. Similarly, Alguera-Lara et al. (2017) reviewed the literature on SDM and
psychiatry and found increased treatment adherence after the incorporation of SDM into
mental health care.

Involvement in care. Involvement in care includes the engagement of patients in
decision making (Vahdat et al., 2014; Targett, 2011) or expressing opinions about
different treatment methods inclusive of information sharing, feelings/signs, and
adherence to the plan of care (Rafii, et al., 2010). Several studies have demonstrated the
association of SDM and increased patient involvement in their care. For example, a
quantitative study of newly diagnosed patients with Multiple Sclerosis (D'Amico, et al.,
2016) evaluated the willingness of newly diagnosed patients with Multiple Sclerosis to
participate in the treatment decision-making process. Results showed patients with higher
disability preferred to take a more active role in the decision-making process (D'Amico,

et al., 2016). A qualitative study by Jabour et al. (2019) assessed the perspectives of
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patients with SCD on their process of deciding whether to take hydroxyurea.
Hydroxyurea is the only effective drug demonstrated to reduce the frequency of SCD
painful episodes (Agrawal et al., 2014). Perceived SDM involvement was one of the four
themes that emerged from the study. Subjects expressed having discussions with their
providers about hydroxyurea that led them to feel that the medication use decision was
theirs to make. A quantitative study by Lerman et al. (1990) assessed patients’
involvement in care by administering the Perceptions of Involvement in Care Scale
(PICS) a 25-item questionnaire to patients in an adult outpatient primary care setting.
Study results showed pre and post clinical encounter changes in patients' attitudes about
their illnesses were related to their perceptions of physicians' efforts to encourage
involvement, along with the levels of information sharing (Lerman et al., 1990).

Health outcomes. Physiological outcomes include measures of quality of life,
self-rated health, and other biological measures of health (Latafa et al., 2017). In the
review of studies on SDM and treatments in psychiatry, Alguera-Lara et al. (2017)
reported findings of symptom reduction and decreased rates of hospitalization following
the incorporation of SDM into mental health care. Additionally, in a randomized control
trial Wilson et al. (2010) compared usual asthma care with SDM. Results showed that
SDM was associated with significantly improved clinical outcomes: asthma-related
quality of life, healthcare use, rescue medication use, asthma control, and lung function.

Although these findings can be generalized to patients with SCD within the
context of chronic disease management, they are not specific to AYA with SCD. In fact,
only one study (Jabour et al., 2019) targeted patients with SCD. Howbeit, this was a

qualitative study limited to the outcome measure of treatment decision making. Similarly,
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majority of the reviewed studies focused only on specific outcome measures such as
treatment decision making, adherence to the treatment plan, increased patient knowledge,
increased patient decision satisfaction/care, and better patient risk perception. Because of
the narrow focus, findings cannot be generalized to the entire clinical encounters of AYA
with SCD. Moreover, data supporting the role of SDM in improving self-care
management and health outcomes in AY A with SCD has not been evaluated. It is this
critical gap in knowledge that the proposed study seeks to address.

Theoretical Model. A modified version of the Transformation Model of
Communication and Health Outcomes (Figure 1) guided this study (Shay & Latafa, 2015;
Street et al., 2009; Kreps et al., 1994). In this model, Street et al. (2009) postulated that
communication between healthcare providers and patients can lead to improved health
outcomes directly and indirectly. The model categorizes patient outcomes according to
their effect on the individual as follows: (1) Affective-cognitive outcomes - includes
knowledge, attitudinal, and affective/ emotional effects; (2) Behavioral outcomes -
includes adherence to recommended treatments and adoption of health behaviors; and (3)
Physiological outcomes - includes measures of quality of life, self-rated health, and
biological measures of health (Kreps et al., 1994). This study focused on both the
relationship between the affective and behavioral outcomes as they relate to health
outcomes of AYA with SCD. With the indirect pathway, perceived involvement in SDM
could lead to self-care management and better health outcomes via the affective-cognitive
outcomes. With the model’s direct pathway, SDM could lead to improved self-care
management (self-care ability & self-care actions) and better health outcomes if

conversation between provider and patient, in this case AYA with SCD, help to identify
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the correct health problem, a suitable treatment plan, adherence to treatment or self-care
plan, and/or affected patient’s health beliefs (Street et al., 2009).
Aims

The aim of this study was to identify from the perspective of AY A with SCD,
their involvement in the shared decision making (SDM) process and the role of SDM in
(1) self-care management, defined as self-care ability and self-care actions; and (2) health
outcomes defined as disease severity. To achieve this aim, the study (1) identified from
the perspective of AYA with SCD, how healthcare providers involve them in the SDM
process during clinical encounters, and (2) investigated the association of perceived SDM
with self-care management (self-ability and self-care actions) and health outcomes
(disease severity). The specific aims of the study were:

Aim 1. To identify perceived level of involvement of AYA with SCD in shared
decision making during clinical encounters.

Aim 2. To investigate the association between perceived level of involvement of
AYA with SCD in shared decision making and self-care management (self-care ability
and self-care actions). Hypothesis: It was hypothesized that perceived involvement of
AYA with SCD in shared decision making would be positively associated with better
self-care management (self-care ability and self-care actions).

Aim 3. To investigate the association between perceived involvement of AYA
with SCD in shared decision making and health outcomes. Hypothesis: It was
hypothesized that perceived involvement of AYA with SCD in shared decision making

would be negatively associated with poor health outcomes.
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Method
Design

This study was a descriptive, cross-sectional design.
Sample

A convenience sampling of AYA with SCD was recruited. The inclusion criteria
were: (1) AYA ages 18 to 26 years old; (2) a self-reported diagnosis of one of the
following SCD genotypes: sickle cell anemia; sickle beta’ thalassemia; sickle hemoglobin
C disease; or sickle beta* thalassemia; (3) enrollment at the sickle cell center for routine
health maintenance visits; (4) ability to read and write in English; and (5) ability to
consent and complete the questionnaires. The exclusion criteria were AYA with SCD
ages <18 and >26 years old and AY A with sickle cell trait (those who live normal lives
without health problems related to SCD).

Instruments and Variables

Demographic. A Demographics and Health History Form was used to obtain
data from participants about age, gender, years of education, first SCD crisis, first SCD
hospitalization, marital status, living conditions, and the most frequently experienced
SCD related ailments. Demographic data were used to identify potential variables that
may influence SDM, self-care management, and poor health outcomes (See Appendix F
and Appendix G).

Perceived Involvement in SDM. The Perceived Involvement in Care Scale was
used to measure perceived involvement of AYA with SCD in SDM. The Perceived
Involvement in Care Scale measures SDM scores on 3 subscales: (1) Perceived Provider
Facilitation of Patient Involvement (5 items); (2) Perceived Level of Information Sharing

between Patient and Provider (4 items); and (3) Perceived Level of Patient Involvement
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in Medical Decision (4 items) (Lerman et al., 1990). The response selection uses an
agree/disagree scale, where disagree = 0 points and agree = 1 point. The sum of the total
score indicates the degree of involvement, with high scores reflecting a higher degree of
perceived SDM (see Appendix H and Appendix I). Reliability for the overall PICS in this
study showed evidence of adequate internal consistency (a = .83). The PICS subscales of
Perceived Level of Patient Involvement in Medical Decision Making and Perceived Level
of Information Exchange between Patient and Provider had adequate internal consistency
of (e =.81) and (a = .78), respectively. The subscale of Perceived Provider Facilitation of
Patient Involvement had a marginal internal consistency of (o = .65). Table 3 shows the
internal consistency results of all scales used in this study.

Self-Care Ability. The Appraisal of Self-Care Agency (ASA) scale was used to
measure the outcome variable, perceived self-care ability. Self-care ability is defined as
the ability to participate in therapeutic behaviors to improve or maintain health status and
quality of life (Jenerette & Murdaugh, 2008). The scores range from 1 (“totally
disagree”) to 5 (“totally agree”). Higher scores indicate higher self-care ability (See
Appendix J and Appendix K). The ASA scale in this study showed evidence of adequate
internal consistency, a.=.79. Table 3 shows the internal consistency results of all scales
used in this study.

Self-Care Actions. The Jenerette Self-Care Assessment Tool (JSAT) was used to
measure self-care actions. Self-care actions are defined as participation in therapeutic
activities and using resources to enhance health status and quality of life (Jenerette &
Murdaugh, 2008). The instrument has eight items that measure self-care activities. A

Likert scale ranging from “never” to “almost always” is used and items consist of
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statements such as “I understand (know why I am taking) my medications” and “I avoid
stress whenever possible.” Higher summed scores indicate greater frequency of self-care
actions (See Appendix L and Appendix M). The JSAT scale showed a marginal internal
consistency, o = .66. Table 3 shows the internal consistency results of all scales used in
this study.

Health Outcomes. The Medical Outcomes Study (MOS) short form (SF-36)
Questionnaire was used to measure health outcomes of AYA with SCD. The SF-36 is a
36-item instrument for measuring health status and outcomes from patients’ perceptions.
The instrument’s 36 items focus on eight health concepts: Physical Function (10 items);
Role Limitation due to Physical Health (4 items); Emotional Role Functions (3 items);
Vitality (4 items); Emotional Wellbeing (5 items); Social Function (2 items); Bodily Pain
(2 items); and General Health Perceptions (5 items). Data from SF-36 were scored based
on the scoring system reported by RAND Health Care (Ware & Sherbourne, 1992) (See
Appendices N, O, and P). Accordingly, each item has a single summary variable ranging
from 0 = poor health to 100 = good health (Ware & Sherbourne, 1992). Reliability for
four SF-36 health outcome scale showed adequate internal consistency as follows:
Physical Functioning, a = .89; Role Functioning, a =.75; Emotional Wellbeing, a = .76;
Pain, a. =.92. The SF-36 subscales of Energy/Fatigue and General Health had
inadequate marginal consistency of a = .61 and a = .62 respectively. The SF-36 subscale
of Social Functioning was not analyzed because only one question was included. Table 3

shows the internal consistency results of all scales used in this study.



Data Collection

Flyers describing the study with the primary investigator’s contact information
were distributed to potential participants at the study site (See Appendix C). Staff at the
study site also referred potential participants who were visiting the center and met the
study’s inclusion criteria. Surveys were sent to potential participants who met the
inclusion via email, with up to six reminders for those who had not responded. Upon
completion of the survey, Participants received a $25 gift card. Data collection and
participant recruitment occurred between September 17, 2022, and January 31, 2023.
Ethical Considerations

Permission and approval from the University of Texas Health Science Center at
Houston Institutional Review Board (IRB), Committee for the Protection of Human
Subjects (CPHS) was granted to conduct the study at UT Physician Comprehensive
Sickle Cell Center (Appendix D).

Data Analysis

49

Data were exported from REDCap to Microsoft Excel for validation and analyzed

using IBM SPSS version 29. Labeling, coding, recoding, and scoring of instruments were

completed in SPSS. Data were summarized using descriptive statistics: mean and

standard deviation were reported for numeric variables, and frequencies for categorical

variables. Histogram and box plots as well as skewness and kurtosis tests were applied to

check for normality of data. Scatter plots were used to show the distribution and linearity

of an outcome variable and a predictor variable, e.g., ASA and PICS. Pearson’s
Correlation Coefficient was used to evaluate the strength of the correlations among

variables. Reliability of each instrument was estimated using Cronbach’s alpha.
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Aim 1 - Identify perceived level of involvement of AYA with SCD in SDM
during clinical encounters. Descriptive statistics were performed to determine the extent
of Perceived Level of Involvement in SDM (PICS).

Aim 2 - Investigate if perceived involvement of AYA with SCD in SDM would
be positively associated with improved self-care management defined as self-care ability
and self-care actions. The Pearson’s r was used to determine the strength and direction of
the associations between the variables (Polit & Beck, 2017). The criterion for strength
and direction of the correlations between the dependent variables were interpreted as
positively or negatively weak (0 to 0.3/ 0 to — 0.3), moderate (0.3 t0 0.7/ - 0.3 to — 0.7), or
strong (0.7 to 1/ -0.7 to -1) (Ratner, 2009). The P-values were reported for associations
with a two-sided level of significance of 0.05 set as the prior.

Aim 3 - Investigate the association between perceived involvement of AY A with
SCD in SDM and health outcomes. The Pearson’s r was used to determine the strength
and direction of the associations between variables (Polit & Beck, 2017).

Results
Demographics and General Characteristics

One hundred and sixty-two adolescents and young adults (AYA) met the
inclusion criteria and were invited to participate in the study. Of the 162 AYA with SCD,
27 consented to participate. The remainder either declined, did not respond to letters of
invitation, or had undeliverable email addresses. Of those consenting to participate in the
study, 96% (N=26) advanced to the study questionnaires and one opted out. The
completion rate for each questionnaire was as follows: The demographic questionnaire
had a 92.5% completion rate (1 participant missed an item on marital status and one

opted out of the study); the PICS questionnaire had a 96% completion rate (1 participant



51

opted out of the study); the ASA and JSAT questionnaires had a 96% completion rate
(1participant opted out of the study and a second responded only to the demographic and
PICS questionnaires); and the SF-36 Health Outcome questionnaire had a 89%
completion rate (1 participant opted out of the study and 2 omitted the survey).
Participants were able to complete the survey without questions or assistance. Data from
25 participants were included in the final analysis.

Table 1 shows the socio-demographic data of the participants. More than half of
the participants (56%) were female (N=14) and 44% were male (N=11). The mean age
was M=22.72, SD=0.46 and ranged from 18 to 26. The reported mean ages for first sickle
cell crisis and first hospitalization were M=4.51, SD=0.99 and M=2.84, SD=0.64,
respectively. Two individuals reporting their first hospitalization at 12 years old were
found to be extreme outliers and were omitted from the analysis to bring the skewness
and Kurtosis values within tolerance. The most commonly experienced SCD-related
conditions were painful crises (25, 100.0%) and anemia (22, 88%). Table 2 shows the
distribution of the surveyed SCD-related conditions. Education level ranged from high
school diploma to graduate degree. Specifically, > 1/3 of the participants (N=9, 36%)
reported having some college credits; 28% (N=7) reported having high school diplomas;
20% (N=5) reported having bachelor’s degrees; 8% (N=2) reported having associate
degrees; and 8% (N=2) reported having master’s degrees.

Perceived Involvement in Shared Decision Making

The overall mean score on PICS was M=9.0, SD=0.64 with a possible range of
0-13. The mean score for the Perceived Provider Facilitation of Patient Involvement
subscale was M=3.83, SD= 0.27 with a possible range of 0-5. The mean score for the

Perceived Level of Information Sharing between Patient and Provider subscale was
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M= 3.25, SD=0.25 with a possible range of 0-4. The mean score for the Perceived Level
of Patient Involvement in Medical Decision Making subscale was M=1.92, SD=0.31 with
a possible range of 0-4. Table 3 shows descriptive statistics for the studied variables.

Perceived Level of Involvement in Shared Decision Making and Self-Care
Management

Aim 2 hypothesized that perceived involvement of AYA with SCD in SDM
would be positively associated with better self-care management defined as self-care
ability and self-care actions. The findings were as follows:

e Perceived Involvement in SDM (Overall PICS) showed a significant, positive
moderate association with a higher self-care ability (r = .515**, p =.008), but no
evidence of association with greater frequency in self-care actions (r = .383, p =
.059)

e Perceived Provider Facilitation of Patient Involvement (PICS subscale) showed
no evidence of association with a higher self-care ability (r =.364, p =.073) and
greater frequency in self-care actions (r = .0.68, p = .747)

e Perceived Level of Information Sharing between Patient and Provider (PICS
subscale) showed a significant moderate positive association with a higher self-
care ability (r =.433*, p =.031) and greater frequency in self-care actions (r =
524* p = .007)

e Perceived Level of Patient Involvement in Medical Decision Making (PICS
subscale) showed a significant positive moderate association with a higher self-
care ability (r =.407*, p = .044) but no evidence of association with greater

frequency self-care actions (r =.318, p =.121)
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Table 4 shows the association between perceived involvement in SDM and self-care
management.

Perceived Level of Involvement in Shared Decision Making and Health Outcomes

Aim 3 hypothesized that the perceived involvement of AYA with SCD in SDM
would be negatively associated with poor health outcomes. Table 4 shows associations
between perceived involvement in SDM and health outcome variables. Pain had a
significant negative, moderate association with Perceived Involvement in SDM (r = -
.0.423*, p = .040). There was no evidence of an association between Perceived
Involvement in SDM and the health outcome variables of Social Functioning (r = -.382,
p =.065); Physical Functioning (r=-.211, p = .322); Role Limitation (r =.170, p = .426);
Emotional Wellbeing (r = .143, p = .504); Energy/Fatigue (r = .135, p = .528); and
General Health (r = .061, p = .775).

Discussion

The results of this study underscore the role of SDM in self-care management and
the health outcomes of AYA with SCD and adds to the literature because there is support
for the involvement of AYA with SCD in SDM.

AYA Perceived Level of Involvement in Shared Decision Making

The findings reveal a moderate to high agreement toward (1) Perceived
Involvement in SDM (overall PICS); (2) Perceived Provider Facilitation of Patient
Involvement (PICS subscale); and (3) Perceived Level of Information Sharing between
Patient and Provider (PICS subscale). Moderate to high agreement may indicate patients
preference for a collaborative-passive role in SDM during clinical encounters (E Lindsay
et al., 2020; Yamauchi et al., 2017; De Las Cuevas & Pefiate, 2016; Degner et al., 1997).

Participants’ Perceived Level of Patient Involvement in Medical Decision Making (PICS
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subscale) revealed a positive but low mean value. Involvement in decision making as a
component of SDM is supported by literature (Vahdat et al., 2014; Targett, 2011; Rafii, et
al., 2010). According to the authors, involvement in care includes the engagement of
patients in decision making or expressing opinions about different treatment methods.
The low mean value may however indicate a partial practice of SDM by providers.
Specifically, Bakshi and colleagues (2017) reported that while studying physician
perspectives on SDM, they found various approaches that ranged from physicians who
were committed to SDM, to those who distinctly promoted a specific therapeutic plan
based on their understanding of patient adherence, socioeconomic status, and the severity
of the clinical condition. The low mean value may also indicate participants preference
for a passive role in medical decision making. Previous studies have demonstrated that
majority of patients prefer a perceive role in decision making (Rodriguez et al., 2008;
Gregorio et al., 2020). Another study reported that in decision-making roles, 44% of the
respondents preferred a passive role, while only 1.9% preferred an active role (Mah et al.,
2016). The study by E Lindsay et al. (2020) found that overall, participants preferred a
semi-passive role in the decision making process.

Shared Decision Making and Self-Care Management

In this study, self-care management was defined as self-care ability and self-care
actions (Jenerette & Murdaugh, 2008). The two attributes seemingly function in tandem
to promote complete involvement in self-care management.

Self-care ability. Perceived Involvement in SDM showed a significant positive
association with higher self-care ability. This finding indicates that involvement in SDM
likely influenced self-care ability and is consistent with studies that have demonstrated an

association of SDM with increased patient involvement in their care (D'Amico, et al.,
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2016; Jabour et al., 2019). Specifically, Pearson’s r results for the association of
Perceived Involvement in SDM and self-care ability indicated a significant moderate
positive association for (1) overall PICS; (2) Perceived Level of Information Sharing
between Patient and Provider (PICS subscale); and (3) Provider and Perceived Level of
Patient Involvement in Medical Decision Making (PICS subscale).

Self-care actions. Findings for perceived involvement in SDM and self-care
actions varied. The association of Perceived Involvement in SDM (overall PICS) and
greater frequency in self-care actions was found to be negligible. The association of
Perceived Provider Facilitation of Patient Involvement (PICS subscale) and self-care
actions was also found to be negligible. Conversely, the association of Perceived Level of
Information Sharing between Patient and Provider (PICS subscale) showed a significant
moderate positive association with greater frequency in self-care actions. These mixed
results may indicate (1) participants preference for a passive role (Rodriguez et al., 2008;
Gregorio et al., 2020; Mah et al., 2016); (2) participant preference for a semi-passive role
(E Lindsay et al. (2020); or (3) limited provider facilitation of patient involvement in
SDM (Bakshi et al., 2017). Responses to the questionnaires in this regard showed when
there was a provider—patient partnership with the patients taking the lead in asking
questions about their condition (Perceived Level of Information Sharing between Patient
and Provider) or suggesting treatment for their condition/symptoms (Perceived Level of
Patient Involvement in Medical Decision Making), a level of agreement toward Perceived
Involvement in SDM emerged. Yet, when the provider took the lead by asking patients

whether they agreed with his/her opinion or encouraged them to discuss concerns about
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their condition/treatment (Perceived Provider Facilitation of Patient Involvement), a
level of agreement toward Perceived Involvement in SDM weakened.
Shared Decision Making and Health Outcomes

Findings showed that perceived involvement in SDM had (1) a significant
negative moderate association with Pain. The finding may indicate that a higher level of
Perceived Involvement in SDM resulted in improved pain management. This finding is
consistent with previous studies which have shown an association of SDM with positive
health outcomes (Alguera-Lara et al., 2017; Wilson et al., 2010; Lerman et al., 1990).
Particularly, Alguera-Lara et al. (2017) reported findings of symptom reduction and
decreased rates of hospitalization following the incorporation of SDM into mental health
care. Wilson et al. (2010) found that SDM was associated with significantly improved
clinical outcomes of asthma-related quality of life, healthcare use, rescue medication use,
asthma control, and lung function.

Findings of the health outcome of Pain are particularly important because in the
present study, 100% (N=25) of the participants reported pain as the most frequently
experienced condition. Notably, painful acute vaso-occlusive crisis is the insignia of SCD
and the leading cause of hospitalization or acute care utilization (Siciliano et al., 2019;
Field et al., 2019; Brandow et al., 2010; McClish et al., 2005). Moreover, pain crises
increase in frequency, duration, and intensity as patients age (Panepinto et al., 2005). It is
also important to note that the subjective nature of reporting pain (Gladwin et al., 2011)
posits it as an intriguing topic for SDM and would likely impact scores on the PICS
subscale of Perceived Level of Patient Involvement in Medical Decision Making. Case in

point, Matthias and colleagues (2020) found that although providers desire patient
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involvement in treatment decisions, they are hesitant where opioids are concerned. Yet
patients with SCD largely depend on opioids for acute and chronic pain management
(Sinha et al., 2019).
Study Strengths and Limitations

This study addressed the gap in knowledge on the role of SDM in self-care
management and the health outcomes of AYA with SCD. The contribution of the study
should however be considered in the light of limitations. The study sample size was small
and homogenous, hence limiting the generalizability of results to other populations. The
study also investigated the associations of the variables hence causality could not be
established (Hulley et al., 2013). It cannot be determined if associations among variables
are bi-directional. The generalizability of any significant findings in the study would be
limited to convenient sampling. Variables or likely mediating and moderating variables
not addressed in the study to the hypothesized associations merit attention. They include
SCD severity and different genotypes that may influence the associations. Supporting this
notation is a study of newly diagnosed patients with Multiple Sclerosis which found that
patients with higher disability preferred to take a more active role in the decision-making
process (D'Amico, et al., 2016). The use of a general and narrow measure of SDM in this
study is likely limiting. Future research that develops or uses an SDM scale specific to
SCD would enhance understanding of the concept within the context of self-care
management and the health outcomes of AY A with SCD. Lastly, the administration of
multiple instruments likely discouraged potential participants due to the time needed to

complete the questionnaires.
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Implications for Nursing Practice

Nurses are in a position to facilitate and involve patients in the SDM process.
Nurses are the largest health care workforce (Chung et al., 2021) and essential members
of the medical team (Friesen-Storms et al., 2015; Ervin et al., 2017). According to Chung
and colleagues (2021), the promotion of SDM can aid nurses in exploring the views and
expectations of patients and caregivers, as well as determine the direction of care.
Therefore, it is incumbent upon nurse educators and leaders to consider including SDM
information in curriculums and training manuals. Plans for continuing education to stay
abreast with likely policy and practice changes should also be considered.

Implications for Nursing Research

The present study focused on AYA with SCD ages 18-26 years. Future research
should include health care providers who share the responsibilities of SDM, to capture
their perceptions as they pertain to the hypothesized aims of the study. Future research
should also target a representative sample to support an analysis that could determine
mediating or moderating variables that the present study did not address (SCD severity,
Hb SS, Hb SC, Hb Sp+-thalassemia and Hb SB0-thalassemia). Lastly, this study will
likely contribute toward a better understanding of the nature of interactions between
AYA with SCD and healthcare providers; the decision-making literature; and the body of
science that guides disease management via SDM.

Conclusion

While particular attributes of the modified version of the Transformation Model
of Communication and Health Outcomes prevailed in determining factors influencing
Perceived Involvement in SDM and its associations with self-care management and

health outcomes, the model as a whole was not supported. Future research should
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consider more appropriate theoretical models to understand how patient perceived
involvement in SDM influences self-care management and the health outcomes of AYA
with SCD. Notwithstanding, the present study findings advance AYA Perceived
Involvement in SDM during entire clinical encounters, the association of perceived
involvement in SDM with self-care management, and the association of SDM with the
health outcome of pain. The present study also highlights the likely practice of negating
certain aspects of SDM and the patients preference for a collaborative-passive role in
SDM. In the light of these findings, we recommend that for SDM to thrive, providers
should remain guided by the patients’ values while ensuring that patients understand all

relevant information (Kon, 2010).
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Table 1
Demographic Variables
N=25
Variable Mean SD
Age 22.72 0.46
First SCD Crisis 4.51 0.99
First Hospitalization 2.84 0.64

Note. N = Sample size; SD = Standard deviation



Table 2

Distribution of Participant Responses to SCD Related Ailments

N=25
Ailment Number of Participants Percentage
Anemia 22 88
Depression 12 46.2
Drug Dependency 2 7.7
Heart Failure 0 0.0
Impotence/Priapism 0 0.0
Kidney Problems 1 3.8
Leg Ulcers 0 0.0
Osteosclerosis 4 15.4
(Hip/Joint replacement
problems)
Painful crises 25 100
Vison problems 8 30.8
Other 0 0.0

Note. N = Sample size

77



78

Table 3

Descriptive Statistics
N=24 for SF- 36; N=25 for PICS, ASA, & J-SAT

SCALE MEAN SD CRONBACH'S ALPHA  POSSIBLE RAGE
Physical 73.96 4.81 0.892 0-1000
Role Limitation 48.61 8.27 0.751 0-300
Energy/Fatigue 2.08 3.75 0.614 0-400
Emotional Well 60.83 4.09 0.760 0-500
being

Social Functioning 51.04 6.64 NA 0-100
Pain 53.13 572 0.915 0-200
General Health 49.17 3.90 0.624 0-400
Provider Facilitation ~ 3.83 0.27 0.650 0-5
Provider Information ~ 3.25 0.25 0.780 0-4
Patient Decision 1.92 0.31 0.807 0-4
Making

PICS 9.00 0.64 0.828 0-13
ASA 91.83 2.01 0.788 24 -120
J-SAT 28.63 0.58 0.663 8-32

Note. N = Sample size; SD = Standard deviation; SF-36 = Short Form Health Outcome Survey; PICS =
Perceived Involvement in Care Scale; ASA = Appraisal of Self-Care Agency Scale; Jenerette Self-Care
Assessment Too
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Table 4

Correlations
Roke Energy Emotond Socal Pan  Oenerd Prowder Patent  Patent FICS  ASA  JSAT
Limtabon Fabgue Welbeng Functioning Heath  Faclitsion Information  Decision
Making

Physicdl -4 B8 -0ET T J16(300) 043 (340)

(862 (865 (I (35 (15T (322

(General

JSAT
Note. **Correlation is significant at the 0.01 level (2-tailed)
*Correlation is significant at the 0.05 level (2-tailed)



Figure 1

Conceptual Framework Linking SDM to Patient Outcomes
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the shared decision making process that can be usaed as the basis for curriculum development in both
patient-provider sickle cell education programs.

If you agree to participate in the study, you will be asked to complete a brief questionnaire about your
age; gender; years of school completed by you; years of schooling completed by your father;
employment status; marital status; housing status; living situation; and a health history form. Youw will
also complete four, one time surveys: (1) The Perceived Invalvement in Care Scale; (2) The Appraisal of
Self-Care Agency Scale; (3) The lenerette Self-Care Assessment Tool; and (4) The Medical Outcomes
Study (MOS) short form (SF-36) Questionnaire. The estimated time to complete the survey is 40
minutes.

There are no foreseeakble risks involved in participating in this study other than those encountered in
daily life such as stress, discomfort, fatigue, and concerns. Specifically, some of the survey questions that
ask about self-care and disease management may be distressing to you as you think about your
experiences. Questions asking how your healthcare provider involves you in your care may cause
concerns about your relationship with yvour healthcare providers. Being in this study will not pose risk to
your safety or welloeing.

Itis anticipated there will be a very small chance of a breach of confidentiality and names and identities might be
accidentally disclosed. ldentified confidentiality breaches will be reviewed by the research team and reported to

lZ__."J'E lcalth IRE APPROVAL DATE: 07/28/2022
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the IRE as necessary. The Pl and study team take steps to avoid breach of study confidentiality by not using your

personal information for any purposes outside of this research project. [EB KUMBER: HSC-EN-12.0578

Data will initially be kept secure by password protection and data encryption with the Research

Electronic Data Capture (REDCap). Mo names or identifying information would be included in any
publications or presentations based on these data, and your responses to this survey will remain
confidential. If you provide an email to obtain the electronic gift card, the information you provide in the
surveys and guestions will not be linked to you as the compensation link is separate from the survey
study link.

There will be no cost to you for participating in the study. At the end of the survey, you will have the
option of receiving an electronic $25 dollar gift card, which will reguire you to provide your email
address. The link to provide the email is separate from the study survey link and will not link your
responses to you. The researcher will not use your personal information for any purposes cutside of this
research project. Also, the researcher will not include your name or anything else that could identify you
in the study reports. Data will be kept secure by password protection and data encryption with the
Research Electronic Data Capture (REDCap).

Participation is completely voluntary, and you may withdraw from the study at any time. The study is
anonymaous; therefare, it does not require you to provide your name or any other identifying
information. If you decide to participate in the study now, you can still change your mind later. You may
stop at any time. A dedision not to participate or stop being part of the research praject will not change
the service available to you from your healthcare provider and research team at the University of Texas
Health Science Center at Houston and UT Physician Comprehensive Sickle Cell Ceniter.

This research project has been reviewed by the Committee for Protection of Human Subjects {CPHS) of
University of Texas Health Science Center at Houston. For any questions about your rights as a research
subject, please call CPHS at (713) 500-7943

If you have guestions now or at a later time, you may contact the researcher, Judith Odityo, at XXX-XXX-
XXX or via email: Judith.m.odityo@uth.tmcedu. You can ask any questions you have before you begin
the survey.

LINK T STUDY SURVEY —_hitps.redcap uth edufredecap/index phe (test link not actual survey)

IF.B MUMEER: HSC-8H-22-0576
[FE AFFROVAL DATE:
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UTHealth
The University of Texns

COMNSENT TO TAKE PART IN RESEARCH

Study Title: Shared Decision Making in S2lf-Care Management and Health Outcomes of Adolescents and
Young Adulis with Sickle Cell Disease

Principal Investigator: Judith odityo, MSN, MBA, RN, CPN; UT Health Houston - Cizik Schoal of Nursing

Study Contact: Judith Odityo; Judith.m odityo@uth. tmc.edu; KK-XN-000K

IRE Mumber: HSE—S*\I-ZZ-{I'S?E

You are invited to take part in this research study. This consent form has important information about this
study to help to decide whether or not to take part in the study. Your decision to take part is voluntary.
You may refuse to take part or choose to stop taking part, at any time. A decision not to take part or to
stop being a part of the research project will not change the services available to you from your healthcare
provider and research staff with the University of Texas Health Science Center at Houston (UTHealth) and
the University of Texas [UT) Physician Comprehensive Sickle Cell Center.

What is the purpose of this research study?

The purpose of this study is to survey adolescents and young adults with sickle cell disease to
understand their interaction with healthcare providers. The study will also examine the association of
these interactions with self-care management and health outcomes of adolescents and young adults
with sickle cell disease.

Whao is being asked to take part in this study?

You are invited to participate in the study because you are either an adolescent or young adult with a
diagniosis of sickle cell disease. This study is being conducted at UT Physician Comprehensive Sickle Cell
Center. About 67 or more participants will be asked to take part in the study.

What will happen if | take part in this study?

If you agree to be in the study, you will be asked to answer guestions that will determine whether you
meet inclusion criteria to participate in the study. If you meet inclusion criteria for the study, you will be
asked to answer a brief guestionnaire about your age; gender; years of school completed by you; years
of schooling completad by your father; employment status; marital status; housing status; living
situation; and a health history form.

You will also complete four one-time surveys regarding your interaction with healthcare providers;
selfcare ability; self-care actions; and health outcomes. The amount of time asked of you to complete
the survey is about 40 minutes.

What are the risks of taking part in this study?

[FE NUMEER: HSC-8N-22-057
[FE APFROVAL DATE:

07/28/2022
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There are no foreseeable risks involved in participating in this study other than those encounterad in
daily life such as stress, discomfort, and fatigue. Specifically, some of the survey guestions that ask about
self-care and disease management may be distressing to you as you think about your experiences.
Contact NMame: Judith Odityo
Telephone: XXX-XXX-XXXX

COMSENT TO TAKE PART IN RESEARCH

Page 2

Cuestions asking how your healthcare provider involves you in your care may cause concerns about your
relationship with your healthcare providers. Being in this study will not pose risk to your safety or
wellbeing.

It is anticipated there will be a very small chance of a breach of confidentiality and names and identities
might be accidentally disclosed. Identified confidentiality breaches will be reviewed by the research
team and reported to the IRE as necessary. The Pl and study team take steps to avoid breach of study
confidentiality by not using your personal information for any purposes outside of this research project.
Data will initially be kept secure by password grotection and data encryption with the Research
Electronic Data Capture [REDCap). Mo names or identifying information would be included in any
publications or presentations based on these data, and your responses to this survey will remain
confidential. If you provide an email to obtain the electronic gift card, the information you provide in the
surveys and guestions will not be linked to you as the compensation link is separate from the survey
study link.

What are the benefits to taking part in this study?

There are no direct benefits to taking part in the study. However, your participation in the research will
contribute toward a better understanding of the nature of interactions between adalescents and young
adults with sickle cell disease and healthcare providers; the dedsion-making literature; the body of
science that guides disease management via shared decizion making; and identification of elements of
the shared dedision making process that can be used as the basis for curriculum development in patient
provider sickle cell education programs.

Subject compensation

You will be compensated a 525 electronic gift card for completion of gll the surveys and questions.

Can you stop taking part in this study?

You may decide to stop taking part in the study at any time. To withdraw from the study, you may either
discontinue completing the online survey or please contact the primary investigator, Judith Odityo, at

LRSS ER GRS

If you stop participating in this study after submitting the survey, the information already collected
about you will still be used in the data analysis. However, no further information will be collected
without your permission.

What are the costs of taking part in this study?

There are no costs in taking part in the study.

IRE WUMBER- H3C-8M

IN—-LL

[FB AFFROVAL DATE:

L
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How will privacy and confidentiality be protected?

Your privacy is important and your particdipation in this study will be kept confidential. The researcher
will not wuse your personal information for any purposes outside of this research project. Data will
initially be kept secure by password protection and data encryption with the Research Electronic Data
Capture [REDCap). Mo names or identifying information would be included in any publications or

Contact Mame: Judith Odityo
Telephone: XXX-XXX-XXXX
COMSENT TO TAKE PART IM RESEARCH
Page 3

presentations based on these data, and your responses to this survey will remain confidential. i you
provide your email to obtain the electronic gift card, the information you provide in the surveys and
guestions will not be linked to you as the compensation link is separate from the survey study link. Who
can | contact if | have questions about the study?

If you have guestions at any time about this research study, please feel free to contact the primary
investigator, Judith Odityo at 2B1-460-2284; as they will be glad to answer your questions. You can
contact the primary investigator to discuss problems, voice concerns, obtain information in addition to
asking questions about the research.

The Committee for Protection of Human Subjects at the University of Texas Health Science Center has
reviewed this research study. You may contact them for any questions about your rights as a research
subbject, and to discuss any concerns, comments or complaints about taking part in a research study at
(713} 500-7543,

Please select your choice below.
O Agree to participate in the study

[0 Disagree to participate in the study

IFB MUMBER: HSC-EN-12-0576
[FE AFFROVAL DATE:

07/28/2022
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Demographic Questionnaire

© WPk o dME N OO E O B~ODDE O

Age:

Gender (Select your response): 1. Female 2. Male

What is the number of years of schooling completed? (Select your response)
Elementary/Intermediate; 01 02 03 04 05 06 07 08 09
High School: 09 10 11 12

Technical College (Associate Degree): 13 14

4-Year College (Bachelor’s Degree): 13 14 15 16

Graduate School (Master’s Degree): 17 18

Doctorate: 19 20 21

What is the number of years of schooling completed by your father? (Select your response):

Elementary/Intermediate: 01 02 03 04 05 06 07 08 09
High School: 09 10 11 12

Technical College (Associate Degree): 13 14

4-Year College (Bachelor’s Degree): 13 14 15 16

Graduate School (Master’s Degree): 17 18

Doctorate: 19 20 21

Are you currently working a paying job? (Select your response):

Yes, full-time

Yes, part-time

No, not employed

No, not employed (disabled)

What is your current marital status? (Select your response):

Single/never married
Married

Divorced

Widowed

Separated

Which best describes your current housing situation? (Select your response):

Rent
Own

Which best describes your living situation? (Select your response):

I live alone
I share housing with my family.
I share housing with friends

What is your zip code?

97



98

10. How old were you when you had your first sickle cell disease crisis? Years Old
11. On average, how many sickle cell disease crises do you have per year that require being in the
hospital?

[EEN
N

. Select all of the following conditions you have experienced because of having sickle cell disease
Anemia
Depression
Drug dependency addiction
Heart Failure
Impotence/Priapism
Kidney Problems
Leg Ulcers
Osteosclerosis (Hip/joint replacement problems)
. Painful crises
10. Vision problems
11. Other

© oo NOR~ WD PE

Jenerette & Murdaugh (2008)
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FPagw ]
Participant Information
Plaase complete the surdey below.
Trank you!
1. Age
2. Gander Narren
Man
T pend enTrans
Transgend enTrans man
HNor-Binary
Mot listad
Prafer not to amcwer
3. 'What is ypoeor highest kel of education?
Mo school compbrbad E bameesiaimy fin barrrezd la ba Some ekrmenmyimbermediate
mﬂqrﬂhnﬂ.mdﬁu?ﬂ High schood qnﬁ.ﬂhl-,?blm or the epsdvalent {for emample: GEO|
Some college Credt, No degres Tradefechnicalivecational raining () Assoclabe degres:
Bacheiors dagree (O Masters degres  (O) Professional degree (0 Doctorate degres
4. 'What s the number of years of schooling completed by yoor Tather?
Mo schodling complebed  (CF Elementanyintemmadiabe  (C) Some elementaryinbermad iate
Somae high school, no diploma. ) High school gradeate, diploma or the eyuivalont (or cample: GEO)
Some college credit, no degree (D) Trade/tech nicaliwocaticnal hnln%u O Associabe degres
Bachelors degrea Oy Masters degres () Professional degree () Doctorate degres
ik o
5. Ane you currently working a parying job? Salect one
i Fes, Full ime O Yes part-time (D Mo, ot emgloyed (O Ko, not employed (dsablod)
B. What is your curment marital staius T Select one
) Singleinever mamied (O Married (O Divorced () O Separated
7. 'Which besst describes your oarent housing sibeabon? Select one
CiRent (O Own
B. 'Which besct describes your leing situationT Select on
il ive alone (O | share Rousing with family (O | share housing with Triends
3. What is your zip code?
10. How old ware pos when yous had youw Tirst doede oall disoacs orick?
AR TR propecteczas oy 'hEDI:aP'

Fage 2

11. On average, how many sicele ool diseacs orises do you hase per year that requine baing in e
hospital?

12. Salect all of the following oondkens you have sxperenced Because of Raving sidele ool disoace

aremia [J Depession [ Drug dependency addiction ] Heart Falkae [ iImpotencePriapism
Eldnery Problems [ Leg Ukcers [ Osteosclerosis {Hip/fjeint replacement problems)
O Faintdl crises [ Vision problems

What othar asdrional comdRiom have you experenied because of Raving skoide coll Sisaace?
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Perceived Involvement in Care Scale (PICS) - Original
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Thiiz survey has statements about your percaived invalvement in your care during clinical encounters with your healthcars providers. For 2ach stalement, pleass
circle “Yes" if you agree or “Mo® if vou disagree. Thark you.

Perceived Involvement in Care Scale (PICS) Circle Your Response
Provider Facilitation
Asked me whether | 2gree with hizher dedsions Agree Disagree
Gave me a complete explanation for my medical symploms or reaiment Agree Disagree
BAsked me what | believe is causing my medical symptoms Agree Disagree
Encouraged me to talk about personal concems related fo my medical symptoms Agree Disagree
Encouraged me to give my oginicn about my medical treatment Agree Disagree
Patient Information
| asked my provider 10 explain the treatment of procedure 1o me in greater detal Agree Disagree
| asked my provider for recommendations sbout my medical symptoms Agree Disagree
| wenit into great detail about my medical symploms Agree Disagree
| asked my provider  lot of guestisns about my medical symetoms Agree Diaagree
Patient Decision-hlaking
| suppested @ certain kind of medical freaiment o my provider Agree Disagree
lingisied on & parficular kind of 1252 or freatment for my symptoms Agree Disagree
| expressed doubts about the tesis or irestment that my provider recommended Agree Disagree
| gave iy opinion (agreement o disagreament) about the types of teat or reatments that
my provider ordered Agree Disagree

{Lerman et al., 1990]. Seores Agree = 1; Disagree = (
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Pagw 3
Perceived Invalvement in Care Scale (PICS)
Please complete the soraay balos.
Thank you!
This suwrvey has stat I: your peroei i i [t in your care dwrieg clinical
encounters with your healthroare providers. For each statement, please state “YES™ if you
wgres or "HO” if you disagres. Thank you
TES 33
1. Askad me whether | agres L] L
with hisfaer deciskons
3. Gasse ma a comphabe [ ] L]
explanabion for mvy missoal
SYMEEDNTS oF traatment
3. Askad e what | Baiase i () O
CAUEIng my madical symptmms
4. Emcouraged me o ke about O [
persanal COnCems related b my
medical symmphoms
5. Emcouraged me o give [ L]
opiniom about ey meedical
bresabmesnt
T'Ii:l:.rlr..lhlﬂ.-—-—- 1, your peroei b h‘ul.-'ﬂrnll.rhgcl-hhl
encounters with your healthecare providers. For each statement, please state “YES™ if you
wgres or “HO” if you disagres. Thank you
TEG W
6. | asked my prowkder to axpdaim or L]
o tresabmeent or procedune to
mee N greates detadl
7. | asked my prowder for r L]
recomimendations abost
medical syrmphoms
B. | want intn great detail abost fin ] [
my Eraedicall s ympt s
9. | asked my prowkder 3 kot of Tk Lo )
questions about my eedical
S IMELIETS
[OFIRCTT T-5 Bpr propeciredcas g ﬂEDcap'

Pagw 4

This swrvey has stat 1, your peroei b in youwr care dwrineg climical
encounters with your healthecare providers. For each statement, please state “YES™ if you
wgres or “HO” if you disagres. Thank you

TES [T
10. gested acertain kind of O L]
medical reatmant ta my
prosdder
11. 1 inskted on  parckcular kind O L]
of test or breatmnent for moy
ES ] =]
12. I expressed dosbs about the o L]
bests oo treatmaent that my
prosdder recomime raed
1. 0 garws iy oipsin boem [ ] L]

[agracmant o S agremmant)
absut the bypes of bast o
treatments that vy provides
ordened
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Appraisal of Self-Care Agency (ASA) Scale - Original
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A list of statements which people have used to describe themselves is given below. Please read each
statement and then select the number to the right of each statement to show how much you agree or
disagree with the statement as a description of you. There are no right or wrong answers. Do not spend
too much time on any one statement but give the answer which is most descriptive of you.

Totally Neither Agree Totally
Statement disagree Disagree nor disagree Agree Agree
1. As circumstances change, | make the needed
adjustments to stay healthy. 1 2 3 4 5
2. I rarely check whether the measures | take to
stay healthy are adequate. 1 2 3 4 5
3. If my mobility is decrease, | make the needed
adjustments. 1 2 3 4 5
4. | can take measures to maintain sanitary
conditions in my environment. 1 2 3 4 5
5. When needed, | set new priorities in the
measures that | take to stay healthy. 1 2 3 4 5
6. | often lack the energy to care for myself in
the way that | know | should. 1 2 3 4 5
7. 1 look for better ways to care for myself.

1 2 3 4 5
8. To maintain my hygiene, | adjust the
frequency of bathing and showering to the
circumstances. 1 2 3 4 5
9. | eat in a way that maintains by body weight
at an appropriate level. 1 2 3 4 5
10. When needed |
manage to be by myself. 1 2 3 4 5
11. I always think about including a program of
exercise and rest in my daily routine but never
get around to doing it. 1 2 3 4 5
12. Over the years | have developed a circle of
friends that | can call upon when | need help.

1 2 3 4 5
13. I rarely get enough sleep to feel rested.

1 2 3 4 5
14. When receiving information about my
health, I rarely ask for clarification of language
that | do not understand. 1 2 3 4 5
15. I rarely examine my body to determine the
presence of any changes. 1 2 3 4 5
16. If | take a new medication, | obtain
information about the side effects. 1 2 3 4 5
17. In the past, | have changed some of my old
habits in order to improve my health. 1 2 3

4 5

18. I routinely take measures to ensure the safety
of myself and my family. 1 2 3 4 5
19. I regularly evaluate the effectiveness of the
things that | do stay healthy. 1 2 3 4 5
20. In my daily activities, | rarely take time to
care for myself. 1 2 3 4 5
21. 1 am able to get the information | need, when
my health is threatened. 1 2 3 4 5
22. | seek help when unable to care for myself.

1 2 3 4 5
23. | rarely have time for myself. 1 2 3 4 5
24. Due to limited mobility, | am not always
able to care for myself in a way | would like to.

1 2 3 4 5

Jenerette & Murdaugh, 2008.
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34
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Fage 5

Appraisal of Self-Care Agency (ASA) Scale

Plaase complete the surdy bakow.

Trank you!

"R list of statements which people have used to describe themselves is given below. Please
read each statement and then

sefdect the number to the right of each statement to show how much you agree or disagres
with the statement as a description

of you. There are no right or wrong answers. Do mot spend too much time on any one
statement but give the answer which

is maost descriptive of youw.

Tkl Dy Diciirgeima Hunltar Agraw Byt Tokally Faytusa
reed Cviasy o

1. & cirosmstances change. | ] o o ] ]
make the needed afustments b
stay healkhy.

2. | rroly chisck whiother tha () o o o o
measures | take by stay heakhy
ane adenuate

3. ¥ mvy mokility ks decrease, | ]
make the needed afusimeants.

4. | cam Eaka maseres Bo

maintain sanitary condtions in
Ty STV M.

5. When nesded, | set new L] L] [ Q2 Q
priorities in tha maeasunes that |
bakoe b stay haalthy.

6. | often lack the enargy to carne L] (] o Q o
far mysell in the way that I oo
I shoedd.

7. 1 look forr bether ways to cane
far mypsedrl.

8. Te maintain my hygkena,
Sdjust the femguiancy of bathing
and shomering Lo e
dircumstanoes

9. | eat in @ wary that mainkairs ] o o o ]
by bady weight at an
appeoriabe feael

10. Whan nested | manags be o o ] o ]
b By rrrpsa .
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11. 1 akways thimk dbout
inchafing a program of eoercie
ared rest i my daily routine but
neser et amund b doing

13, Qv the years | have
desvelepad 3 droke of friemds hat
| cain Call ugan s | maeed Raig

13. I raredy get enoagh Slssp o
Feod restod

14, Whan recofding information

about my Rasalkth, § rarely acsk for
darification of language that | do
NOT URSErEtand

15. I ravedy ecsaewine mrvy body o
determming: thi presemace of ary
hanges

16. ¥ I taka a ntw masficabion, |
obtain infdormabon abowt the
side effects.

1T. b tha east, | hawe changed
som@ of my okd habis b ord er b
Irrgpeorae g hasalih.

18. I roastin ehy ks measw res by
ereure the safety of mysel and
iy Bamiky.

19, 0 el larty eraalaats thi
effectivaness of the things that |
oo stay hesalthy.

20. I my daly actraites, | arey
bk bmie to caie foir mysat.

21. 0 am abie o got the
Infremniation | mad, whiss my
hesalth |5 thraatened.

22, I saok help whiem unable o
care foar miysedf.
23, I raredy hase Dma for mysaetf.

24, Due Bo lmiged mobdldRy, | am
not always able b cane for
T in 3wy | weou bd Nk to.
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projectrascag e ﬂ‘EDl:HP'

109




110

Appendix L

Jenerette Self-Care Assessment Tool (J-SAT) - Original



Please choose the response that best reflects your agreement with each statement.

111

Statement

Never

Rarely

Sometimes

Almost Always

| take
medications as
prescribed.

| keep my
medical
appointments.

| understand
(know why |
am taking) my
medications.

| follow the
diet
recommended
by my
doctor/nurse.

I know
enough about
my health.

I drink plenty
of fluids.

| avoid stress
whenever
possible.

| dress to stay
warm.

Jenerette & Murdaugh, 2008.
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Jenerette Self-Care Assessment Tool (J-5AT)

Phease complete the suray bokw.
Thank you!

Please choose the response that best reflects your agreement with each statement.
Fisrewt Ry T Blecal Awaps

1. | taen mrsadications s O ] ] O
prascribed.

2. | kpep my medical
Appintments.

3. | enderstand [know wiey | am
taking| my madications.

4. | fellow thar diet rescornmandad
by ey docRoeinurss.

5. | knoaw @ntagh aaut my
hesalth.

6. | drink plrty of Auids

7. | avold siress whianoes
pesiblia,

B. | dress o stay wanm.

[D3F3AG2] T-5Bpm
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Medical Outcome Study (MOS) Short

115

SF-36 Questionnaire

This gquestionnaire asks for your views about your health. For ALL guestions, please tick,
cross or colour the circle that most closely matches youwr response. There are no right or
wrong answers. Please answer ALL guestions.

1. In general, would you Poor Fair (S Wery good Excallant
say your health is: C} G {:‘J G {:]
2. Compared to one Much worme  Somewhat Aot the Somewhat Muich betier
year ago, how now than worse than  came gsone beierthan  than one
would you rate your :ns year :’ns year yE&r 300 one year YES 300
health general in g o B0
now? O O O O O
3. The following questions are about activities you might do during a typical day. Does
your health now limit you in these activities? If so, how much?
o, mol Yes, Emiled Yes, limited
Emited at all & littla a ot
a. Vigorous activities, such as running, lifting G G {:]
heavy objects, participating in strenuous sports
b. Moderate activities, such as mowving a table "::' D {:]
pushing a vacuum cleaner, bowling, or playing
c. Lifting or cammying groceries G D {:]
d. Climbing several flights of stairs ':::' G |::]
g. Climbing one flight of stairs G "::-l' D
f. Bending, kneeling or stooping "::' D {:]
g. Walking more than a mile G D D
h. Walking several blocks I:::I G |::]
i. Walking one block ':::' {:} ":]'
j- Bathing or dressing yourself E} G D
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4. Dwring the past 4 weeks, how much of the time have you had any of the following
problems with your work or other daily activities as a result of your physical health?

Wone of e A little of the  Some of the Most of the All of the
fime time tirme: time mme

a. Cut down on the
amount of time you r‘:' '::] C:' C:' C:J
spent on work or
other activities

b. Accomplished less @ @

than you would like

c. Were limited in the
kind of work or other G G
activities

d. Had difficulty C} G C} D G

performing the work
or aother activities
(e.g. it took extra
effort)

5. Dwring the past 4 weeks, how much of the time have you had any of the following
problems with your work or other regular daily activities as a result of any emotional
problems (such as feeling depressed or anxious)?

Mone of the  Alittle of the  Some ofthe  Mostof the All of the
Bme tirme tirmee time mme

a. Cut down on the
amount of time you G G '::} G G
spent on work or
other activities

b. Accomplished less l::l l::..'l ﬂ:] D ':::'

than you would like

c. Did work or other |:,‘| l:::l ':? C} C:'

activities less
carefully than usual

6. During the past 4 weeks, to what extent has your physical health or emotional problems
interferad with your normal social activities with family, friends, neighbours, or groups?

Mot at all Sl hitly Moderately Cuite & bit All of the
mme

T. How much bodily pain have you had during the past 4 weeks?

Mone Wery mild Mild Moderate Severe \ery sewens




8. During the past 4 weaks, how much did pain interfere with your normal work (including
both work outside the home and housework)?

Mot at all A liitle e Moderabety Quite & bit Extremedy

8. These questions are about how you feel and how things hawve been with you during the
past 4 weeks. For each question, please give the one answer that comes closest to the
way you have been feeling. How much of the time during the past 4 weeks...

None of the Alittle of e  Some of the Most of the All of the
mme Hirree e time mme

a." did you feel full of O O O O O

b. hawve you bean very I::} {::l ':::' ':::' ':::'

neryous?

c. have you felt so C} {:} O r::j (:j

down in the dumps
that nothing could
cheer you up?

d. hawve you felt calm
and peaceful ?

g. did you have a lot of
enargy 7

f. have you felt
downhearted and
depressad?

g. did you feel worn
ouwt?

h. hawve you been
happy?

0|0l O 00
0|0l 0O 00
O|0] O OO0
O|0] O OO0
C|0] O 00

i. did you feel tired? O e O O )]

10. During the past 4 weeks, how much of the time has your physical health or emotional
problems interfered with your social activities (like visiting friends, relatives, etc.)?

Nong of the Alittle of e Some of the Most of the All of the
mme Hime e time mme

11. How TRUE or FALSE is each of the following statements for you?

Dedinbely Mostly false  Don'tknow  Mostly ue Definitaly
false rue

i 0 o o0 0 0O

other people

“awanee OO 0O 0 O
C. ;:T:;Lny health to D l:::, O I:::I D
"o © o0 o o o
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Appendix O

Medical Outcome Study Short Form SF-36 — REDCap



54)

&60)

61)

62)

63)
64)

B5)
G6)
&7)
68)

4]
70

1)

72)

73]

74)

36-Item Short Form Survey Instrument (SF-36)

Please complete the survey below.
Thank you!

1. In general, would you say your health is:

CyExcellent OVerygood O Good O Fair O Poor

2. Compared ko one year ago, how would you rate your health in genaral now?

T+ 1 - Much better now than one yearago (O 2 - Somewhat better now than one year ago
(3 - About the same () 4 - Somewhat worse now than one year ago (3 5 - Much worse now than one year

ago

The fnl-lnwlnn items are about activities you might do during a typical day. Does your health
now limit you in these activities? If so, how much?

1 Yes, limited a lot Z ves, limited & fitbe 3 Ma, not Emited at all
3. Wigorous activities, such as o (8] O
running, lifting heavy objects,
participaking in strenuous sports
4. Moderate activities, such as ] 8] O
movwing a table, pushing a
vacuum cleaner, bowling, or
playing golf
5. Lifting or carrying grocerias 8] o o
&. Climbing saveral flights of (8] (o} O
skairs
7. Climbing ane flight of stairs o (] O
8. Bending, kneeling, or stooping O O O
4. Walking maore than a mile o ) o
10. Walking several blocks o o o
11. Walking one block 9] o} O
12. Bathing or dressing yourself o o o

During the past 4 weeks, have you had any of the ful-hwinn problems with your work or other
regular daily activities as a result of your physical health?

TES ND
13. Cut down the amount of time 8] O
you spent on work or other
activities
14. Accomplished less than you (8] O
would like
15. Were limited in the kind of o O

work or other activities

02/09/2023 7:58pm projectredeap o ﬂEDCﬂF}’h

119



120

75]

Ta)

7

78]

T4a)

B0)

1)
82)

83)

84)

85)

16. Had difficulty performing the ] o
waork or other activities (for
example, it took extra effort)

During the past 4 weeks, have you had any of the following problems with your work or other
regular daily activities as a result of any emotional problems (such as feeling depressed or
anxious)?

VES )
17. Cut down the amount of Gme 8 O
you spent on wark or other
activities
18. Accomplished less than you ] O
would like
19. Didn't do work or other ] o

activities as carefully as usual

20. During the past 4 weeks, to what extent has your physical health or emational problems intarfered with your
narmal social activities with family, friends, neighbors, or groups?

Mot atall Oy Slightly () Moderately (O Quite a bit ) Extremely

M How much hadily pain hawve yoan had during the past 4 weeks?
CrHone (O very mild (O Mild (O Moderate O Severe (D) Very sevare

22. During the past 4 weaks, how much did pain interfare with your normal work (incleding both work outside the
hame and housework]?

OiNotatall O Alittle bit O Moderately (O Quite a kit O} Extremely

These questions are about how you feel and how things have been with you during the past 4
weeks. For each question, please give the one answer that comes closest to the way you have
been feeling.

How miuch of the time during the past 4 weeks...

Bl cf the ime . Mostof the . Agood Bit o | Some of the . A e of the . Hone of the

time the time L tirme i
23. Did you feal full of pap? (] O 8] 8] 8] 8]
24. Hawve you been a very ] Q O o 8] 8]
nervous persan?
25. Have you felt so down in the [ 8 o o o o
dumps that nothing could cheer
you up?
26. Have you felt calm and (] O ] O O O
peaceful?

D023 T:58pm projectredcan org &EDEHPH
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Page 10
27. Did you have a lot of energy? o Q o o (] o

B6) 28. Hawe you felt downheartad o o 8] Q o o
and blue?

B7) 29 Did you feel wom out? o 8] 8] 8] o o

BE) 30. Have you been a happy 8] (8] 8 L] o o
person?

89) 31. Did you feel tired? O O O O o o

90) 32. Dwring the past 4 weeks, how much of the time has your physical health or emotional problems interfered with
your social activities (like visiting with friends, relatives, etc.)?

(1 - Al of the tme (O 2 - Most of the time (O 3 - Some of the time (3 4 - A little of the time
(5 - None of the time

How TRUE or FALSE is each of the following statements for you.
Definitely true Mestly true Dan't knc Muostly Take Definitely false

91) 33.1seem to get sick a litte (9] (9] O O O
easier than other people

92) 34.1am as healthy as anybody |
know

9] 9] 9] 0] 9]
93) 35| expect my health to get (8] O o (] (8]
(] (] (] (] (]

WOTSE

G4] 36, My health is excellent

DQATA2023 7:38pm projectredoan om ﬂEDcﬂp‘
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Appendix P

Medical Outcome Study Short Form SF-36 — Scoring Guideline
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36-ltem Short Form Survey (SF-36) Scoring
Instructions

Step 1: Recoding ltems

Change original To recoded
ltem numbers response cateqgory * value of:
1,2, 20, 22, 34, 38 1— 100

2— Fili]

3— 50

4— 25

b — a
3.4 587 88 10 11, 12 1— 0

2— 50

3— 100
13, 14, 15, 16, 17, 18, 18 1— 0

2— 100
21,23, 28, 27, 30 1— 100

2— &0

3— 60

4— 40

5— 20

86— 0
24 285 28, 20 31 1— 0

2— 20

3— 40

4 60

5— &0

86— 100
32 33,35 1— 0

2— 25

3= 50

4 Fili]

F— 100

* Frecoded response choices as printed i the guestionnairs.
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Step 2: Averaging ltems to Form Scales

After recoding per Table 1,
Mumber of average the following

Scale items iterms

Physical functicning 10 3458738101112
Role lmitations due to physical health 4 1314 1516

Role limitations due to emoticnal 3 1718 18

prohlems

Energyifatique 4 2327283
Emuoticnal well-being 5 24 2528 2830

Social functioning 2 2032

Pain 2 2122

General health EF) 133343536
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J6-ltem Short Form Survey (SF-36) Scoring
Instructions

Step 1: Recoding ltems

Change oniginal To recoded
response categorny * value of:
1,2 20, 22, 34, 38 1— 100
22— 75
3— 50
4 — 25
5— [
3456867 8 910,11, 12 1— 0
22— 50
3— 100
13, 14, 15, 16, 17, 18, 18 1— L]
2— 100
21,23, 26, 27, 30 1— 100
2— B0
3— B0
4 — 40
5 — 20
8 — (1]
24 25 28 20 31 1— L]
22— 20
3— 40
4 — &0
5— B0
G — 100
32 33, 35 1— L]
2— 25
3— 50
4 — 75
55— 100

* Precoded responss choices as prnted in the guestionnaire.



Step 2: Averaging ltems to Form Scales

After recoding per Table 1,

Number of average the following
Scale items items

Physical functioning 10 3458788101112
Raole limitations dwe to physical health 4 13 14 15 16

Raole limitstions duse to emotional 3 1718 18

problems

Energyifatigus 4 23 27 28 31
Emctional well-b=ing 5 24 2528 28 30

Social functioning 2 2032

Fain 2 21 22

General health 5 13334 35 36
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Appendix Q

Human Subjects Research Training Certificate (CITI)
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