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and Young adults with Sickle Cell Disease 

 

May 2023 

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 AYA 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 AYA 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  
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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 AYA 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.  
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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. 
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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). 
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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).  

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 

AYA with SCD in shared decision making and self-care management (self-ability and 

self-care actions).  
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Hypothesis 2.1. It is hypothesized that perceived involvement of AYA 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 AYA 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 AYA 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 
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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 (IOM, 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 
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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 
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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 AYA 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 AYA 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 AYA 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 AYA 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 AYA 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 AYA 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 beta0 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 AYA 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 AYA 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 PI 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 PI 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 PI 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 

AYA 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. Illustrating 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 AYA 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 (IOM, 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 AYA 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).  
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 To control or prevent the illustrated challenges, it is important that AYA 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 AYA 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 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 (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 beta0 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 AYA 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 (α = .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 (α =.81) and (α = .78), respectively. The subscale of Perceived Provider Facilitation of 

Patient Involvement had a marginal internal consistency of (α = .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, α = .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, α = .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, α = .89; Role Functioning, α = .75; Emotional Wellbeing, α = .76; 

Pain, α = .92. The SF-36 subscales of Energy/Fatigue and General Health had 

inadequate marginal consistency of α = .61 and α = .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. 
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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 

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.  



50 

 

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 to 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 AYA 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 
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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: 

• 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) 

• 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)  

• 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) 

• 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 & Peñate, 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; 

Gregório 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; 

Gregório 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 AYA with SCD. Lastly, the administration of 

multiple instruments likely discouraged potential participants due to the time needed to 

complete the questionnaires.  

 



58 

 

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 Sβ+-thalassemia and Hb Sβ0-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 



59 

 

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 

 Note. N = Sample size; SD = Standard deviation 

 

 

 

 

 

 

 

 
Variable 

 
Mean 

 
SD 

 
Age 

 
22.72 

 
0.46 

 
First SCD Crisis 

 
4.51 

 
0.99 

 
First Hospitalization 

 
2.84 

 
0.64 
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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  
(Hip/Joint replacement  
problems) 

4 15.4 

Painful crises 25 100 

Vison problems 8 30.8 

Other 0 0.0 

Note. N = Sample size 

 

 



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 
being 

 
60.83 

 
4.09 

 
0.760 

 
0 - 500 

 
Social Functioning 

 
51.04 

 
6.64 

 
NA 

 
0 - 100 

 
Pain 

 
53.13 

 
5.72 

 
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 
Making 

 
1.92 

 
0.31 

 
0.807 

 
0 - 4 

 
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 

 
Note. **Correlation is significant at the 0.01 level (2-tailed) 
            *Correlation is significant at the 0.05 level (2-tailed) 
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Figure 1 

Conceptual Framework Linking SDM to Patient Outcomes 

 

(Street et al., 2009). 
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Consent Form 
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Demographic Questionnaire – Original 
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Demographic Questionnaire 

1. Age:  ____________ 

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

3. 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 

4. 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 

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

1. Yes, full-time 

2. Yes, part-time 

3. No, not employed 

4. No, not employed (disabled) 

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

1. Single/never married 

2. Married 

3. Divorced 

4. Widowed 

5. Separated 

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

1. Rent 

2. Own 

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

1. I live alone 

2. I share housing with my family. 

3. I share housing with friends 

9. What is your zip code? __________________________ 
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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? __________________________________                            

12. Select all of the following conditions you have experienced because of having sickle cell disease 

1. Anemia 

2. Depression 

3. Drug dependency addiction 

4. Heart Failure 

5. Impotence/Priapism 

6. Kidney Problems 

7. Leg Ulcers 

8. Osteosclerosis (Hip/joint replacement problems) 

9. Painful crises 

10. Vision problems 

11. Other _____________________________________________________ 

 

Jenerette & Murdaugh (2008) 
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Appendix G 

 
Demographic Questionnaire - REDCap 
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Appendix H 

 
Perceived Involvement in Care Scale (PICS) - Original 
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Appendix I 

Perceived Involvement in Care Scale (PICS) - REDCap 
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Appendix J 

 

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. 
 

Statement 

Totally 

disagree 

 

Disagree 

Neither Agree  

nor disagree 

 

Agree 

Totally 

Agree 

1. 1. As circumstances change, I make the needed 

adjustments to stay healthy. 

 

1 

 

2 

 

3 

 

4 

 

5 

2. 2. I rarely check whether the measures I take to 
stay healthy are adequate. 

 
1 

 
2 

 
3 

 
4 

 
5 

3. 3. If my mobility is decrease, I make the needed 

adjustments. 

 

1 

 

2 

 

3 

 

4 

 

5 

4. 4. I can take measures to maintain sanitary 
conditions in my environment. 

 
1 

 
2 

 
3 

 
4 

 
5 

5. 5. When needed, I set new priorities in the 

measures that I take to stay healthy. 

 

1 

 

2 

 

3 

 

4 

 

5 

6. 6. I often lack the energy to care for myself in 
the way that I know I should. 

 
1 

 
2 

 
3 

 
4 

 
5 

7. 7. I look for better ways to care for myself.  

1 

 

2 

 

3 

 

4 

 

5 

8. 8. To maintain my hygiene, I adjust the 
frequency of bathing and showering to the 

circumstances. 

 
 

1 

 
 

2 

 
 

3 

 
 

4 

 
 

5 

9. 9. I eat in a way that maintains by body weight 
at an appropriate level. 

 
1 

 
2 

 
3 

 
4 

 
5 

10. When needed I  

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 I have developed a circle of 

friends that I can call upon when I 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 I 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 I take a new medication, I obtain 

information about the side effects. 

 

1 

 

2 

 

3 

 

4 

 

5 

17. In the past, I 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 I do stay healthy. 

 

1 

 

2 

 

3 

 

4 

 

5 

20. In my daily activities, I rarely take time to 

care for myself. 

 

1 

 

2 

 

3 

 

4 

 

5 

21. I am able to get the information I need, when 

my health is threatened. 

 

1 

 

2 

 

3 

 

4 

 

5 

22. I seek help when unable to care for myself.  
1 

 
2 

 
3 

 
4 

 
5 

 

23. I rarely have time for myself. 

 

1 

 

2 

 

3 

 

4 

 

5 

24. Due to limited mobility, I am not always 
able to care for myself in a way I would like to. 

 
 

1 

 
 

2 

 
 

3 

 
 

4 

 
 

5 

Jenerette & Murdaugh, 2008. 
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Appendix K 

 

Appraisal of Self-Care Agency (ASA) Scale - REDCap 
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Appendix L 

Jenerette Self-Care Assessment Tool (J-SAT) - Original 
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Please choose the response that best reflects your agreement with each statement. 

 

Statement 

 

Never  

 

Rarely 

 

Sometimes 

 

Almost Always 

 

1. I take 

medications as 

prescribed. 

    

 

2. I keep my 

medical 

appointments. 

    

 

3. I understand 

(know why I 

am taking) my 

medications. 

    

 

4. I follow the 

diet 

recommended 

by my 

doctor/nurse. 

    

 

5. I know 

enough about 

my health. 

    

 

6. I drink plenty 

of fluids. 

    

 

7. I avoid stress 

whenever 

possible. 

    

 

8. I dress to stay 

warm. 

    

 

Jenerette & Murdaugh, 2008. 
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Appendix M 

 

Jenerette Self-Care Assessment Tool (J-SAT) -REDCap 
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Appendix N 

 

Medical Outcome Study Short Form SF-36 – Original 
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Medical Outcome Study (MOS) Short
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Medical Outcome Study Short Form SF-36 – REDCap 
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Medical Outcome Study Short Form SF-36 – Scoring Guideline 
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Human Subjects Research Training Certificate (CITI) 
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