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Abstract 

Sickle cell disease (SCD) is the most common genetic blood disorder in the 

United States (US) and Jamaica and primarily affects individuals of African descent. 

SCD can result in severe and debilitating complications, including vaso-occlusive crises 

and organ damage. To prevent these complications SCD requires complex self-

management.  SCD is associated with significantly shortened lifespans in both countries. 

Many personal and background factors including, perceived stigma, demographics 

(country, age, race, sex, socioeconomic status) and clinical (disease severity, 

hydroxyurea use, genotype) characteristics may influence self-management strategies 

and health-related quality of life (QoL) in SCD. These characteristics have not been 

explored fully in either country and there are many differences between countries in 

how SCD is managed and stigma is perceived. This dissertation aims to develop 

knowledge related to the relationships between SCD self-management, stigma of SCD, 

and health-related QoL.  

A systematic literature review was conducted to appraise the current state of 

knowledge surrounding stigma of SCD.  Conclusions from this review revealed that 1) 

sources of stigma were varied including institutions, healthcare systems and providers, 

and interpersonal relationships; 2) stigma had negative impacts on participants’ social, 

psychological, and physiological well-being; 3) stigma had resulted in poor patient-
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provider relationships and altered care-seeking behaviors in individuals with SCD, and 

4) there are gaps in the literature regarding the influence of sources of stigma on self-

management and QoL.  

The primary study of this dissertation utilized a cross sectional, convergent 

parallel mixed methods design (individual interviews and self-report surveys). 

Participants were interviewed about disease self-management strategies and how 

sources of stigma influence these strategies. Demographic and clinical characteristics 

were assessed using questionnaires. Quantitative measures were used to assess 

perceived stigma [SCD Health-Related Stigma Scale (SCD-HRSS) and Measure of Sickle 

Cell Stigma (MoSCS)] and health-related QoL [Adult Sickle Cell Quality of Life 

Measures (ASCQ-Me)]. Because there were no publications using the ASCQ-Me to 

assess health-related QoL in adults with SCD, aside from psychometric studies, a pilot 

study was conducted evaluating the feasibility of using the ASCQ-Me prior to the 

primary dissertation study. Use of ASCQ-Me was determined to be feasible.  

There were several important findings in the primary dissertation study. 

Employment and low disease severity were associated with better health-related QoL. 

Nonetheless, participants reported experiencing stigma from family, friends, and people 

in the workplace and school that impeded their access to the social support and financial 

resources needed to effectively self-manage. Self-management strategies were similar 
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between the two countries with the exception of there being less opioid use and a 

greater focus on nutrition in Jamaica. Lastly, participants in both countries, regardless of 

demographic and clinical characteristics, reported perceiving stigma from healthcare 

settings. As a result, they altered their self-management in many ways including 

avoiding or delaying seeking care and pain management. Findings from this study will 

be used to generate hypotheses for future studies seeking to improve self-management 

and QoL of individuals with SCD in the presence of stigma.    
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1. Introduction 

1.1 Problem and Significance  

Sickle cell disease (SCD) is the most common inherited blood disorder in the 

United States (US) and Jamaica and primarily affects individuals of African descent. It is 

associated with significantly shortened lifespans in both countries (CDC, 2015; 

Hanchard, Hambleton, Harding, & McKenzie, 2005). In Jamaica the average lifespan is 

53 for males and 58.5 for females (Wierenga, Hambleton, & Lewis, 2001), while in the US 

the lifespan is 42 for males and 48 for females (Lanzkron, Carroll, & Haywood, 2013). In 

2018 Serjeant et al. published a study detailing causes of death and determinants of 

survival in SCD in Jamaica. Findings revealed that survival to 40 years old was 55.5% in 

a cohort of 311 individuals with SCD that have been followed from birth (Serjeant et al., 

2018). Considering these new additions to the literature, life expectancy in Jamaica may 

be similar to or worse than individuals living in the US.  

In general, the shortened lifespan is caused by end organ failure. Causes of death 

between the countries were similar, with acute chest syndrome and sepsis being the 

most common causes in Jamaica (Serjeant et al., 2018) and acute organ failure and acute 

chest syndrome in the US (Ngo et al., 2014). Other complications of SCD include acute 

vaso-occlusive crisis and chronic pain, pulmonary disease, and leg ulcers (WHO, 2011). 

These complications require complex medical treatment and self-management strategies 
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including hydration, sleep, blood transfusions, and managing multiple medications 

including opioids. Limited exploration of self-management has been conducted, and 

mainly in the US, with one study being conducted in Ghana (Druye, Robinson, & 

Nelson, 2018; C. M. Jenerette & Lauderdale, 2008; Matthie & Jenerette, 2017; Matthie et 

al., 2018; Tanabe et al., 2010). The use, or non-use, of self-management strategies may 

also affect quality of life (QoL). Many personal and background factors including, 

perceived stigma, demographics (country, age, race, sex, socioeconomic status) and 

clinical characteristics (disease severity, hydroxyurea use, genotype) may influence self-

management strategies and QoL in SCD. None of these relationships have been 

explored. Globally, the majority of individuals with SCD do not have access to medical 

treatments and resources needed for self-management of SCD. Despite having access to 

more medical treatments, persons in the US do not appear to have better health than 

their Jamaican counterparts.  

Disease complications impact the self-management required and subsequently 

QoL (Ahmadi, Jahani, Poormansouri, Shariati, & Tabesh, 2015). Complications of SCD 

contribute to a high prevalence of anxiety and depression (C. Jenerette, Funk, & 

Murdaugh, 2005; Levenson et al., 2008); and can impact an individuals’ ability to work, 

maintain social support systems, and advocate for themselves (Matthie, Jenerette, & 

McMillan, 2015). Optimal self-management can prevent many complications of SCD (C. 
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M. Jenerette, Brewer, & Leak, 2011; C. M. Jenerette & Lauderdale, 2008; Tanabe et al., 

2010) and improve QoL (Fryer, Luker, McDonnell, & Hillier, 2016). QoL has been found 

to be poor for individuals living with SCD worldwide (Adeyemo, Ojewunmi, Diaku-

Akinwumi, Ayinde, & Akanmu, 2015; Ahmed et al., 2015; Dampier et al., 2011; Mann‐

Jiles & Morris, 2009; McClish et al., 2005; Nwogoh, Ofovwe, & Omoti, 2016); and worse 

for individuals with more pain (McClish et al., 2005) and higher disease severity 

(Mastandrea, Lucchesi, Kitayama, Figueiredo, & Citero Vde, 2015). Minimal research has 

explored the relationship between QoL and SCD self-management strategies (Ahmadi et 

al., 2015). 

Persons with SCD experience high levels of stigma which may act as a barrier to 

SCD self-management (Grosse et al., 2009; Coretta M Jenerette & Brewer, 2010; Lauren A 

Smith, Suzette O Oyeku, Charles Homer, & Barry Zuckerman, 2006). Stigma occurs 

wherein persons associated with a particular condition are discredited by larger society 

and face negative consequences as a result (E. Goffman, 2009). Perceived stigma is the 

fear or anticipation of negative treatment or attitudes (Bos, Pryor, Reeder, & Stutterheim, 

2013; Scambler, 2004). Previous studies have linked perceived stigma to lower QoL (E. 

O. H. Wakefield, 2015), delayed care seeking for pain (C. M. Jenerette, Brewer, & Ataga, 

2014), and depression (C. Jenerette et al., 2005). Individuals with SCD may experience 

stigma related to race, socioeconomic status, and/or disease status (Haywood, Tanabe, 
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Naik, Beach, & Lanzkron, 2013), and from many sources (i.e. healthcare providers, 

public) (Coretta Jenerette, A. Brewer, Crandell, & I. Ataga, 2012).  

Several important differences between the US and Jamaica exist and may affect 

perceptions of stigma and subsequently self-management strategies. First, stigma of 

SCD is highly racialized in the US (Haywood et al., 2013). Race plays a lesser role in 

Jamaica, where the population is more homogenous (Anderson & Asnani, 2013; 

Forrester, Barton-Gooden, Pitter, & Lindo, 2015). Second, the difference in the use of 

opioids between countries is another source of stigma. Opioids are used more 

generously in the US when compared to Jamaica (Boyd, Gossell-Williams, & Lee, 2014; 

Yawn et al., 2014). Opioids use often leads to the perception that patients are addicted 

(Lazio et al., 2010), which can result in increased stigma. Third, there is a much higher 

prevalence of leg ulcers in Jamaica (Serjeant, Serjeant, Mohan, & Clare, 2005) when 

compared to the US. Pain control and leg ulcer care require high levels of SCD self-

management and there is some understanding that the presence of leg ulcers is an 

additional source of perceived stigma (Anderson & Asnani, 2013). The relationship 

between stigma and self-management has not been explored in SCD. 

This dissertation is significant because understanding the relationships between 

perceived stigma, demographic and clinical characteristics, SCD self-management 
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strategies and QoL in Jamaica and the US contribute to a better global understanding of 

SCD self-management.  

1.1.1 Overview of Self-Management of Sickle Cell Disease  

SCD is a group of inherited, autosomal recessive disorders that are characterized 

by a defective and misshapen hemoglobin in the erythrocyte (Lewis, 2011). The 

abnormal hemoglobin causes the red blood cell to form a sickled shape that is stiffened 

and elongated in response to hypoxia, dehydration, and/or acidosis. Sickle shaped red 

blood cells cause hypoxia and deoxygenation, blood vessel occlusion, and impaired 

blood flow (Azar & Wong, 2017; Lewis, 2011). Sickling of red blood cells can have 

detrimental effects on the body and lead to severe complications, including organ 

damage, that cause early morbidity and mortality for individuals with SCD (Azar & 

Wong, 2017).  

Given its systemic nature, SCD requires complex self-management. 

Complications of SCD that can benefit from improved self-management are both acute 

and chronic. Treatments for SCD include blood transfusion, bone marrow transplant, 

antibiotics, opioids, and hydroxyurea (Yawn et al., 2014). Hydroxyurea, one of two FDA 

approved drug to treat SCD, is a myelosuppressive agent that increases the fetal 

hemoglobin and hemoglobin levels and reduces the frequency of vaso-occlusive crises in 

SCD (Agrawal, Patel, shah, Nainiwal, & Trivedi, 2014). Complications of SCD can be 



 

 

6 

managed using preventive measures; routine primary and specialists healthcare visits; 

and medication management. When medical interventions are needed, prompt access to 

outpatient and/or inpatient care is imperative. Table 1 defines acute and chronic 

conditions associated with SCD and summarizes medical treatment and self-

management of complications according to current literature.  

Table 1 

Management of Acute and Chronic Complications of SCD 

Acute Complications 

Vaso-occlusive Crisis 

(VOC) 

Repeated or poorly managed VOCs can cause tissue ischemia, infarction, 

and necrosis throughout the body, and lead to death. VOCs can be 

triggered by infections, high altitudes, temperature changes, and 

emotional or physical stress. A trigger does not always precede VOCs 

and they can be unknown in cause (Lewis, 2011). Management of VOCs 

includes the use of fluids and analgesics, such as NSAIDs and opioids 

(Yawn et al., 2014). VOCs can be prevented using avoidance of personal 

triggers, knowledge about prodromal cues, optimal care-seeking 

behaviors, hydroxyurea, stress management, and adequate hydration 
(Azar & Wong, 2017). 

Fever, Bacteria, and 

Sepsis 

Due to frequent need for splenectomy, or functionally asplenic status of 

most individuals with SCD, there is an increased risk of bacterial 

infection (Azar & Wong, 2017; Yawn et al., 2014). Because of this 

increased risk, fever (≥101.3°F,38.5°C) in adults with SCD is considered 

a potential emergency situation. Prevention of infection is crucial in 

SCD. Infections in SCD are treated with antibiotics. Preventative 

measures include hygiene (especially hand washing), avoiding uncooked 

or contaminated food, taking zinc to reduce infection risk, prophylactic 

antibiotics until the age of 5 and when indicated, and vaccination (Booth, 

Inusa, & Obaro, 2010).  

Acute Renal Failure 

(ARF) 

ARF is often associated with acute chest syndrome or acute multisystem 

organ failure and can result in renal papillary necrosis. Medical 
Treatment includes red blood cell transfusion and hemodialysis (Yawn et 

al., 2014). Measures to prevent ARF that individuals with SCD can 

incorporate into their self-management strategies include annual 

screening for proteinuria (starting at age 10) and avoiding or minimizing 

the use of nephrotoxic drugs and agents (Azar & Wong, 2017).  

Priapism  Treatment includes hydration, analgesia, and consultation with an 

urologist (Azar & Wong, 2017; Yawn et al., 2014). Early treatment of 

priapism can resolve the condition without the need for invasive 

intervention, while delayed treatment can result in impotence (Yawn et 
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Table 1 

Management of Acute and Chronic Complications of SCD 
al., 2014). Preventative measures that can be incorporated into self-

management strategies include exercise, masturbation, hydration, and 

hydroxyurea (Azar & Wong, 2017).  

Hepatobiliary 

Complications 

Hepatobiliary complications can result in sludge and gallstones. Medical 

treatment of hepatobiliary complications includes surgery, hydration, 

rest, and transfusion (Yawn et al., 2014). Early recognition of 

hepatobiliary complications can be treated with hydration, rest, and close 

monitoring (Azar & Wong, 2017). Early recognition of symptoms 

indicative of hepatobiliary complications, such as abdominal pain, liver 

tenderness, and stool coloring and should be incorporated into SCD self-
management strategies. 

Acute Anemia  Almost all individuals with SCD have chronic anemia, but episodes of 

acute anemia (decline in hemoglobin by 2.0 g/dL) can be caused by 

splenic or hepatic sequestration, aplastic crisis, or hyper-hemolysis. 

Treatment for acute anemia involves transfusion (Azar & Wong, 2017; 

Yawn et al., 2014). It is important for individuals with SCD to know 

their baseline hemoglobin values so that acute anemia episodes can be 

recognized, monitored, and managed (Yawn et al., 2014). Another 

important self-management strategy in SCD is the recording and 

monitoring of lab values. 

Acute Chest Syndrome 

(ACS)  

ACS is a common cause of hospitalization of SCD patients and and then 

number one cause of death in SCD (Friend & Girzadas, 2017). Treatment 

of ACS includes antibiotic, supplemental oxygen, bronchodilators, and 

blood transfusion (Yawn et al., 2014). Preventative and self-management 
strategies include hydroxyurea and incentive spirometry use (Azar & 

Wong, 2017; Bellet , Kalinyak , Shukla , Gelfand , & Rucknagel 1995).  

Acute Stroke Stroke (ischemic and hemorrhagic) is a devastating complication in SCD 

characterized by focal neurologic or acute altered mental status (Azar & 

Wong, 2017). Treatment for stroke includes a transfusion or hydroxyurea 

program. Children with SCD have a higher rate of stroke and primary 

and recurrent stroke prevention in childhood SCD includes frequent 

blood transfusion (Yawn et al., 2014). There are no specific outlined 

stroke prevention measures for adults with SCD in the literature. 

However, self-management strategies such as healthy diet, exercise, 

medication regimen adherence, monitoring of lab values, participation in 

measures that prevent complications that precipitate stroke, and 
avoidance of risk factors associated with higher rates of stroke (i.e. 

smoking) may be preventative. 

Acute Multisystem 

Organ Failure (MSOF) 

Typically occurring during treatment of a severe VOC, MSOF is a severe 

and life-threatening complication of SCD characterized by failure of the 

lungs, liver, and/or kidneys. MSOF requires rapid diagnosis and 

treatment with exchange transfusion, supplemental oxygenation, 

mechanical ventilation, and/or renal replacement therapy to prevent death 

(Azar & Wong, 2017; Yawn et al., 2014). In order to prevent MSOF 

individuals with SCD should maintain their organ health by seeking 

routine healthcare including a primary care physician, a hematologist, 
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Table 1 

Management of Acute and Chronic Complications of SCD 
and appropriate organ specialists. When they are experiencing a VOC 

they should seek medical care promptly (Azar & Wong, 2017).   

Acute Ocular Conditions Acute ocular conditions can result in acute blindness or permanent vision 

loss. Interventions to treat eye related complications include immediate 

consultation with an eye specialist, ophthalmologist, and/or hematologist 

(Azar & Wong, 2017; Yawn et al., 2014). Preventative measures include 

annual to bi-annual dilated fundal examinations by an ophthalmologist 

(Azar & Wong, 2017).  

Chronic Complications  

Chronic Pain  Chronic pain is characterized as localized or systemic pain that does not 

resolve and lasts more than 3 months (Azar & Wong, 2017; Yawn et al., 

2014). Pharmacologic treatment of chronic pain includes nonsteroidal 
anti-inflammatory drugs, opioids, antidepressants, and anticonvulsant 

medications. Non-pharmacologic treatment includes psychological 

intervention, occupational therapy, behavioral and cognitive 

interventions, acupuncture, tolerable exercise, and aqua therapy (Azar & 

Wong, 2017; Yawn et al., 2014). Preventative self-management 

strategies  include knowing and avoiding triggers, stress management, 

adequate rest and sleep, and seeking mental healthcare for depression and 

anxiety that may be related to or exacerbate pain (Azar & Wong, 2017). 

Avascular Necrosis 

(AVN) 

AVN most commonly occurs in joints, such as the hip and can lead to 

severe chronic pain, impaired function, and disability. There is no cure 

for AVN once it occurs and treatment depends on the severity of the 

AVN. Treatment includes analgesics, physical therapy, orthopedic 
support and/or joint replacement. Preventative measures includes routine 

monitoring and prompt treatment of pain, with special attention to joint 

pain. Individuals with SCD should also receive radiographic imaging as 

necessary to monitor joints (Azar & Wong, 2017). 

Leg Ulcers  Leg ulcers can impact mobility for sickle cell patients. Treatment 

includes wound care (debridement, wet to dry dressings), systemic or 

local antibiotics for infection, and topical opioids (Azar & Wong, 2017; 

S. K. Ballas, 2002). Once affected, individuals with SCD must 

incorporate wound care techniques into their self-management routines, 

including non-pharmaceutical methods, such as debridement using green 

papaya, honey, brown sugar, or pineapple (Bortolusso Ali, 2015). 

Preventative measures include exercising, participating in regular foot 

care (regular examination of the extremities, massaging and moisturizing 
the ankles daily, well-fitted footwear), using pressure-release devices 

when bed-bound, protecting ankles from trauma (insect bites, scratches), 

elevating the feet when sitting, and prompt wound care of cuts and 

scrapes (Bortolusso Ali, 2015). Leg ulcers require intensive self-

management as they can be difficult to heal and many do not heal despite 

treatment. Self-management will include wound care and close follow up 

with medical care. 

Pulmonary Hypertension  Medical treatment includes supplemental oxygen, diuretics, hydroxyurea, 

medication management, transfusion therapy, and pulmonary vasodilator 
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Table 1 

Management of Acute and Chronic Complications of SCD 
therapy. Prevention involves recognizing symptoms early and timely 

consultation with a physician for diagnostic testing (Azar & Wong, 

2017).    

Renal Complications  Medical treatment includes angiotensin-converting enzyme inhibitors or 

angiotensin II receptor blockers for proteinuria, transfusion therapy or 

erythropoietin infusions for anemia, and dialysis for end stage renal 

disease. Preventative measures includes regular consultation with a 

physician for screening for proteinuria and microalbuminuria and 

assessment of creatinine and glomerular filtration rates (Azar & Wong, 

2017). Early identification of renal disease is important to prevent 
significant renal impairment.  In the case of renal failure, careful fluid 

management is also important. 

Stuttering/Recurrent 

Priapism 

Stuttering priapism is defined as multiple self-resolving, unwanted 

painful erections lasting less than 4 hours. Stuttering priapism can 

sometimes lead to a major priapism episode lasting more than 4 hours. 

Treatment includes analgesia, chronic hormone therapy, and transfusion 

therapy. There is no strong data to support prevention of 

stuttering/recurring priapism (Yawn et al., 2014).  

Chronic Ophthalmologic 

Complications 

Chronic ophthalmological complications that cause blindness in SCD 

include proliferative sickle retinopathy (PSR) and vitreous hemorrhage. 

Treatment options include laser therapy and surgery (Yawn et al., 2014). 

Prevention measures includes visiting an ophthalmologist every 1-2 years 

for dilated fundal examinations (Azar & Wong, 2017). 

 

Sleep, stress management, exercise, hydration, and nutrition are integral 

components of SCD self-management and preventative care. Sleep disorders can have 

detrimental impacts on the physical and mental health of individuals with SCD (Azar & 

Wong, 2017; Sharma et al., 2015). In a 2014 study investigating the relationships between 

sleep disturbance, depression, and pain, 70% of the sample of 28 adults with SCD had 

sleep disturbance and sleep disturbance was correlated with depression (Wallen et al., 

2014). Individuals with SCD also experience a great deal of stress navigating life with a 

chronic, lifelong illness. Chronic stress has been linked to poor physiological and 
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psychological wellbeing in individuals with SCD in several studies (Burlew, Telfair, 

Colangelo, & Wright, 2000; Cole, 2007; Ezenwa, Molokie, Wilkie, Suarez, & Yao, 2015; 

Schvey, Puhl, & Brownell, 2014), this underscores the importance of stress management. 

Exercise is suggested to aid in management of SCD complications, such as priapism and 

chronic pain; however, intolerable exercise can exacerbate complications of SCD. There 

are no recommended exercise programs for individuals with SCD, but it is suggested 

that they exercise slowly and progressively while staying hydrated and closely 

monitoring their symptoms throughout (Connes, Machado, Hue, & Reid, 2011).  

Maintaining optimal hydration is often stressed as an essential self-management 

strategy, as sickling of erythrocytes increases in dehydrated individuals and can result in 

vaso-occlusive crises and other complications (Yawn et al., 2014). Nutrition is also 

important for individuals with SCD as they experience increased protein turnover and 

higher metabolic rates due to their disease process. It is recommended that individuals 

eat a diversified diet that includes starches, protein, fruits, vegetables, dairy, and fats 

(Bortolusso Ali, 2015). A 2010 study reviewed the state of the science of nutrition in SCD. 

Investigators found that while energy and protein deficiencies had been more clearly 

defined in the past 30 years, individuals with SCD still experience these deficiencies 

despite having adequate dietary intake. The investigators made the case for the 

development of recommended dietary allowances for SCD specifically, as the ones for 
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the general population are insufficient (Hyacinth, Gee, & Hibbert, 2010); nine years after 

the publication of this review there are still no recommended dietary allowances for 

SCD.  

Integrating a habitual self-management routine surrounding these key pillars of 

SCD self-management can improve the health and QoL of individuals with SCD. To 

date, there is no study assessing how individuals with varying disease severity take care 

of themselves considering the multitude of complications and activities involved in SCD 

self-management. Previous qualitative studies have focused on: health professional 

perspectives of SCD self-management (Druye et al., 2018), individuals with exceptional 

self-management strategies (C. M. Jenerette & Lauderdale, 2008; Tanabe et al., 2010), or 

primarily self-management of chronic pain (Matthie & Jenerette, 2017; Matthie et al., 

2018).  

1.1.2 Conceptualizing Health-Related Stigma in Sickle Cell Disease 

While, there is no single agreed upon definition of stigma (Bruce G Link & 

Phelan, 2001), it is largely agreed that stigma involves stereotyping or labeling that leads 

to negative consequences for the stigmatized individuals (Bruce G Link & Phelan, 2013). 

Erving Goffman’s (1963) book Stigma: Notes on the Management of the Spoiled Identity is 

heralded as a classic in modern conceptualizations of stigma. Goffman’s definition of 

stigma as “an attribute that is deeply discrediting” is the most widely utilized. Goffman 
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asserted the existence of 3 kinds of stigma: “abomination of the body” (i.e. physical 

deformity), “blemishes of character” (i.e. dishonesty, alcoholism), “tribal stigma of race” 

(i.e. religion, ethnicity, race) (Erving Goffman, 1968).  

Since Goffman’s book, elaborated definitions have varied. Expansions on 

Goffman’s 1963 definition have clarified that stigmatized characteristic can be visible or 

invisible, controllable or uncontrollable, and linked to behavior, appearance, and/or 

group membership (Major & O'Brien, 2005). It is agreed upon that the negative attitude 

and treatment associated with a stigmatized characteristic is not the shortcoming of the 

affected individual, but the society and social context it is constructed in (Bruce G Link 

& Phelan, 2001; Major & O'Brien, 2005; Pescosolido, Martin, Lang, & Olafsdottir, 2008).  

It is important to differentiate between the interrelated concepts of stigma, 

discrimination, and prejudice. Stigma results in negative beliefs or stereotypes, 

prejudice, and discrimination. Prejudice is the belief that negative stereotypes about a 

stereotyped group are true (Bruce G Link & Phelan, 2001). Discrimination is the thought 

or act of avoiding or excluding an individual with a stigmatized characteristic (P. 

Corrigan, Markowitz, Watson, Rowan, & Kubiak, 2003). Discrimination and prejudice 

towards stigmatized individuals can manifest in a variety of settings including the 

workplace, school, and healthcare (Major & O'Brien, 2005). The lowered social status 

resulting from discrimination can result in more stigmatization and discrimination 
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(Bruce G Link & Phelan, 2001). For instance, an individual discriminated against in the 

job market due to a disability, may in turn experience stigma for being unemployed 

(O'Donnell, Corrigan, & Gallagher, 2015). This is a harsh reality for SCD patients as the 

unemployment rates of adults with SCD in the US is estimated to be 25-60% (Sanger et 

al., 2016); and being unemployed is significantly associated with depression in persons 

with SCD in Jamaica (Asnani, Fraser, Lewis, & Reid, 2010). 

Link and Phelan (2001) further conceptualized Goffman’s definition by 

expanding on the conditions that allow stigma to exist. They conceptualized that 

stigma’s existence depends on five interrelated components: (1) humans natural 

tendency to identify and label differences, (2) the association of differences with 

negative characteristics or attributes, (3) the association of the stigmatized with a “them” 

category that is separate from “us” (can lead to dehumanization); (4) loss of status and 

discrimination for the stigmatized individuals; (5) the presence of a social, economic, 

and/or political power dynamic that perpetuates the stigma and discrimination (Bruce G 

Link & Phelan, 2001; Bruce G. Link & Phelan, 2006).  Table 2 contextualizes these 

components in the context of SCD.  
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Table 2  

Components of Stigma Related to SCD  

Component Contextualization in SCD 

Humans natural tendency to 

identify and label differences  

Individuals with SCD are: 

- Majority Black  

- Diagnosis of genetic illness  

- Experience chronic and acute pain  

The association of differences 

with negative characteristics or 

attributes. 

- Black people face negative stereotyping due to racial status 

as well as structural racism 

- People with chronic pain are labeled as drug seeking 

- People with SCD are devalued, viewed negatively, and have 

negative stereotypes associated with their identify that 

include being weak, lazy, and faking or exaggerating their 

illness  

The association of the 

stigmatized with a “them” 

category that is separate from 

“us”  

There are several terms, labels, and beliefs used to categorize people 

with SCD: 

- “Sickler”  

- Drug seeking  

- Frequent Flyer  

- Belief that genetic diseases are a form of ancestral curse  

- Belief that SCD is contagious  

Loss of status and 

discrimination for the 

stigmatized individuals  

- Stigma impacts access to healthcare and pain management, 

employment status; they can also experience discrimination 

in the workplace or school  

The presence of a social, 

economic, and/or political power 

dynamic that perpetuates the 

stigma and discrimination 

- People with SCD experience structural racism 

- SCD has less comprehensive care, funding, and support 

than comparable genetic illnesses that affect smaller portions 

of the population 

 

Scholars succeeding Goffman theorized that stigma is entirely dependent on 

power (Bruce G Link & Phelan, 2001; Major & O'Brien, 2005). The discrimination and 

prejudice that individuals may experience as a result of being stigmatized is linked to 

power dynamics. Discrimination can take place on both interpersonal (i.e. being denied 

access to a job) and structural levels. Similar to institutionalized racism, structural 

stigma is the manifestation of practices in social and political institutions, with or 

without the presence of individual stigma, that disadvantage a stigmatized group (Bruce 
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G Link & Phelan, 2001). Both powerful and powerless groups can be negatively 

regarded. However, powerless groups will be drastically impacted by stigma, in 

comparison to powerful groups, due to having less social capital and access to resources 

(Bruce G Link & Phelan, 2001; Bruce G. Link & Phelan, 2006; Major & O'Brien, 2005).  

In summary, stigma is a socially constructed process that occurs wherein 

individual(s) experience labeling, negative stereotyping, social exclusion, 

disqualification, or discrimination due to a characteristic that is deemed undesirable. 

Stigma occurs in the context of a power imbalance (Bruce G Link & Phelan, 2001). 

Conceptualizations of the components that compose stigma fit well in the context of 

SCD. 

1.1.3 Measurement of Health-Related Quality of Life in Sickle Cell 

Disease  

Health-related QoL is defined as the impact of health status on individuals’ QoL. 

It is a multidimensional concept that focuses specifically on the impact of mental, 

physical, and emotional health status on QoL (Yin, Njai, Barker, Siegel, & Liao, 2016). 

Previous studies exploring the concept of health-related QoL in SCD have mostly used 

the Medical Outcomes Study 36-item Short-Form to assess health-related QoL 

(Panepinto & Bonner, 2012). Using the Medical Outcomes Study 36-item Short-Form, 

investigators in the Pain in Sickle Cell Epidemiology Study found that individuals with 
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SCD had worse health-related QoL than the general population and even had lower QoL 

than cystic fibrosis patients in all categories of health-related QoL except mental health 

(McClish et al., 2005). The development of the Adult Sickle Cell Quality of Life 

Measurement Information System (ASCQ-Me) addresses the need for a SCD specific 

health-related QoL instrument.  The ASCQ-Me measures the physical (pain impact, pain 

episodes, sleep impact, stiffness impact), mental (emotional impact), and social (social 

functioning impact) health of individuals with SCD. The ASCQ-Me is used to explore 

health-related QoL in this dissertation. To date there are no studies published detailing 

the use of the ASCQ-Me.   

1.2 Theoretical Framework: Conceptual Framework for the Study of 

Self-Management in Sickle Cell Disease 
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The Conceptual Framework for the Study of Self-Management in Sickle Cell 

Disease was developed to explore the concepts of self-management, stigma, and QoL in 

this dissertation study (Figure 1). It is based on the Theory for Self-Care Management for 

Sickle Cell Disease (SCMSCD). The SCMSCD is based on The Theory of Self-Care 

Management for Vulnerable Populations, a middle range theory that aims to improve 

health status and QoL in vulnerable populations (Dorsey & Murd, 2003).  The SCMSCD 

examines the negative role of vulnerability factors (socio-demographic characteristics, 

health need factors) on health outcomes (health status, QoL) and self-care management 

resources (C. M. Jenerette & Murdaugh, 2008).  

The SCMSCD was modified to incorporate perceived stigma and broader 

demographic and clinical characteristics. Personal and background factors are 

interrelated and can have combined or independent affects on self-management and 

QoL. This framework seeks to broaden the conceptualization and exploration of SCD 

self-management, given the lack of research in this area, as well as how stigma 

influences it and its relationship with QoL. 

1.3 Purpose and Research Aims  

The purpose of this dissertation study is to explore the complex relationships 

between stigma, self-management strategies, and QoL in adults with SCD in the US and 

Jamaica, countries with important differences relevant to this study. The knowledge 
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developed through this dissertation foster a deeper understanding of the relationships 

between self-management, QoL, and stigma. This information can be used to inform 

future interventions and strategies to improve QoL and self-management among 

individuals with SCD. Five aims, addressed across chapters, were used to fulfill the 

purpose of this dissertation:      

1.3.1 Aim One 

The aim of Chapter 1 was to introduce self-management, QoL, and stigma issues 

that individuals with SCD experience and explain the significance of understanding the 

relationships between these concepts in Jamaica and the United States.  

1.3.2 Aim Two 

Chapter 2 aimed to analyze and synthesize literature related to the concept of 

stigma of SCD through a systematic review. The research question for this systematic 

review was: What is the state of the knowledge regarding health-related stigma in adolescents 

and adults living with SCD? 

1.3.3 Aim Three 

Using a cross-sectional pilot study, Chapter 3 aimed to test the Adult Sickle Cell 

Quality of Life Measurement System (ASCQ-Me) and Jenerette Self-Care Assessment 

Tool instruments to determine: 1) recruitment rate, 2) percent completion of the 
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instrument battery, and 3) patient perceptions of QoL outcomes and self-care action in a 

convenience sample of adults with SCD in the United States. Findings from this pilot 

study informed the development of the study in Chapter 4.  

1.3.4 Aim Four 

The aim of Chapter 4 of this dissertation was to explore the complex 

relationships between perceived stigma, demographic and clinical characteristics, SCD 

self-management strategies, and QoL in adults with SCD in the US and Jamaica. A 

convergent parallel mixed method design was used to explore these relationships. The 

specific aims of this study were to: 

Aim 1: Determine the influences of perceived stigma and demographic and 

clinical characteristics on SCD self-management and QoL in adults with SCD in the US 

and Jamaica. 

Question 1: What are the influences of perceived stigma and demographic and 

clinical characteristics on SCD self-management? 

Question 2: What are the influences of perceived stigma and demographic and 

clinical characteristics on QoL? 

Aim 2: Describe the relationship between SCD self-management strategies and 

QoL. 
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1.3.5 Aim Five 

The aim of Chapter 5 was to synthesize findings from each study of this 

dissertation and discuss research and practice implications and future directions for 

research seeking to improve the lives of individuals with SCD.   
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2. Stigma of Sickle Cell Disease: A Systematic Review 

2.1 Introduction  

Sickle cell disease (SCD) is a genetically inherited disorder of the hemoglobin 

that can lead to serious health complications including infection, stroke, and acute and 

chronic pain (S.K. Ballas, 2014). SCD affects 7 million people worldwide (Yawn et al., 

2014). According to the Center for Disease Control (CDC), in the United States (US), 

between 90,000 to 100,000 Americans are diagnosed with SCD and approximately 1 out 

of every 500 newborn Black infants is at risk for inheriting SCD (CDC, 2015). SCD is a 

major public health concern, with estimated healthcare costs for individuals amounting 

to millions of dollars annually and around 80.5% of cost being associated with hospital 

care (Kauf, Coates, Huazhi, Mody-Patel, & Hartzema, 2009). Comprehensive care is 

essential for avoiding hospitalizations and increasing quality of life in individuals with 

SCD, but unfortunately there is less access to comprehensive care for SCD than for other 

genetic disorders like cystic fibrosis and hemophilia (Grosse et al., 2009). The disparities 

in comprehensive care stem from fewer SCD disease centers being available, SCD 

centers being utilized less, and gaps in both funding support for SCD and 

implementation of clinical advances (Grosse et al., 2009; L. A. Smith, S. O. Oyeku, C. 

Homer, & B. Zuckerman, 2006). The cause and perpetuation of these disparities are 

linked to the stigma that this population faces. 
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Stigma involves some type of labeling that leads to negative consequences for the 

stigmatized individuals (Bruce G Link & Phelan, 2013). Goffman’s social theory of 

stigma defined it as “an attribute that is deeply discrediting”(Erving Goffman, 1968). 

Stigmatization due to health status is referred to as health-related stigma and involves 

devaluation, judgment, or social disqualification of individuals based on a health 

condition (Weiss, Ramakrishna, & Somma, 2006). According to Scambler (2009) sources 

of health-related stigma frequently include family members, the general public, and 

health care providers. Any of the stigma and stigma-related concepts defined in table 3 

could be a consequence of, or related to health-related stigma. Individuals with SCD face 

many obstacles to receiving care; but stigma is one of the most influential and ominous. 

People who have SCD may experience health-related stigma for a variety of reasons 

including race, disease status, socioeconomic status, delayed growth and puberty, 

and/or having chronic and acute pain that needs to be managed with opioids (Bediako & 

Moffitt, 2011; Bhatt-Poulose, James, Reid, Harrison, & Asnani, 2016; Haywood et al., 

2013; Lazio et al., 2010; Penner et al., 2010).  
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Table 3 

Types of Stigma and Stigma Related Concepts  

Terms Publication(s)  Definition  

TYPES OF STIGMA 

Health-Related 

Stigma 

 

(Adeyemo et al., 2015; 

M. Ezenwa et al., 2016; 

Coretta Jenerette, 

Brewer, Crandell, & I. 

Ataga, 2012; E. O. 

Wakefield et al., 2017) 

The occurrence of labeling and stereotyping, negative 

treatment, and discrimination in the context of health-

related situations.  

Disease Stigma  

Internalized 

Stigma 

(Bediako et al., 2014; 

Holloway, McGill, & 

Bediako, 2016) 

The act of adopting or internalizing society’s negative 

labeling and views about having a disease. Can lead to 

negative person feeling and guilt about disease status.  

Felt Stigma  (Blake et al., 2017; 

Sankar, Cho, Wolpe, & 

Schairer, 2006) 

 The perception that one is being treated negatively as a 

target of stigma. Can occur even if the source of the 

treatment is ambiguous (attributional ambiguity).  
Perceived Stigma  

Societal Stigma  (Mulchan, Valenzuela, 

Crosby, & Sang, 2016) 

Negative attitudes toward a person for a characteristic 

deemed undesirable by society Social stigma  

External Stigma  (Coretta Jenerette, 

Brewer, et al., 2012) 

The awareness that there are negative attitudes from the 

general public, healthcare providers, or family/friends.  

Enacted Stigma (Blake et al., 2017) The experience of negative treatment due to stigmatized 

status.  

Anticipated 

stigma  

(Bediako et al., 2014) The expectation that one will be negatively stereotyped 

and treated in future encounters due to a stigmatized 

status  

STIGMA-RELATED CONCEPTS 

Social Exclusion (Bediako et al., 2014) The extent that disease status causes interpersonal 

rejection  

Disclosure (Bediako et al., 2014) Considerations and apprehension about telling others 

about disease status.  

Expected 

Discrimination 

(Bediako et al., 2014) Anticipated negative treatment due to disease status 

Racial Health 

Disparity 

(E. O. Wakefield et al., 

2017) 

Consists of differences in opportunities,  access to 

healthcare, and care received 

Perceived racial 

bias 

(Cole, 2007; Royal, 

Jonassaint, Jonassaint, 

& De Castro, 2011; E. 

O. Wakefield et al., 

2017) 

Experiencing discrimination or negative treatment because 

of race.  

Perceived 

Racism 

Perceived 

Injustice 

(Ezenwa et al., 2015) Perception of unfair treatment 

Healthcare 

Injustice 

(M. O. Ezenwa et al., 

2016) 

Perception of unfair treatment from healthcare providers 

Perceived 

Discrimination 

(Haywood, Lanzkron, 

et al., 2014; Haywood 

Negative treatment perceived on the basis of race or 

ethnicity or disease status.  
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Table 3 

Types of Stigma and Stigma Related Concepts  

Terms Publication(s)  Definition  

Jr et al., 2014; Mathur 

et al., 2016; Stanton et 

al., 2010) 

 

While there are many sources of stigma experienced by persons with SCD, 

racism is an important source as most affected individuals in the US are primarily Black. 

Despite SCD being a genetic disease, it is impacted by racism and health care equity 

issues, including hindered access to care and less funding support. Cystic fibrosis, a 

genetic disease that primarily affects individuals that are White, and occurs in 

approximately 30,000 individuals in the US is more than eight times more likely to 

receive funding than SCD, despite there being far more people affected by SCD (Strouse, 

Lobner, Lanzkron, MHS, & Haywood, 2013). Racism frequently interacts and 

exacerbates other sources of health-related stigma in SCD, including disease and opioid 

based stigmas. Due to the complex juxtaposition of these concepts, racism is not only 

recognized as a source of stigma, but is also seen as akin to stigma. 

Although health-related stigma plays a significant role in the lives of individuals 

living with SCD, there is currently no published synthesis in the literature. A systematic 

review can provide information on the current body of health-related SCD stigma 

literature, including strengths and limitations, that will lead to a more methodical 

approach as this area is studied further. This systematic review synthesizes the primary 
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empirical literature to address the question: What is the state of the knowledge regarding 

health-related stigma in adolescents and adults living with SCD? This paper 1) describes the 

methods of the review, 2) synthesizes and discusses the findings, and 3) identifies 

implications for research and clinical practice.  

2.2 Methods  

This review synthesizes the research literature on stigma of SCD in adolescents 

and adults with SCD identified from electronic searches of PubMed, CINAHL, 

PsychINFO, Medline, and SocINDEX. Peer-reviewed research articles were included if 

they were: (a) written in English and (b) provided adolescent (ages 10-19) and/or adult 

specific findings. Studies conducted in adolescents were included as previous studies 

suggest that individuals with SCD in adolescence have similar experiences and 

consequences of stigma as adults (i.e. greater disease burden and lower quality of life) 

(Adeyemo et al., 2015; E. O. Wakefield et al., 2017). Adolescent populations are those 

that are within age limits of 10 to 19, the range that is consistent with the World Health 

Organization’s (WHO) definition of adolescence (WHO, 2015). All genotypes of SCD 

were included. Exclusion criteria included editorials; case studies; and studies focusing 

on caregiver, parent, or healthcare provider perspectives. The key word “sickle cell” was 

searched in combination with “stigma”, “health-related stigma”, and previously 

identified surrogate terms for stigma including “discrimination”, “prejudice”, 
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“injustice”, “devalued”, and “dehumanized”(Patrick Corrigan, 2004; Jacob, 2001; 

Maxwell, Streetly, & Bevan, 1999). The search also included hand searches of tables of 

reference lists of selected articles. The PRISMA flow diagram (figure 2) depicts the 

results of the literature search including the number of articles reviewed at each stage 

and the reasons for exclusion of full text articles (Liberati et al., 2009). 
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2.3 Findings 

2.3.1 Sample  

Twenty-seven peer-reviewed studies, published between 2004 and 2017 met the 

inclusion criteria for analysis. Most studies used descriptive designs (one was a 

randomized control trial); and authors were nurses, psychologists, hematologists, social 

workers, sociologists, geneticists, and bioethicists. Data were abstracted using Garrard 

(2016) matrix method and organized by main concepts, measures, samples, methods, 

main findings, and limitations. Table 4 summarizes the studies synthesized. Four 

domains were identified from 27 articles: 1) social consequences of stigma, 2) the effect 

of stigma on psychological well-being, 3) the effect of stigma on physiological well-

being, and 4) the impact of stigma on patient-provider relationships and care-seeking 

behaviors. The four categories provide insight into the state of the literature regarding 

stigma of SCD and the impact that it has on the lives of individuals with SCD.  
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Table 4  

Synthesis of Articles 

Author/year Purpose Approach Main Findings 

Adeyemo, 

Ojewunmi, 

Diaku-

Akinwumi, 

Ayinde, & 

Akanmu (2015) 

To assess health-

related quality of 

life and perceived 

stigma in 

adolescents with 

SCD. 

Location: Nigeria 

Design: Cross-

sectional with 

quantitative 

components  

Sample: 80 

adolescents ages 

15-18 with SCD 

and a control 

group of 80 

unaffected 

adolescents  

Adolescents with SCD (70%) reported 

moderate to very high stigma and 

stigma was negatively associated with 

all domains of health-related QoL. 

Adolescents with SCD had worse health-

related QoL than their unaffected peers.  

Bediako, 

Lanzkron, 

Diener-West, 

Onojobi, Beach, & 

Haywood (2014) 

To test the 

Measure of Sickle 

Cell Stigma Scale 

(MoSCS).   

Location: US 

Design: Cross-

sectional with 

quantitative 

components  

Sample: 262 

adolescents and 

adults ages 15-70 

The 11 items loaded on four factors: 

social exclusion, internalized stigma, 

disclosure concerns, and expected 

discrimination. Cronbach’s alpha for the 

entire scale was .86.  

Blake, V. Asnani, 

Leger, Harris, 

Odesina, Knight-

Madden, Wagner, 

A. Asnani (2017) 

To understand 

stigma and illness 

uncertainty 

experiences in 

adults with SCD.  

Location: Jamaica  

Design: Cross-

sectional with 

quantitative 

components  

Sample: 101 adults 

Stigma and illness uncertainty had a 

small but significant correlation.  

Cobo, 

Chapadeiro, 

Ribeiro, Moraes-

Souza, & Martins 

(2013) 

To describe and 

assess the 

development of 

sexuality in 

individuals with 

SCD. 

Location: Brazil 

Design: Cross-

sectional with 

quantitative and 

quantitative 

components  

Sample: 20 adults 

ages 19-47 

In this mostly (75%) female sample, 65% 

said that they had impaired sexuality 

due to SCD. Participants reported their 

impairment being due to pain and 

discrimination and negative feelings 

experienced in intimate relationships.  

 

  

Cole (2007) To describe the 

chronic illness 

experience from 

the perspective of 

Black women with 

SCD, including 

disease related 

stress and mental 

health.  

Location: US   

Design: Cross-

sectional with 

qualitative 

components  

Setting: 10 women 

Themes that emerged from the 

interviews included stressful experiences 

during hospital care, stigmatizing 

experiences as result of their disease 

status, stressful events that precede pain 

episodes, and disease related stress 

impacting perceptions about mental 

health. 
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Table 4  

Synthesis of Articles 

Author/year Purpose Approach Main Findings 

Derlega, Janda, 

Miranda, Chen, 

Goodman, & 

Smith (2014) 

To describe the 

disclosure 

experiences of 

individuals with 

SCD.  

Location: US 

Design: Cross-

sectional with 

quantitative 

components  

Setting: 73 adults  

Participants disclosed their thoughts and 

feelings concerning pain episodes to God 

and to their primary medical providers 

than to both friends and family. Taking 

with God and parents about pain was 

associated with better psychological 

adjustment, including stigma 

consciousness. Participants who talked 

about pain episodes to parents were less 

self-conscious about being stigmatized 

or stereotyped because of their disease 

status. 

Dyson, Atkin, 

Culley, Dyson, 

Evans, & Rowley 

(2010) 

To describe the 

disclosure 

patterns of 

children, 

adolescents, and 

young adults with 

SCD in school.  

Location: UK  

Design: Cross-

sectional using 

mixed method 

methodologies 

Sample: 569 

questionnaires and 

40 interviews; ages 

4-25 

Over 75% of the sample reported at least 

one negative experience at school (i.e. 

called lazy, prevented from drinking 

water). Participants that reported that 

more adults and peers knew about 

they’re disease status reported more 

negative experiences. Participants 

described a cost benefit analysis of 

whether or not they should disclose their 

disease status in school.    

Ezenwa, Molokie, 

Wilkie, Suarez, & 

Yao (2015) 

To examine the 

associations 

between perceived 

injustice, stress, 

and pain in adults 

with SCD. 

Location: US  

Design: Cross-

sectional 

correlational pilot 

study  

Sample: 52 adults 

Perceived injustice from doctors and 

nurses was a significant predictor of 

perceived stress and pain.  

Ezenwa, Yao, 

Molokie, Wang, 

Mandernach, 

Suarez, & Wilkie 

(2016) 

To examine the 

pain coping 

strategies of 

individuals with 

SCD that 

experience 

healthcare 

injustice when 

seeking care.  

Location: US  

Design: Cross-

sectional 

comparative study 

Sample: 52 adults  

Participants who reported healthcare 

injustice from physicians and  nurses 

were more likely to use pain coping 

strategies associated with negative pain 

outcomes (catastrophizing, isolation, fear 

self-statements), while those reporting 

healthcare justice were more likely to use 

strategies associated with positive pain 

outcomes (hoping/praying, massage, 

calming self-statements).  

Haywood, 

Diener-West, 

Strouse, Carroll, 

Bediako, 

Lanzkron (2014) 

To examine 

perceived 

discrimination in 

healthcare and 

pain burden 

Location: US 

Design: Cross-

sectional with 

quantitative 

components  

Discrimination was associated with 

greater emergency room utilization, 

having difficulty persuading providers 

about pain, and experiencing daily 

chronic pain. Disease and not raced-
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among 

individuals with 

SCD.   

Sample: 291 

participants ages 

15 and older 

based discrimination was associated 

with greater self-reported pain.  

Haywood, 

Lanzkron, 

Bediako, 

Strouse, 

Haythornthwaite,  

Carroll, 

Diener-West, 

Onojobi, 

Beach (2014) 

To evaluate the 

association 

between perceived 

discrimination 

from healthcare 

providers and 

nonadherence to 

physician 

recommendations 

among 

individuals with 

SCD.  

Location: US 

Design: Cross-

sectional with 

quantitative 

components  

Sample: 273 

participants ages 

15 and older 

58% of the non-adherent group, 

compared to 43% of the adherent group, 

reported at least one experience of 

discrimination. The non-adherent group 

also reported significantly lower levels 

of trust of healthcare providers than did 

the adherent group" Individuals that had 

experienced previous discrimination 

were 53% likely to report nonadherence 

 

 

Haywood, 

Tanabe, Naik, 

Beach, & 

Lanzkron (2013) 

To determine 

whether SCD 

patients have 

longer wait times 

to see physicians 

in the ED 

compared to a 

Long Bone 

Fracture (LBF) 

patient group and 

the General 

Patient Sample 

group.  

Location: US 

Design: Cross-

sectional with 

quantitative 

components 

Sample: 171,789 

records used from 

a national 

database 

 

SCD patients waited 8% longer 

compared to general patient sample and 

32% longer compared to LBF patients, 

after controlling for differences. Mean 

wait times were 50% longer for Black 

LBF patients. 

Holloway, 

McGill, & 

Bediako (2016) 

To investigate 

internalized 

stigma amongst 

individuals with 

SCD.  

Location: US 

Design: Cross-

sectional with 

quantitative 

components  

Sample: 69 adults 

 

Participants reported low depressive 

symptoms and internalized stigma. 

Depressive symptoms and internalized 

stigma were positively related. 

Jenerette, Brewer, 

Crandell, & Ataga 

(2012) 

To test the Sickle 

Cell Disease 

Health-Related 

Stigma Scale 

(SCD-HRSS) in 

young adults with 

SCD.  

Location: US 

Design: Cross-

sectional with 

quantitative 

components  

Sample: 77 adults 

ages 18-35 

 

Preliminary analysis of the SCD-HRSS 

revealed Cronbach’s alpha reliabilities 

for the entire scale (0.84) as well as for 

each of the subscales (Doctors = 0.68, 

Family = 0.82, Public = 0.73).  
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Jenerette, Brewer, 

& Ataga (2014). 

To identify factors 

that influence 

care-seeking for 

pain in young 

adults with SCD. 

Location: US 

Design: Cross-

sectional mixed 

methods pilot 

study Sample: 69 

young adults ages 

18-35 

  

Participants waited until their pain was 

an average of 8.7 out of 10 before seeking 

care. The second most common reasons 

for not seeking care was a desire to avoid 

the emergency departments due to prior 

treatment.  

Jenerette, Brewer, 

Edwards, Mishel, 

& Gil (2014) 

To assess the 

efficacy of a self-

care management 

intervention to 

lower self-

perceived health-

related stigma for 

young adults with 

SCD. 

Location: US 

Design: 

Longitudinal, 

randomized 

control trial with 

quantitative 

components  

Sample: 90 adults 

with SCD ages 18-

35 randomized 

into a Care-

Seeking 

intervention or 

attention control 

group 

The care seeking intervention was 

associated with significant increase in 

perceived total stigma and stigma from 

doctors.  

Kass, Hull, 

Natowicz, Faden, 

Plantinga, Gostin, 

& Slutsman 

(2004)  

To determine if 

genetic cause of 

disease influences 

experiences of 

privacy, 

disclosure, and 

consequences of 

disclosure 

experiences.          

Location: US 

Design: Cross-

sectional with 

quantitative and 

qualitative 

components  

Sample: 99 adults 

with SCD; 

comparison 

groups had cystic 

fibrosis, diabetes, 

HIV, and risks for 

breast or colon 

cancer 

Participants with SCD were very likely 

to: 1) regret others found about their 

disease status; 2) have individuals that 

they hope do not find out; 3) regret 

others found out; 4) to report 

discrimination experiences with 

employment and receiving healthcare as 

a result of their disease status. The main 

reason they regretted others knowing 

was because they may be treated 

differently (pitied, discriminated against 

stigmatized, etc.) as a result of others 

knowing. 

Labore, Mawn, 

Dixon, & 

Andemariam 

(2017)  

To explore 

transition to self-

management in 

SCD in young 

adults. 

Location: US 

Design: Cross-

sectional with 

qualitative 

components 

All participants mentioned experiences 

or anticipation of stigma in adult care 

settings as a part of their transition 

experience.  
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Sample: 12 

participants ages 

21-25 

Labrousse (2007) To explore how 

young Haitian 

American women 

cope with having 

SCD. 

Location: US  

Design: Cross-

sectional with 

qualitative 

components 

Sample: 12 

participants ages 

21-31) 

Participants described experiences of 

racial, socioeconomic, and medical 

unfairness in their life narratives. 

Participants described fearing seeking 

emergency room care due to anticipated 

stigma.  

Mathur, Kiley, 

Haywood, 

Bediako, 

Lanzkron, 

Carroll, 

Buenaver, Pejsa, 

Edwards, 

Haythornthwaite, 

Campbell (2016) 

To examine the 

relationship 

between perceived 

discrimination 

and both clinical 

and laboratory 

pain. 

Location: US 

Design: Cross-

sectional with 

quantitative 

components  

Sample: 71 adults 

Participants that reported discrimination 

in healthcare settings (38%) had greater 

clinical pain severity and functional pain 

interference.  

Mulchan, 

Valenzuela, 

Crosby, & Diaz 

Pow Sang (2016) 

To examine the 

applicability of the 

Social-ecological 

Model of 

Adolescent and 

Young Adult 

Readiness to 

Transition 

(SMART) model 

for adolescents 

and young adults 

with SCD. 

Location: US 

Design: Cross-

sectional with 

qualitative and 

quantitative 

components 

Sample: 14 

adolescents and 

young adults ages 

14-24; 10 clinical 

experts 

During interviews, both individuals with 

SCD and providers identified stigma and 

lack of community awareness of SCD 

emerged as a theme within the SMART 

framework. Elements of stigma and 

racism also emerged in themes related to 

medical status and patient-provider 

communications.  

Nelson & 

Hackman (2013) 

To explore 

perceptions of 

race and racism 

among persons 

with SCD and 

their families and 

healthcare staff. 

Location: US  

Design: Cross-

sectional with 

quantitative 

components  

Sample: 112 

patients/families, 

ages 12-50; 135 

staff members 

Patients and their family members were 

more likely to report that race affects the 

quality of healthcare for individuals with 

SCD (50%) in comparison to healthcare 

providers (31.6%). While healthcare staff 

were more likely to report unfair 

treatment of SCD patients (20.9% vs. 

10.9%).  

Ola, Yates, & 

Dyson (2016) 

To explore 

experiences with 

Location: Nigeria  

Design: Cross-

74 participants had some level of 

depression ranging from mild to severe. 
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depression in 

people living with 

SCD in Lagos, 

Nigeria.  

sectional using 

mixed method 

methodologies  

Sample: 103 

completed 

questionnaires, 

ages 16-50; 15 

interviewed and 

10 completed 

focus groups  

In interviews, participants reported 

experiencing stigma in the community, 

workplace, and school and also in 

healthcare settings. Some participants 

reported risk-taking behaviors, suicidal 

thoughts and suicide attempts. During 

the focus groups, participants discussed 

challenges and ways to overcome living 

with SCD in a discriminatory society.  

Royal, Jonassaint, 

Jonassaint, & De 

Castro (2011) 

To examine the 

relationship 

between race, 

identity, and 

experience of 

living with SCD.  

Location: US  

Design: Cross-

sectional with 

qualitative and 

quantitative 

components  

Sample: 46 adults 

ages 18-59 

Participants agreed with statements 

stating that their disease status affects 

how they are treated and that their race 

influences their experience with their 

disease. During interviews, participants 

described being treated differently due 

to their race and disease status in public 

and healthcare realms. 36% reported that 

their race did not impact their disease 

experience and 27% reported that their 

disease status had no effect on how they 

are treated.  

Sankar, Cho, 

Wolpe, & Schairer 

(2006) 

To explore the 

relationship 

between genetic 

cause and stigma. 

Location: US 

Design: Cross-

sectional with 

qualitative 

components 

Sample: 22 adults 

with SCD ages 18-

53; groups with 

cystic fibrosis, 

hearing 

loss/deafness, and 

breast cancer   

Overall genetic cause did not 

automatically lead to perceptions of 

stigma. Participants with SCD associated 

their condition with their racial identity 

and discrimination; whereas participants 

with cystic fibrosis rarely associated 

their disease with their race.  

Stanton, 

Jonassaint, 

Bartholomew, 

Edwards, 

Richman, 

DeCastro, & 

Williams (2010) 

To explore the 

association 

between 

optimism, 

perceived 

discrimination, 

and healthcare 

utilization in SCD.   

Location: US 

Design: Cross-

sectional with 

quantitative 

components 

Sample: 49 adults 

There was an increase in hospitalizations 

among those with high optimism and a 

decrease among those with low 

optimism as perceived discrimination 

increased. There was also an increase in 

days hospitalized as perceived 

discrimination increased amongst those 

with high optimism and a decrease in 

those with low optimism.  
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Wakefield, Popp, 

Dale, Santanelli, 

Pantaleao, & 

Zempsky (2017) 

To determine the 

frequency of 

perceived racial 

bias and health-

related stigma and 

how they are 

related to 

psychological and 

physical wellbeing 

in adolescents and 

young adults with 

SCD. 

Location:  

Design: Cross-

sectional with 

quantitative 

components  

Sample: 28 

adolescents and 

young adults ages 

13-21 

All participants except 1 reported at least 

one experience of racial bias and 

perceived health-related stigma (both 

96.4%). Perceived health-related stigma 

was positively correlated with perceived 

racial bias. Participants that reported less 

racial bias had higher quality of life. 

Participants that reported greater stigma 

had lower quality of life. There was a 

moderate positive relationship between 

perceived racial bias and pain burden.  

 

2.3.2 Measures of Stigma in SCD  

Of the 27 studies reviewed, five used scales specifically developed for stigma of 

SCD (Bediako et al., 2014; Blake et al., 2017; Holloway et al., 2016; Coretta Jenerette, 

Brewer, et al., 2012; C. M. Jenerette, Brewer, Edwards, Mishel, & Gil, 2014). The 

remainder did not include a scale, adopted a scale about stigma or a stigma-related 

concept from another population, or interviewed participants about stigma and stigma-

related concepts. Blake et al. (2017) utilized a SCD stigma scale that has not yet been 

published and the other 4 studies utilized either the Measure of Sickle Cell Stigma or the 

SCD Health-Related Stigma Scale.  

Stigma of SCD is a multidimensional construct and the two tools developed to 

measure it reflect the multiple dimensions that comprise stigma (Bresnahan & Zhuang, 

2011). Jenerette, Breer, Crandell, &Ataga (2012) developed the Sickle Cell Disease 
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Health-Related Stigma Scale (SCD-HRSS) by modifying the Chronic Pain Stigma Scale 

(Reed, 2005). The SCD-HRSS has 40 items and 4 subscales measuring health-related 

stigma from doctors, nurses, family, and the general public. The total SCD-HRSS has a 

Cronbach’s alpha reliability score of 0.84 and scores range 0.68-0.82 for subscales. 

Bediako et al. (2014) critiqued the SCD-HRSS and asserted that while the SCD-HRSS 

addresses public and external stigma perceived by individuals with SCD, there is no 

scale to address the interpersonal components of stigma, including internalized, 

anticipated, and self-stigmas. They developed the Measure of Sickle Cell Stigma 

(MoSCS), to address this gap in the measurement. The MoSCS was developed using a 

scale developed to address HIV stigma (Berger, Ferrans, & Lashley, 2001). The MoSCS 

has 11 items and 4 subscales assessing internalized stigma, social exclusion, disclosure 

concerns, and expected discrimination. The total MoSCS scale has a Cronbach’s alpha 

reliability of 0.87 and scores range 0.74-0.89 for subscales. 

2.3.3 Domain 1: Social Consequences of Stigma 

Eight studies contained findings regarding social stigma from the general public 

and family/friends and disadvantageous social consequences of stigma. Individuals with 

SCD report experiencing negative reactions from family/friends, co-workers, peers, and 

community members (Ola, Yates, & Dyson, 2016). Often the general public are often not 

educated about SCD and form their own, typically negative, opinions about people with 
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SCD as a result (Royal et al., 2011; Sankar et al., 2006). They are devalued and experience 

status loss due to their disease status and the prospect that SCD could prevent economic 

independence. They also have their pain experiences discredited by others and are 

accused of being weak, lazy, or pretending to be ill (Ola et al., 2016; Royal et al., 2011). 

People with SCD report being treated as if they have a physical or cognitive impairment 

that will make them incapable of achieving goals and life milestones (Royal et al., 2011). 

They have also reported stigmatizing experiences in intimate relationships, due to SCD 

complications, such as pain, priapism, and delayed puberty, impairing their sexuality 

(Cobo Vde, Chapadeiro, Ribeiro, Moraes-Souza, & Martins, 2013; Cole, 2007). These 

stigmatizing experiences can lead to internalized stigma, social isolation, anxiety, 

depression, and suicidal ideation and attempts (Labrousse, 2007; Ola et al., 2016).   

Due to the social stigma associated with SCD, there are a variety of disclosure 

concerns associated with revealing SCD status to others. People with SCD often are 

private about their disease status and regret telling others when they do reveal their 

status. Reasons for their disclosure concerns include fear of being treated differently, 

either pitied or discriminated against, once others know. People with SCD also report 

discrimination experiences with employment and receiving healthcare as a result of 

revealing their disease status (Cole, 2007; Dyson et al., 2010; Kass et al., 2004). They may 

choose not disclose their disease status to avoid the anxiety of anticipated stigma and 
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the attributional ambiguity associated with not knowing whether the treatment they are 

receiving is the result of stigma or not. When people with SCD do not disclose their 

disease status to protect themselves from enacted and anticipated stigmas, however they 

could be barring themselves from receiving interpersonal and structural resources, such 

as social support and disability benefits in the workplace. Social stigma can severely 

impact ability to obtain resources and lead to racial, socioeconomic, and medical 

unfairness (Cole, 2007; Labrousse, 2007; Ola et al., 2016).  

2.3.4 Domain 2: Stigma’s Effects on Psychological Well-Being 

Nine studies described findings related to stigma’s negative effects on quality of 

life and the mental health and psychological wellbeing of individuals with SCD. 

Adolescents with SCD (>13 years old) reporting high levels of perceived racial bias and 

stigma in both health-related and community contexts also have worsened quality of life 

(Adeyemo et al., 2015; E. O. Wakefield et al., 2017). Stigma can impact physical 

functioning, daily roles, general health perception, and social function (Adeyemo et al., 

2015).  

Stigma also influences stress levels among individuals with SCD. Individuals 

with SCD have reported stressful experiences during hospital care, including being 

stigmatized as drug seeking, delayed care in the emergency department, and healthcare 

providers doubting their reports of pain (Cole, 2007). Perceived injustice from healthcare 
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providers is a significant predictor of stress in individuals with SCD (Ezenwa et al., 

2015). Stress can also occur during their daily lives due to stigmatizing experiences, 

including underestimation by teachers or losing their jobs due to their SCD status (Cole, 

2007). An additional daily stressor for individuals with SCD is the illness uncertainty 

experienced regarding pain crises and unforeseen complications. A study conducted by 

Blake et al. (2017) revealed that illness uncertainty and stigma share a small but 

significant correlation.  

Due to the stress associated with revealing their disease and health status, 

individuals tend to be selective when disclosing and in some situations this can be 

disadvantageous. Derlega et al. found that individuals that talk to God or family/friends 

about their SCD pain had psychological adjustment and were more likely to seek care 

and also had lower awareness of disease stigma or being stereotyped (Derlega et al., 

2014). These findings underscore the importance of strong support in both improving 

both psychological and physical wellbeing in individuals with SCD. The stress 

associated with stigmatization negatively impacts the mental health of individuals with 

SCD (Cole, 2007; Derlega et al., 2014). They are at risk for internalized stigma. 

Depressive symptoms, including feeling hopeless and loss of interest in daily activities, 

have been positively associated with internalized stigma in people with SCD (Holloway 

et al., 2016). Additionally, individuals with high rates of stigma are more likely to report 
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anxiety, depressive symptomatology, stress, and anger in comparison to those reporting 

low rates of stigma (M. Ezenwa et al., 2016; Mathur et al., 2016).  

2.3.5 Domain 3: Stigma’s Effects on Physiological Well-Being 

Ten studies described stigma’s harmful impact on physiological well-being. 

Individuals with SCD often report being stigmatized as drug seeking or drug addicts 

and having their experiences of pain discredited by healthcare providers (Labrousse, 

2007; Mathur et al., 2016; Mulchan et al., 2016). They experience inadequate pain 

management and long wait times, related to their disease status and race, in the 

emergency department (Haywood et al., 2013; Labore, Mawn, Dixon, & Andemariam, 

2017). Individuals with SCD adapt their behaviors to cope with experiencing stigma. 

Delayed care seeking and maladaptive pain coping strategies are related to experiences 

of stigma in individuals with SCD (C. M. Jenerette, Brewer, & Ataga, 2014; Labore et al., 

2017). Ezenwa et al. found that individuals perceiving healthcare injustice from 

physicians and nurses were more likely to cope with their pain using maladaptive 

mechanisms, such as pain catastrophizing and isolation; while those who experienced 

healthcare justice coped with their pain using prayer, calming, attention diversion, and 

increased behavioral activity (Ezenwa et al., 2015). The maladaptive behaviors that form 

as a result of stigma can severely impact health status in SCD. It is critical that the pain 

associated with vaso-occlusive crises be treated promptly as it can lead to complications 
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including neurocognitive damage, impaired limb functioning, and organ damage (Rees, 

Williams, & Gladwin, 2010).   

In addition to its effects on healthcare and psychological wellbeing, stigma can 

negatively impact the physiological wellbeing of individuals with SCD. Stigma is not 

only a social stressor, but can exacerbate the pain that people with SCD experience as a 

result of their disease pathology. People with SCD that report experiencing higher rates 

of disease and race-based discrimination in healthcare settings also report greater pain, 

pain severity, pain burden, and pain interference with functionality, sleep, and daily 

activities (Haywood Jr et al., 2014; Mathur et al., 2016; E. O. Wakefield et al., 2017). 

Finally, the effects of stigma on mental health can also impact physiological wellbeing in 

the form of self-harming behaviors and suicide (Ola et al., 2016).   

2.3.6 Domain 4: Stigma’s Impacts on Patient-Provider Relationships and 

Care-Seeking Behaviors 

Eleven articles contained results pertaining to how stigma stemming from 

healthcare settings and providers influences care-seeking behaviors and patient-

provider relationships. Individuals with SCD report that race and disease based 

discrimination impacts the care they receive (Mulchan et al., 2016; Nelson & Hackman, 

2013; Royal et al., 2011). Those that have experiences with discrimination are more likely 

to be non-adherent to medical recommendations and report low levels of trust in 
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healthcare providers (Haywood, Lanzkron, et al., 2014). Additionally, people with SCD 

often identify a lack of awareness and education surrounding SCD in the healthcare 

provider community that contributes to the stigma they experience (Cole, 2007). For 

instance, if an asthmatic patient knows the specific amount of prednisone they need for 

treatment they will be commended by the healthcare community, while a SCD patient in 

a pain crisis will be labeled as drug seeking if they are able to vocalize the type and 

dosage of opioids they need (Mulchan et al., 2016).  

 Stanton et al. (2010) illuminated how the presence of stigma makes it difficult to 

improve patient-provider relationships in their study assessing the relationships 

between perceived discrimination and optimism. They found that individuals that had 

high discrimination experiences and optimism (expected that good things will happen), 

had an increase in hospitalizations in comparison to those with high discrimination 

experiences and low optimism (Stanton et al., 2010). Having a pessimistic outlook 

towards healthcare systems and providers may be more protective in terms of health 

outcomes; however pessimistic outlooks toward healthcare systems can further hinders 

patient-provider relationships.  

Individuals with SCD also alter their care-seeking behaviors based on their 

experiences with stigma. Young adults with SCD report experiencing lack of empathy 

from healthcare providers regarding their pain, long wait times, inadequate pain 
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management in the emergency department, and anticipated stigma when seeking care 

for pain. This leads them to adjust their care seeking behaviors and treat their pain at 

home and wait until the pain becomes unbearable before seeking care for their pain 

(Labore et al., 2017). Jenerette, Brewer, & Ataga found that 88% of young adults with 

SCD wait until their pain is an average of 8.7 on a scale of 1-10 before seeking care and 

factors that influence this decision included anticipated stigma (C. M. Jenerette, Brewer, 

& Ataga, 2014; Labrousse, 2007).  

Due to the existing stigma and damaged patient-provider relationships a delicate 

balance must be established when attempting to decrease stigma and improve health 

outcomes in SCD. Jenerette, Brewer, Edwards, et al. (2014) conducted a pilot study to 

test an intervention to decrease stigma in young adults with SCD based on the Theory of 

Self-Care Management of SCD (C. M. Jenerette & Murdaugh, 2008). The intervention 

focused on prompt cue recognition and early care seeking. The study used a 

randomized control trial method with an intervention group and attention control group 

in a population of 90 young adults with SCD ages 18-35. The treatment group was found 

to increase, rather than decrease, perceptions of stigma (C. M. Jenerette, Brewer, 

Edwards, et al., 2014). This is the only intervention study that has attempted to decrease 

stigma and improve care-seeking behaviors amongst individuals with SCD. This pilot 

study had a high attrition rate which could have influenced results. However, its lack of 
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success in decreasing stigma is indicative of the insidious and complex nature of stigma 

in SCD.      

2.4 Discussion 

This literature review examined stigma of SCD in adults and adolescents with 

SCD. Twenty-six descriptive studies and one intervention study were reviewed. Overall 

the review demonstrates the multitude of detrimental effects that stigma has on the lives 

of individuals with SCD, including hindering physiological and psychological 

wellbeing, having harmful social consequences, and impairing healthcare interactions. 

Methodological issues amongst the studies and gaps in the literature were identified. 

Additionally, practice implications for nurses and limitations of the study itself were 

noted.   

2.4.1 Methodological Issues 

There are several methodological issues that create limitations in the current 

understanding of SCD stigma. Firstly, all studies assessing perceived stigma in SCD are 

descriptive and cross-sectional, except one longitudinal, randomized control trial (C. M. 

Jenerette, Brewer, Edwards, et al., 2014). Additionally, studies describing perceived 

stigma are majority quantitative with few mixed methods and qualitative explorations 

of stigma and its effects. More qualitative explorative studies that describe the 

experiences of individuals with SCD are needed to fully understand the nuanced and 
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layered stigma that individuals with SCD experience. Additionally, grounded theory 

studies may be useful to further the development of theories in SCD stigma. An 

improved theorized concept of SCD stigma may lead to the development of useful 

interventions in this population. The literature of stigma in SCD could benefit from 

longitudinal studies tracking stigma across time and in depth qualitative and mixed 

methods explorations of stigma and related concepts. Longitudinal, mixed-method, and 

qualitative studies could illuminate the mechanisms through which stigma operates and 

impacts the wellbeing of individuals with SCD; thus, leading to the development of 

successful interventions to decrease stigma.     

Another methodological issue that limits the current understanding of stigma of 

SCD is the systematic exclusion of individuals who do not have access to comprehensive 

SCD care. Studies assessing perceived stigma primarily recruited participants from 

academic SCD centers. This creates a significant limitation as individuals who do not 

have access to comprehensive care centers may be more vulnerable to stigma. For 

instance, these individuals may have less care options due to socioeconomic status or 

have more encounters with healthcare providers that are not educated about SCD. In 

order to develop a complete understanding of stigma of SCD individuals outside of 

comprehensive care settings need to be studied.   
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Another methodological trend in the literature that limits understanding of 

stigma of SCD is the lack of studies assessing how intersectional identities influence 

stigma experiences. Intersectionality theory asserts that experiences with discrimination 

and injustice are distinct depending on race, class, age, gender, and other characteristics 

(Winker & Degele, 2011). While Cobo et al. describes how stigma in intimate partner 

relationships differs depending on gender, there are a multitude of other ways that 

manifestations of stigma can differ depending on age, gender, disease severity and other 

key socio-demographic characteristics. Studying these intersections will provide a more 

complete understanding of stigma of SCD; and advance knowledge of how different 

individuals experience and cope with stigma.  

In summary, several methodological limitations were identified that can improve 

understanding of stigma of SCD: (1) mixed-method and qualitative studies that describe 

the experiences that individuals with SCD have with stigma, (2) longitudinal studies 

that describe the effects that stigma has on the trajectory of SCD, (3) interventions aimed 

to decrease stigma, (4) sampling methods that include individuals who do not have 

access to comprehensive SCD care, and (5) studies exploring intersectional identities in 

SCD.  
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2.4.2 Research Implications 

Several gaps have been identified that require further research to improve the 

understanding of stigma of SCD. First, the layered nature of stigma makes it difficult to 

precisely pinpoint the influence of stigma on the lives of individuals with SCD. Many of 

the studies conflated racism and stigma. Royal et al. (2011) attempted to uncover the role 

that race plays in SCD stigma; one participant in this study noted, “My race does 

influence my experience with SCD because blacks are viewed in a negative light. Racism 

is an added burden to my experience as a person with SCD” (p. 397). Additionally, 

Haywood et al. (2013) were able to unearth data confirming that both race and disease 

status contribute to longer wait times for individuals with SCD. However, this is the 

extent of the literature of layered stigma in SCD.  

Studying layered stigma from a global perspective can also contribute to our 

understanding of stigma of SCD. Layered stigma in SCD is a significant barrier in the 

health and overall wellbeing of individuals with SCD. Studies designed to improve our 

understanding of stigma’s impact on intersectional identities can improve our 

understanding how racism and health-related and disease stigma function together. For 

instance, while racial stigma might not manifest as abundantly as it does in the United 

States and United Kingdom, colorism is a global phenomenon and there are currently no 

publications addressing how colorism influences SCD stigma and health outcomes. 
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Publications in Nigeria, Brazil, England, and the United States have revealed that 

disease stigma manifests and operates similarly regardless of country (Adeyemo et al., 

2015; Cobo Vde et al., 2013; Dyson et al., 2010; Ola et al., 2016), however racial stigma 

may manifest differently in countries where Black people are the majority. Studying 

SCD stigma globally would increase our understanding of how layered stigma operates 

and also provide opportunities to address reducing SCD stigma and improving health 

outcomes worldwide.   

The study of how institutionalized stigma contributes to health inequities in SCD 

is also relatively unaddressed in SCD stigma literature. While there are publications 

acknowledging health inequity and disparity in SCD (Grosse et al., 2009; L. A. Smith et 

al., 2006), more exploration of how structural discrimination can contribute to poor 

wellbeing and health outcomes in individuals with SCD is needed. Understanding how 

stigma functions outside of personal and interpersonal domains is important, as 

institutionalized or structural stigma can impact the daily lives, coping behaviors, self-

management strategies, and overall wellbeing of individuals with SCD as well.  

There is also a limited understanding of internalized stigma. The majority of SCD 

literature focuses on perceived stigma in SCD and its effects on patient-provider 

relationships, care-seeking behaviors, and the mental and physical wellbeing of 

individuals with SCD. However, the impact of internalized stigma also needs to be 
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assessed, as Holloway, McGill, & Bediako (2016) found a positive relationship between 

internalized stigma and depressive symptoms. Additionally, stigma often goes 

unrecognized, unaddressed, and is not measured in studies assessing psychological 

wellbeing in SCD, despite all of the literature confirming that stigma is associated with 

poor psychological outcomes. Learning more about internalized stigma and its influence 

on mental health, coping with pain, and disease management is necessary to develop a 

more complete understanding of SCD.  

Although there are several sources of SCD stigma, current literature tends to 

focus primarily on stigma from healthcare providers. Encounters with healthcare 

providers and systems is only one aspect of individuals with SCD lives. More studies are 

needed that assess the stigma that individuals with SCD experience from their family 

and friends. In diabetes literature, stigma from the general public can cause individuals 

not to perform self-management behaviors and this can lead to worsened health 

outcomes (Tak‐Ying Shiu, Kwan, & Wong, 2003). A more comprehensive view of how 

sources of stigma impact the lives of individuals with SCD is needed to strengthen 

understandings of SCD stigma.  

The literature addresses how SCD stigma impacts care-seeking behavior, while 

other self-management behaviors such as stress management and medication adherence 

are less frequently addressed. Grasping the link between stigma and self-management in 
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SCD is crucial as this knowledge can be used to developed interventions to improve 

quality of life and health outcomes in SCD (Matthie, Hamilton, Wells, & Jenerette, 2015; 

Matthie, Jenerette, et al., 2015). The Theory of Self-Care Management of Sickle Cell 

Disease can be used to inform studies seeking to explore the relationship between 

stigma and SCD and future interventions that may impact health-related stigma as an 

outcome (C. M. Jenerette & Murdaugh, 2008). 

Finally, exploring the link between chronic stress and stigma could reveal key 

information about the impact that stigma has on physiological and psychological 

wellbeing. Both self-reported measures and physiological markers of stress should be 

studied. In obesity and stigma literature, exposure to stigma was found to increase 

cortisol levels, thus increasing potentially harmful physiological consequences of stigma 

on wellbeing (Schvey et al., 2014). Other factors that may mediate the relationship 

between stigma and wellbeing that are inadequately explored in SCD literature include 

coping mechanisms, disease self-management, and social support. Having social 

support influences response to stigma and coping mechanisms and disease self-

management strategies (Scambler, 2009). Understanding these mediating factors could 

contribute to a better understanding of stigma of SCD and ways to reduce it. 
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2.4.3 Practice Implications 

Nurses can decrease stigma by making themselves aware of their own biases and 

educating themselves and other healthcare professionals about appropriate ways to 

interact with and care for individuals with SCD. Despite, its potential to affect social 

functioning, physiological and psychological wellbeing, and health outcomes in SCD, 

stigma often goes unrecognized and its affects are unassessed. Nurses can also decrease 

the effects of stigma by recognizing stigma and employing interventions to decrease or 

treat the effects of stigma, such as assessing for mental healthcare needs and addressing 

challenges related to support.    

2.4.4 Limitations  

This review has limitations. Studies written in other languages were excluded, 

which limits the generalizability of the findings. Additionally, there is the potential for 

error because a single reviewer performed the search and developed the matrices.  

2.5 Conclusion 

Stigma of SCD is a pressing health concern. Factors that contribute to stigma in 

SCD include disease status, pain and opioid use, racism, disease severity, and 

sociodemographic characteristics. Stigma can stem from sources including institutions, 

healthcare providers, general public, and family and friends. Current literature 

surrounding stigma in SCD reveals that stigma has detrimental consequences for 
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individuals with SCD, including having negative social consequences, impairing 

healthcare interactions, and hindering physiological and psychosocial wellbeing. 
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3. A Pilot Test of the ASCQ-Me and J-SAT Tools in Adults 

with Sickle Cell Disease 

3.1 Background  

Sickle cell disease (SCD) is the most commonly genetically inherited hemoglobin 

disorder and occurs in 1 out of every 365 African American births (Hassell, 2010). 

Individuals with SCD suffer from a variety of serious health complications including 

renal failure, vaso-occlusive crisis, leg ulcers, acute and chronic pain (Yawn et al., 2014). 

Complications are associated with significantly shortened lifespans for individuals with 

SCD, 42 for males and 48 for females in the United States (US) (Lanzkron et al., 2013).  In 

addition to increasing mortality, complications of SCD can negatively influence health-

related quality of life (QoL), which has been found to be very low in this population 

(Adeyemo et al., 2015; Dampier et al., 2011; Mann‐Jiles & Morris, 2009; McClish et al., 

2005). McClish et al. (2005) found that individuals with SCD have worse QoL than the 

general population, and their QoL levels are most similar to individuals undergoing 

hemodialysis. For this paper, QoL is defined as health-related QoL. Health-related 

quality of life refers to the impact of health status on quality of life (Dampier et al., 2011).  

QoL in SCD can be affected by how well an individual manages their disease. 

Complications of SCD affect all organ systems. Thus self-management of sickle cell 

disease is complex, including tasks such as hydration, sleep, blood transfusions, 



 

 

54 

frequent visits with hematologist and other specialists, and managing multiple 

medications, including opioids (Yawn et al., 2014). In order to effectively self-manage 

SCD, individuals need to participate in self-care action activities, which Jenerette & 

Murdaugh 2008 describe as “engaging in therapeutic activities and actively accessing 

resources to maintain or improve health status and quality of life.” (C. M. Jenerette & 

Murdaugh, 2008) Limited exploration of SCD disease self-management and self-care 

action has been conducted, (Matthie, Jenerette, et al., 2015; Tanabe et al., 2010) despite 

the integral role these concepts have in influencing the QoL of those affected by SCD.  

To understand the complexity of the relationships between self-care action and 

QoL, reliable and valid measures must be utilized to study these concepts. SCD specific 

measures have been developed for both QoL and self-care action. The Adult Sickle Cell 

Quality of Life Measurement Information System (ASCQ-Me) was derived and 

developed from the Patient-Reported Outcome Measurement Information System 

(PROMIS). PROMIS was adapted for SCD to reliably capture the effect that SCD has on 

daily functioning. The ASCQ-Me consists of six subscales: Emotional Impact, Sleep 

Impact, Social Functioning Impact, Stiffness Impact, Pain Impact, and Pain Episode 

Frequency and Severity that were determined to be the most salient QoL indicators 

amongst individuals with SCD (S. Keller, Yang, Treadwell, & Hassell, 2017; S. D. Keller, 

Yang, Treadwell, Werner, & Hassell, 2014; Treadwell, Hassell, Levine, & Keller, 2014). 
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The ASCQ-Me’s SCD specific items assessing physical, mental, and social health can be 

used in conjunction with or separately from PROMIS measures. The Jenerette Self-Care 

Assessment Tool (J-SAT) was developed to measure the frequency that individuals with 

SCD participate in self-care action activities (C. M. Jenerette & Murdaugh, 2008).  

Studies assessing the reliability and validity of the ASCQ-Me have been 

conducted, while studies detailing the development of J-SAT are unpublished. Studies 

published about the ASCQ-Me have been limited to the reporting of psychometrics and 

development. The J-SAT has been utilized in descriptive, cross-sectional studies (C. M. 

Jenerette & Murdaugh, 2008; Matthie, Jenerette, et al., 2015). In order to begin to better 

understand QoL and self-management in SCD, it is important to pilot test these 

instruments in a sample of individuals with SCD. The objective of this research is to 

generate information that is useful to those interested in using the ASCQ-Me and J-SAT 

to assess QoL and self-care action in adults with SCD. The purpose of this pilot study is 

to test the ASCQ-Me and J-SAT instruments to determine: 1) recruitment rate, 2) percent 

completion of the instrument battery, and 3) patient perceptions of QoL outcomes and 

self-care action in a convenience sample of adults with SCD. Results of this study will 

inform the development of a mixed method, multi-site study in Jamaica and the United 

States to understand the relationships between health-related quality of life, stigma and 

self-management in adults with SCD.   
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3.2 Methods 

3.2.1 Design  

A cross-sectional survey design was used. Institutional review board approval 

was obtained from Duke University and patients provided informed written consent 

prior to participation. 

3.2.2 Setting   

Subjects were recruited from two sources: 1) a local SCD conference held 

annually, and 2) an adult comprehensive sickle cell center. The conference is two days 

and approximately 100 individuals with SCD from the general community across central 

North Carolina attend. Subjects were also recruited from the adult comprehensive sickle 

cell center which provides SCD care and health maintenance for patients ages 18 and 

older. The clinic has approximately 700 patients on record, approximately 2,500 visits a 

year, with 400 unique patient visits.  

3.2.3 Sample  

Inclusion criteria were >18 years of age, ability to read English, and self-reported 

diagnosis of one of the following SCD genotypes: HbSS , HbSC, Hb SB0 or SB+.  
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3.2.4 Recruitment and Procedures  

Subjects were recruited during the SCD conference and in clinic. The study was 

announced to approximately 100 attendees several times during the conference and 

interested individuals were instructed to approach the study investigator. Subjects 

recruited at clinic were first approached by a healthcare provider who assessed their 

interest in participating in the study and then introduced them to a research coordinator 

if interested. Twelve individuals were approached in clinic. After obtaining informed 

consent, subjects were given a battery of measures to complete. Surveys were completed 

using paper and pencil. All participants were compensated for their time in the form of a 

$10 gift card. 

3.2.5 Measures 

Demographics. Participants completed a demographics questionnaire (age, 

gender, race, ethnicity, education, employment, children, and relationship status, 

insurance, income, and SCD genotype). 

Disease Severity. The ASCQ-Me Medical History Checklist (SCD-MHC) is a 9 

item survey that lists the most common treatments and conditions associated with SCD, 

such as avascular necrosis, kidney disease, and blood transfusions. The scale uses a 

dichotomous yes/no response system to indicate presence of the treatment or condition. 

The SCD-MHC is scored as the sum of endorsed questions. Higher scores indicate 
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higher disease severity. Scores range from 0-9. During psychometric testing, SCD-MHC 

was significantly related to age, healthcare utilization and vaso-occlusive pain episodes; 

but not to comorbidity questions which referred to conditions not associated with SCD 

(S. D. Keller et al., 2014). The SCD-MHC is the most common instrument used to assess 

disease severity in SCD.  

Quality of Life (ASCQ-Me). SCD is highly complex and is associated with high 

disease severity, thus it has been determined that PROMIS is not always sufficient to 

determine QoL. The ASCQ-Me is based on PROMIS and was rigorously developed to 

measure health-related QoL specifically for individuals living with SCD. Development 

of ASCQ-Me included a comprehensive literature review of patient-reported outcomes, 

a series of interviews with patients with SCD and SCD healthcare providers, and item 

bank development using a field test population of 556 individuals with SCD recruited 

from 7 clinics located across the US (S. D. Keller et al., 2014; Treadwell et al., 2014). The 

field test respondents had sociodemographic characteristics that were consistent with 

characteristics of adults who have SCD (S. Keller et al., 2017). ASCQ-Me consists of one 

fixed form and five short forms measuring QoL indicators. Short forms include 

emotional impact, pain impact, sleep impact, social functioning impact, and stiffness 

impact; they are all 5 item scales. Pain episodes is a fixed form that is scored by 

compositing separate scores for pain episode frequency (2 items) and severity (3 items). 
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Raw composite scores range 0-11 for frequency and 0-22 for severity. To make the raw 

composite scores comparable, a z-score is obtained and then a T-Score transformation is 

performed. Higher scores indicate worse health status for pain episode frequency and 

severity.  

The short forms are scored on Likert scales ranging 1-5 from “never” to “always” 

or “not at all” to “very much.” Raw composite scores range 5-25. Scores are obtained by 

standardizing the raw scores, using a T-Score transformation, to have a mean of 50 and 

standard deviation of 10 indicates an average health score on the scale. ASCQ-Me uses a 

normative referent population based on the responses of 556 adults with SCD that were 

surveyed during the development of the instrument. Individuals in the referent 

population were majority female (64%), varied in sickle cell genotype (majority had 

hemoglobin SS followed by hemoglobin SC), and ranged in age from 18 to 65 and above 

(San Keller, Yang, Evensen, & Cowans, 2017). The value of 50 indicates the health score 

of the average field test respondent during testing of the ASCQ-Me, and the value of 10 

represents one standard deviation unit. Higher scores indicate healthier status on the 

subscale. Internal consistency reliability was between 0.80 and 0.73 for the fixed form 

and 0.94 to 0.90 for short forms (S. Keller et al., 2017).   

Self-Care Action (J-SAT).  The J-SAT consists of 8 items that measure self-care 

actions, defined as participating in activities and accessing resources that improve and 
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maintain health and QoL. A Likert scale ranging from “never” to “almost always” is 

used and items include statements such as “I understand (know why I am taking) my 

medications” and “I avoid stress whenever possible.”  The J-SAT had an internal 

consistency reliability of .80 during the development of the instrument. Scores range 4-

32, with higher scores indicating greater frequency of self-care actions (C. M. Jenerette & 

Murdaugh, 2008). 

3.2.6 Data Analysis   

There are two ways to score the ASCQ-Me short forms. 1) In the first method, z-

scores should be calculated for the ASCQ-Me measure raw scores. Next, a popular 

transformation or “T-Score transformation” using the mean and standard deviation of 

the referent population should be performed on the z-scores. 2) The second method 

involves using the raw to t-score conversion tables in the ASCQ-Me User’s Manual 

available on healthmeasures.net to score the subscales. 3) The third method uses the 

FREE HealthMeasures Scoring Service, provided on healthmeasures.net. An excel 

template is provided, as well as item banks and specific variable names that should be 

utilized. The pain episode subscale must be scored using the first method to composite 

separate scores for pain episode frequency and severity.  

For the current study, paper surveys were entered into REDCap. Descriptive 

statistics were obtained using SAS (Version 9.4) and the FREE HealthMeasures Scoring 
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Service. We used all three scoring methods described above and compared results. We 

found results for the first method to be inconsistent when compared to other methods. 

In comparisons of results using the second and third methods, there was minimal 

discrepancy. We attributed these discrepancies to round-off error due to the 

approximation of t-scores in the conversion tables. We determined that the FREE 

HealthMeasures Scoring Service provides the most accurate ASCQ-Me short form 

scores. As described in the ASCQ-Me User Manual, if only one item was missing from 

an ASCQ-Me measure the raw score was approximated by obtaining the sum of the four 

responses answered, multiplying by five which is the number of items on the short form, 

and then dividing by the number of items answered. ASCQ-Me short forms cannot be 

scored by hand if 3 or fewer (out of 5) items are answered [14]. 

3.3 Results  

Twenty-two individuals were assessed for eligibility (conference n=10, clinic 

n=12). Two individuals refused participation (one in clinic and one at the conference) 

when the study was explained and informed consent sought, resulting in a total of 20 

participants (Figure 3). Sixty percent reported being female; and all except one reported 

being Black or African American. Mean age was 38.5 ± 13.7 and ranged from 22 to 67 

(see Table 5). 
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Figure 3. CONSORT Diagram for Pilot Study 
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Table 5 

Demographics for Pilot Study 

Characteristic Total Sample (n = 20), n (%) 

Age 

18-24 

25-34 

35-44 

45-54 

55-64 

65-74 

38.5 ± 13.7 

2.0 (10.0) 

7.0 (35.0) 

5.0 (25.0) 

3.0 (15.0) 

2.0 (10.0) 

1.0 (5.0) 

Sex 

   Male  

   Female 

 

8.0 (40.0) 

12.0 (60.0) 

Race 

   Black or African American 

 

19.0 (100.0)  

Ethnicity  

   Not-Hispanic/Latino 

 

18.0 (100.0) 

Social Status 

   Single  

   Married 

   Divorced 

 

15.0 (75.0) 

4 .0 (20.0) 

1.0 (5.0)  

Children 

   0 

   1 

   2 

   3 

 

13.0 (65.0) 

3.0 (15.0) 

3.0 (15.0) 

1.0 (5.0) 

Education 

   High School/GED 

   Some College  

   Trade or Vocational Training  

   Bachelor’s Degree  

   Graduate School 

 

2.0 (10.0) 

5.0 (25.0) 

3.0 (15.0) 

5.0 (25.0) 

5.0 (25.0) 

Yearly Income 

   Less than $11,000  

   $20,001 - $30,000 

   $30,001 - $40,000 

   $50,001 - $75,000 

   $75,001 - $100,000   

   More than $100,000 

 

7.0 (35.0) 

2.0 (10.0) 

3.0 (15.0) 

3.0 (15.0) 

3.0 (15.0) 

2.0 (10.0) 
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Table 5 

Demographics for Pilot Study 

Characteristic Total Sample (n = 20), n (%) 

Genotype 

   HbSS 

   HbSC 

   Hb SS/a-thalassemia 

 

10.0 (52.63) 

8 .0 (42.11) 

1 .0 (5.26) 

 

On average, participants completed the battery of surveys in 15 minutes. The 

following surveys had a 100% completion rate: emotional impact, pain episode 

frequency and severity, sleep impact, social functioning impact, stiffness impact, and the 

J-SAT. The pain impact scale had a 95% completion rate (1 participant missed 1 item), 

and the ASCQ-Me SCD-MHC had a 90% completion rate (2 participants missed 1 item 

each). Participants were able to complete the survey without assistance. Table 6 reports 

results from the ASCQ-Me measures and J-SAT. Briefly, subjects reported high disease 

severity with average or healthier status on the ASCQ-Me measures than the referent 

population, and frequent participation in self-care action.   
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Table 6 

ASCQ-Me (T-Scores*) and J-SAT Results 

 Minimum Maximum Mean SD SE 

ASCQ-Me SCD-MHC**          n (%) 

Low Disease Severity                3 (15) 

Medium Disease Severity         3 (15) 

High Disease Severity             14 (70) 

4.0 7.0 5.6 1.1 - 

ASCQ-Me Quality of life  

Emotional Impact 

Pain Impact 

Social Functioning Impact 

Stiffness Impact 

Sleep Impact  

Pain Frequency 

Pain Severity 

 

37.9 

38.1 

43.5 

35.5 

35.0 

25.0 

21.8 

 

65.5 

63.8 

69.8 

65.4 

61.1 

56.3 

59.3 

 

53.7 

50.6 

53.7 

52.4 

50.2 

43.6 

42.5 

 

8.7 

7.7 

9.6 

8.5 

8.4 

9.9 

10.1 

 

1.9 

1.7 

2.1 

1.9 

1.9 

2.2 

2.3 

J-SAT 27.0 32.0 30.2 1.8 0.4 

SD = Standard Deviation; SE = Standard Error  

*The Adult Sickle Cell Quality of Life Measurement Information System uses a T-score metric, 

calibrated with a referent population. 50 is the mean and 10 is the standard deviation of the 

reference population. A mean of 50 indicates average health status on the subscale.  

**Scores on the SCD Medical History Checklist rage 0-9 and are obtained by summing the 

number of endorsed responses.  Low (<2), medium (=2), and high (>2) disease severity are cut-

offs are based on specifications by Keller, Yang, Tredwell, & Hassell 2017.  

 

3.4 Discussion  

Considering the chronicity of SCD and the complexity of SCD self-management, 

understanding more about QoL for these individuals is essential to improving health 

status in SCD. To the best of our knowledge, we report the first use of ASCQ-Me besides 

the original psychometric work. Overall, use of the ASCQ-Me is feasible, completion 

rates were 100% for all subscales except the SCD-MHC and pain impact. Using paper 
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and pencil, participants were able to quickly complete the instruments with low burden 

and patient refusal rate was very low.  

Overall, participant scores indicated that they had high disease severity, but 

average or heathier status on the ASCQ-Me measures than normative scores in the 

referent population. Pain and sleep impact was consistent with the referent population, 

meaning that participants reported average health status on these measures. Participants 

had slightly healthier status than the referent population for stiffness, social functioning, 

and emotional impact. Participants in this sample reported being almost one standard 

deviation healthier than average on pain episodes subscale, indicating less frequent and 

severe pain episodes.  

Our sample reported high disease severity. In the testing and comparison of 

ASCQ-Me to PROMIS, participant SCD-MHC scores were split into low (<2), medium 

(=2), and high (>2) categories; the cut-offs for the scores were based on tertiles of the 

distribution of the score (S. Keller et al., 2017).  Seventy percent of participants in our 

sample had high disease severity (mean = 5.6, SD = 1.1). Despite the majority of our 

sample having high disease severity, the scores on the ASCQ-Me measures suggest that 

our participants had an average or healthier QoL than the referent population. 

Individuals with medium and high disease severity in the referent population (n=556) 

had worse health status than our sample for all ASCQ-me measures (emotional impact: 
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49.75, 47.04; pain impact: 48.88, 46.30; social functioning impact: 48.91, 46.72; stiffness 

impact:48.81, 45.81; sleep impact: 48.79, 48.10; pain frequency 50.33, 51.99; pain severity: 

50.33, 52.10 respectively) (S. Keller et al., 2017). 

Our sample (n=20) had a similar race, sex, age, and SCD genotype (>50% = HbSS) 

breakdown to the referent population. While our sample was recruited from a SCD 

clinic and conference, respondents in the referent population were recruited all across 

the US using diverse methods including clinics, flyers, online, and word of mouth (S. D. 

Keller et al., 2014). Our sample was highly educated; however, the education level was 

not described for the referent population. It is important to note that in the testing of 

ASCQ-Me and the comparison of ASCQ-Me to PROMIS, adults with SCD were always 

less healthy than the general population, even those with low disease severity. Previous 

studies testing PROMIS in those with high SCD disease severity indicated worse health 

compared to the general population, with magnitude differences ranging 0.5 to 1.1 

standard deviation units (S. Keller et al., 2017). Thus, designation of average and healthier 

status in our population does not necessarily indicate good or better health than others, but 

average health and healthier status when compared to the referent population of adults with SCD. 

Health status on the QoL indicators assessed in the ASCQ-Me may be poorer in our 

population, if compared to general populations. Individuals with SCD have been found 

to have poor QoL, (Adeyemo et al., 2015; Dampier et al., 2011; Mann‐Jiles & Morris, 
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2009; McClish et al., 2005) even more so for those with increased disease severity 

(Mastandrea et al., 2015) and higher pain frequency and severity (McClish et al., 2005). 

Using a sickle cell specific QoL instrument could vastly improve our understanding of 

QoL for individuals with SCD.  

Participants in our sample also had high J-SAT scores (mean = 30.2), indicating 

frequent participation in activities that improve health and QoL. The healthier status of 

our pilot sample is expected considering that our sample has access to a comprehensive 

SCD care setting and frequently participates in self-care action. Furthermore, the 

population we surveyed is highly educated, 90% have some college or higher 

educational attainment. In a 2015 study, Matthie, Jenerette, & McMillian found that in a 

sample of 103 young adults with SCD, self-care was significantly related to social 

support, SCD self-efficacy, and years of education (Matthie, Jenerette, et al., 2015). 

Further research in a larger sample size is needed to determine if participation in self-

care action can mitigate the effect of disease severity on QoL for individuals with SCD. 

Despite the limited generalizability of these findings, the knowledge gained 

about the use and scoring of ASCQ-Me is essential for future research using these 

instruments to measure QoL in adults with SCD. We found it very feasible to administer 

ASCQ-Me in a clinic and public setting. We used all three options to score the ASCQ-Me 

measures and consulted with the original investigators. We found that the most efficient 
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and accurate method to score ASCQ-Me short forms was using the FREE 

HealthMeasures Scoring Services. Using this method, scores were calculated using a 

calibration sample of 556 individuals with SCD that participated in the field test during 

the instrument’s development. The scoring service provided by HealthMeasures is easy 

to use, but we learned several lessons that may be helpful when using this service. 

Becoming familiar with the scoring services prior to collecting data and developing a 

database is crucial. HealthMeasures provides a Microsoft Excel scoring template and 

ASCQ-Me variable names and field attributes. It is important to use these resources 

when developing databases, codebooks, and data dictionaries. We were not aware of 

these resources and developed our own variable names and field attributes that had to 

be changed later as they were not recognized by the scoring services. It is also important 

to leave missing responses blank because if only one item is missing from a subscale the 

score is approximated by the scoring services using the method described in the Data 

Analysis section. Finally, to minimize data entry error we suggest administering the 

surveys on computers, smartphones, or tablets.  

3.4.1 Limitations  

The primary limitation of this study is the small sample size and use of a 

convenience sample which limits generalizability. However, the purpose of this pilot 

study was to determine the feasibility of administering the ASCQ-Me and J-SAT in a 



 

 

70 

clinic and public setting. Due to the small sample size, Cronbach’s coefficient alpha was 

not calculated. There is also a limitation to note in the scoring of the SCD-MHC, wherein 

higher scores indicate higher disease severity. Each item is not an equal representation 

of disease severity; it is possible that two individuals could score the same and one have 

higher or lower disease severity than the other.   

3.5 Conclusion  

It was possible to administer the ASCQ-Me and J-SAT in a clinic and public 

setting with relative ease and in a short period of time. Both of these instruments can 

help improve our understanding of QoL for individuals with SCD. The 20 individuals 

surveyed in this pilot study reported: 1) high disease severity, 2) average or healthier 

status on the ASCQ-Me measures than the normative referent population, and 3) very 

frequent participation in self-care actions. Our team used this pilot data to conduct a 

mixed method, multi-site study in Jamaica and the United States to understand the 

relationships between health-related quality of life, stigma and self-management in 

adults with SCD.  This pilot project was critical to the success of the larger study. 
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4. Understanding the Intersection of Stigma, Self- 

Management, and Quality of Life of Sickle Cell Disease 

4.1 Introduction and Background 

Sickle cell disease (SCD) is a chronic disease associated with a severely shortened 

lifespan and many serious complications requiring complex self-management strategies. 

Disease complications impact the self-management required and subsequently quality of 

life (QoL); neither of which has been adequately explored in SCD. Common 

complications, such as acute chest syndrome, renal failure, stroke, sepsis, and low fetal 

hemoglobin can result in early death before the expected lifespan (Platt et al., 1994; 

Serjeant & Serjeant, 1993). Adequate self-management strategies can be used to reduce 

the rate and severity of complications (C. M. Jenerette & Lauderdale, 2008; Matthie, 

Jenerette, et al., 2015) and improve QoL for these individuals (Ahmadi et al., 2015). 

Complications such as retinopathy (Kassim & DeBaun, 2013), neurocognitive damage 

(Feliu et al., 2011), and impaired limb functioning (Delaney et al., 2013) can lead to 

functional impairment that can hinder an individuals’ ability to self-manage SCD and 

decrease QoL. Acute vaso-occlusive crises and chronic pain are the most frequent 

complications experienced by persons with SCD (Yawn et al., 2014). Pain requires 

intense SCD self-management and greatly impacts QoL. Acute and chronic pain can 

result in greater functional disability (Sil, Cohen, & Dampier, 2016), poorer mental and 
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physical QoL (Levenson et al., 2008), and increased depressive symptoms in individuals 

with SCD (C. Jenerette et al., 2005; Levenson et al., 2008). Stroke is a particularly 

devastating complication that leads to neurocognitive dysfunction and difficulties with 

executive functioning that also challenge SCD self-management (Feliu et al., 2011).  

Complications of SCD also contribute to a high prevalence of anxiety and depression; 

rates up to 30% for depression have been reported (C. Jenerette et al., 2005; Levenson et 

al., 2008). Disease complications also impact an individuals’ ability to work, and 

maintain social support systems, and ability to advocate for themselves (Matthie, 

Jenerette, et al., 2015). Good self-management can prevent many complications (C. M. 

Jenerette et al., 2011; C. M. Jenerette & Lauderdale, 2008; Tanabe et al., 2010) and 

improve QoL (Fryer et al., 2016). This study is significant because given the complexity 

and severity of SCD it is important to understand how persons use, and do not use, self-

management strategies; and how different factors may facilitate or hinder self-

management and subsequently impact QoL.     

This study used a multisite approach, comparing individuals with SCD in 

Jamaica and the United States (US). Based on anecdotal accounts and previous literature, 

there are differences in medical treatment and sources of stigma between these two 

countries that are the premise of this study. Country differences in medical treatment 

practices provide an excellent opportunity to understand the effect of these practices on 
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self-management strategies and QoL. SCD treatment differences between Jamaica and 

the US include the use of opioids, hydroxyurea, and blood transfusions. In the US, the 

primary treatment for SCD is hydroxyurea, which has been found to decrease the 

incidence of vaso-occlusive crises, acute chest syndrome, hospitalization rates, and 

blood transfusions; and increase lifespan (Yawn et al., 2014). In Jamaica, hydroxyurea is 

used less frequently, yet individuals experience similar life expectancy to individuals in 

the US. Hydroxyurea therapy requires frequent clinic visits to allow for dose adjustment 

to the maximal tolerated dose and monitor side effects. In the US, blood transfusions are 

a key therapy to prevent stroke and manage other complications of SCD (Yawn et al., 

2014). Transfusions are not widely available in Jamaica, thus are not frequently used. 

Transfusions require frequent medical appointments, monitoring for iron overload, and 

many require chelation therapy to treat overload (Yawn et al., 2014). Finally, the higher 

prevalence of leg ulcers in Jamaica (70-80% vs. less than 10% in US) (Delaney et al., 2013; 

Koshy et al., 1989; Serjeant et al., 2005) demands high levels of SCD self-management 

(Delaney et al., 2013; Minniti & Kato, 2015). Differences in pain management, leg ulcers, 

and use of hydroxyurea and transfusion demand different self-management strategies. 

These differences may be related to disease severity; however this has not been fully 

explored. Exploration of SCD self-management has been limited in both countries. 

Studying SCD self-management strategies in both countries can advance knowledge of 
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strategies being utilized and how clinical and demographic characteristics affect their 

use. Optimal SCD self-management strategies can increase lifespan and prevent risk 

factors that lead to early death among young adults with SCD (Platt et al., 1994). This 

study is significant because it will identify differences between countries in clinical and 

demographic characteristics. These characteristics may influence the self-management 

strategies utilized and QoL levels.  

QoL in SCD has been found to be very low (Adeyemo et al., 2015; Dampier et al., 

2011; Mann‐Jiles & Morris, 2009; McClish et al., 2005). In a study of 308 participants, 

individuals with SCD reported worse QoL than the general population, and their QoL 

levels were most similar to individuals undergoing hemodialysis (McClish et al., 2005). 

Although QoL is severely compromised for many people with SCD, it is poorer in 

individuals with increased disease severity, including those with higher pain levels 

(McClish et al., 2005) and with genotypes known to result in more severe disease 

outcomes (Mastandrea et al., 2015). QoL is also dependent on environment. For instance, 

close geographic proximity to a comprehensive care setting in the US (Beene-Harris, 

Wang, & Bach, 2007) and living in a rural versus urban setting in Jamaica (Asnani, Reid, 

Ali, Lipps, & Williams-Green, 2008) have been shown to improve QoL. Minimal research 

has explored the relationship between QoL and SCD self-management strategies. 

Understanding these relationships is crucial to improving QoL and health outcomes in 
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SCD. Stigma may also contribute to poor QoL. Understanding how perceived stigma 

and clinical and demographic characteristics affect QoL, and the relationship between 

self-management strategies and QoL could lead to effective interventions that improve 

both SCD self-management and QoL in individuals with SCD. 

Perceived stigma and demographic characteristics may affect SCD self-

management strategies and QoL. Persons with SCD experience high levels of stigma. 

Stigma acts as a barrier to self-management, and affects morbidity, mortality, and QoL 

in individuals with SCD (Adeyemo et al., 2015; Hatzenbuehler, Phelan, & Link, 2013; 

Haywood, Diener-West, et al., 2014; Haywood, Lanzkron, et al., 2014; Coretta M 

Jenerette & Brewer, 2010; C. M. Jenerette, Pierre-Louis, Matthie, & Girardeau, 2015; 

Porter, Feinglass, Artz, Hafner, & Tanabe, 2012). Previous studies have linked stigma to 

lower QoL (E. O. H. Wakefield, 2015), delayed care seeking for pain (C. M. Jenerette, 

Brewer, & Ataga, 2014), and depression (C. Jenerette et al., 2005). Sources and 

perceptions of stigma depend largely on culture, society, and environment (Anderson & 

Asnani, 2015; Bruce G Link & Phelan, 2013). A comparison of the US and Jamaica can 

improve our understanding of the different sources and perceptions of stigma. 

Understanding stigma in SCD is significant because stigma impacts care, self-

management and subsequently QoL and health outcomes in SCD. Several obvious 

differences in potential sources of stigma between the countries make a comparison 
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important. Opioids are used less in Jamaica (Bortolusso Ali, 2015; Boyd et al., 2014); as 

compared to the US where opioids are frequently utilized (Yawn et al., 2014). The use of 

opioids often leads to a perception, held by many healthcare providers, that patients are 

addicted to opioids (Lazio et al., 2010), which can contribute to increased stigma. Race is 

another crucial stigmatizing characteristic. In the study of health disparities in general 

populations, Black immigrants from majority Black countries (i.e. Jamaica) have been 

shown to have better health than Black immigrants from majority White countries (i.e. 

US) (Read & Emerson, 2005). Historically, both Jamaica and the US are a part of the 

Atlantic slave trade and African diaspora. The history of colonialism and imperialism 

present in the tapestry of both of these countries have shaped the modern constructs of 

race and colorism that continue to contribute to health disparities and inequity for 

African decedents. However in Jamaica, where Blacks are the racial majority, Blacks 

have had the opportunity to accumulate more social and cultural capital that may 

protect them against racial stigmas that can impact their health and self-management. 

Whereas in the US, Blacks are a racial minority and race is a key factor in stigma of SCD 

(Haywood, Diener-West, et al., 2014; Haywood et al., 2013).  

Leg ulcers, which cause chronic pain in SCD, are another source of stigma. Data 

indicate that individuals with SCD in Jamaica who have leg ulcers may face additional 

social stigma that affects their body image and even employment opportunities 
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(Anderson & Asnani, 2013). There is little understanding about how perceived stigma, 

demographic and clinical characteristics impact self-management strategies and QoL in 

individuals with SCD in either country. In summary, in order to improve QoL for 

individuals living with SCD, it is imperative to understand these complex relationships. 

This study explored these relationships in patients in two countries with distinct 

differences in disease management and sources of stigma.  

4.1.1 Theoretical Framework    

 The Conceptual Framework for the Study of Self-Management in Sickle Cell 

Disease was used to develop this study. It was developed to explore the relationships 

between personal and background factors (perceived stigma, demographic and clinical 

characteristics), self-management strategies, and health-related QoL in Jamaica and the 

US (Figure 4), as well as to explore the relationships between self-management strategies 

and QoL. Figure 4 displays how the specific aims of this study were derived from this 

conceptual framework.   
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4.1.2 Purpose Statement and Research Aims   

The goal of this study was to explore the complex relationships between 

perceived stigma, demographic and clinical characteristics, SCD self-management 

strategies, and QoL in adults with SCD in the US and Jamaica. Specific aims are to:  

Aim one.  Determine the influences of perceived stigma and demographic and 

clinical characteristics on SCD self-management and QoL in adults with SCD in the US 

and Jamaica. 

Question one. What are the influences of perceived stigma and demographic 

and clinical characteristics on SCD self-management?     
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Question two. What are the influences of perceived stigma and demographic 

and clinical characteristics on QoL? 

Aim 2. Describe the relationship between SCD self-management strategies and 

QoL.     

4.2 Methods 

4.2.1 Research Design  

This research used a cross sectional convergent parallel mixed-methods design. 

Self-report questionnaires were used to collect data on perceived stigma, demographic 

and clinical characteristics, and QoL. Semi-structured interviews explored SCD self-

management strategies and the influence that sources of stigma have on self-

management.  

4.2.2 Settings 

Jamaica Site. Data was collected at a comprehensive sickle cell clinic in Jamaica. 

The clinic serves as an adult and pediatric SCD clinic, day hospital, and research facility. 

Specific days are designated to treat acute complaints and health maintenance visits. 

Patients do not receive individual appointment times and are instead triaged 

accordingly. As a result, patients visiting for health maintenance typically wait long 

hours (>2.5 hrs) to be seen. This provided a unique opportunity to conduct research 

interviews. The unit also coordinates research studies, many through partnerships with 
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institutions abroad. Nurses in the unit are trained to screen patients for eligibility for 

research studies. There are approximately 40-45 patient visits a day. The unit has over 

6,000 active patients, with over 2,500 of those being adult patients >18. There are over 

10,000 yearly visits, with 3,000 unique patient visits. This site had a sufficient number of 

patients that meet study inclusion criteria and private spaces for both consenting and 

data collection.  

US Site. Data was collected in North Carolina. Participants were recruited 

through a list of individuals with SCD participating in an ongoing protocol 

(U01HL133964) who explicitly agreed by providing informed consent to be contacted for 

future research studies. Participants were also recruited at SCD community events and 

the study site’s adult sickle cell clinic. The clinic provides health maintenance for 

approximately 700 patients ages 18 and older with an estimated 2500 clinic visits a year 

from approximately 400 unique patients.   

4.2.3 Sample 

 The following inclusion criteria applied to both countries: (1) at least 18 years of 

age, (2) ability to understand English, and (3) diagnosis of SCD based on one of the 

following genotypes (ICD-10-CM code): HbSS (D57.0-D57.02), HbSC (D57.2-57.21), Hb 

SS/Bthalassemia+ or Hb SS/a-thalassemia- (D57.1, D57.4-D57.41, D57.8-D57.819). 

Genotype was self-reported. A convenience sample of 100 (50 per country) individuals 
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was consecutively recruited during pre-determined clinic hours. A total sample size of 

100 was chosen to ensure a sufficient number to obtain a good estimate of effect size to 

generate hypotheses for future studies using QoL and stigma instruments. All subjects 

completed a survey including measures in Table 7. Among the 100 enrolled, 40 subjects 

(20 per country) were also recruited for participation in an interview. Enhanced 

sampling was used in the US to obtain individuals with higher disease severity and in 

Jamaica to obtain male participants. When convenience sampling only methods were 

being utilized, interviewed participants mostly had low disease severity and low 

complexity self-management. The enhanced sampling was initiated to ensure that 

participants being interviewed represented a diversity of experiences. It would have 

been ideal to employ similar methods to recruit individuals with higher disease severity 

in Jamaica, but due to multiple feasibility limitations, this was not a possibility.  

4.2.4 Data Sources 

Demographics. All demographic variables were self-reported and are included 

in Table 7. Proximity to healthcare was obtained by using Google Maps (a satellite web 

mapping service) to calculate the distance between the participants’ zip code (US) or 

parish (Jamaica) and the closest comprehensive SCD care setting in miles.  

Instruments. Psychometric and scoring properties of the stigma and QoL 

surveys are described in Table 7. Table 8 details definitions of and how to interpret 
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ASCQ-Me QoL measures. All surveys have been validated in the US but not Jamaica. 

Thus, surveys underwent analysis by content experts in Jamaica and were pilot tested 

for understanding of instrument terminology with 5-10 individuals in Jamaica. This 

procedure has been used in past studies successfully. The actual surveys are included in 

Appendix A and B.



 

 

  

83 

Table 7 

Study Measures  

Construct/Tool Tool Description   Scoring  Psychometrics  

Participant Characteristics  

Demographic Characteristics The PhenX (consensus measures 

for Phenotypes and eXposures) 

Toolkit will be used for standard 

socio-demographics (Hendershot 

et al., 2015). 

- Country of origin (Jamaica or United States)  

- Age (date of birth) 

- Race (American Indian or Alaska Native, Native Hawaiian or Pacific 

Islander, African American, Black, Asian, White, Other, Refused) 

- Ethnicity (Hispanic/Latinx origin)  

- Sex (male, female, prefer to self-describe) 

- Socioeconomic status [Jamaica (Crowding, possessions, & estimated 

household income) United States (estimated household income)] 

- Educational Status [Jamaica (Never attended; Primary (Grades 1-6); 

Secondary (Grades 7-11); Post-Secondary (Grades 12-13); High School 

Diploma; Technical/Vocational; Some University/College, No Degree; 

Associate Degree: Occupational, Technical, or Vocational Program; 

Associate Degree: Academic Program; Bachelor’s Degree; Master’s 

Degree; Professional School Degree; Doctoral Degree; Refused; Don’t 

know) United States (Never attended/ Kindergarten only; 1st Grade; 

2nd Grade; 3rd Grade; 4th Grade; 5th Grade; 6th Grade; 7th Grade; 

8th Grade; 9th Grade; 10th Grade; 11th Grade; 12th Grade, No 

Diploma; High School Graduate; GED or Equivalent; Some College, 

No Degree; Associate Degree: Occupational, Technical, or Vocational 

Program; Associate Degree: Academic Program; Bachelor’s Degree; 

Master’s Degree; Professional School Degree; Doctoral Degree; 

Refused; Don’t Know) 

- Marital Status (Married, Common Law, Widowed, Divorced or 

annulled, Separated, Never been married)  

- Insurance [Jamaica (Insurance through a current or former employer 

or union, Insurance purchased directly from an insurance company, 

Self-describe) United States (Insurance through a current or former 
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Table 7 

Study Measures  

Construct/Tool Tool Description   Scoring  Psychometrics  

employer or union, Insurance purchased directly from an insurance 

company, Medicare, Medicaid, TRICARE, Indian Health Service, 

Self-Describe) 

- Number of children 

- Occupation [self-reported; categorized using the Structure of the 

International Standard Classification of Occupations 2008 (Office, 

2012)]  

- Employment status (Working Now; Only Temporary Laid Off, Sick 

Leave or Maternity Leave; Looking for Work, Unemployed; Not 

Looking for Work, Unemployed; Retired; Disabled, Permanently or 

Temporary; Keeping House; Student; Other) 

- Geography (proximity to healthcare setting in miles; see 

“Demographics” above) 

Clinical Characteristics  (Bediako et al., 2014) - Genotype (SS Disease, S Beta 0 Thal, SC Disease, S Beta + Thal, Other 

Variant) 

- Hydroxyurea use (yes/no)  

- Disease severity (see below) 

Survey Instruments  

Disease Severity  

 

Adult Sickle cell Quality of life 

Measures Medical History 

Checklist (SCD-MHC) (S. D. 

Keller et al., 2014) 

 

 

9 items that list treatments and 

conditions associated with SCD 

(leg ulcers, avascular necrosis, 

etc.) 

- Dichotomous yes/no 

response 

- Total Score: 0-9; the number 

of questions with “yes” 

response 

- Higher score indicates 

higher disease severity 

SCD-MHC was significantly related 

to age, healthcare utilization and 

vaso-occlusive pain episodes; but not 

to comorbidity questions which 

referred to conditions not associated 

with SCD* 
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Table 7 

Study Measures  

Construct/Tool Tool Description   Scoring  Psychometrics  

Health- Related Perceived 

Stigma  

 

Sickle Cell Disease Health-

Related Stigma Scale (SCD-

HRSS)  (Coretta Jenerette, 

Brewer, et al., 2012) 

 

 

 

 

 

The Measure of Sickle Cell 

Stigma (MoSCS) (Bediako et 

al., 2014) 

 

 

Four, 10-item subscales measuring 

stigma from the domains of 

healthcare providers (doctors, 

nurses), family, and the general 

public 

 

 

- 6 point Likert scale  

- Total Score: 40-240; with 

each subscale ranging 10-60 

- Score obtained by summing 

the mean score of the 

subscales 

- Higher scores indicate 

higher stigma 

 

 

Cronbach’s alpha reliability*        

- 0.84 for SCD-HRSS 

- Subscales (Family: 0.82, 

Public: 0.73, Doctors: 0.68, 

Nurses: not reported) 

11-items with 4 subscales 

assessing social exclusion, 

internalized stigma, disclosure 

concerns, and expected 

discrimination 

- 6 point Likert scale 

- Total score: 6-36 

- Scores obtained by summing 

and averaging the total scale  

- Higher scores indicate 

greater levels of stigma 

Cronbach’s alpha reliability*        

- 0.86-0.87 for MoSCS 

- Subscales (Social Exclusion: 

0.80-0.89; Internalized 

stigma: 0.78-0.84, Disclosure 

Concerns: 0.74-0.79, and 

Expected Discrimination: 

0.76-0.79) 

Health-Related Quality of 

Life  

Adult Sickle Cell Quality of 

life Measures  

(ASCQ-Me) (S. D. Keller et al., 

2014) 

Six, 5-item scales measuring 

emotional impact, pain episodes, 

pain impact, sleep impact, social 

functioning impact, and stiffness 

impact 

Pain Episodes: 

- Separate composite scores 

for pain frequency and 

severity 

- Total Score: 0-11 

- Higher scores indicates 

higher pain frequency and 

severity 

Remaining scales:  

- Likert scales   

Internal consistency reliability*  

- 0.95 for each scale 
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Table 7 

Study Measures  

Construct/Tool Tool Description   Scoring  Psychometrics  

- Total Score: 5-25; developed 

by standardizing the scores 

to have a mean of 50 and 

standard deviation of 10  

- 50 indicates an average 

health score on the scale, 

and 10 represents one 

standard deviation unit. 

Higher scores indicate 

healthier status on the 

subscale. 

* Psychometrics are reported from the literature.  
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Table 8 

Definitions of ASCQ-Me Measures  

Measure  Definition  

Pain Episode Frequency and Severity  - Items ask about number, frequency, duration, 

severity, and interference of pain episodes  

- Higher scores indicate higher pain frequency and 

severity  

Pain Impact - Items asks how much pain interferes with 

individuals ability to do things 

- Higher scores indicate better controlled pain, less 

pain, and/or less pain impact on functioning    

Emotional Impact  - Items asks about the impact of SCD on individuals’ 

emotional health, including worrying, depression, 

and loneliness 

- Higher scores indicate less emotional distress and 

less emotional distress impact on the individual  

Social Functioning Impact  - Items ask about the impact of SCD on both general 

and social activities 

- Higher scores indicate less interference of SCD on 

social functioning  

Sleep Impact  - Items ask about the impact of SCD on falling asleep, 

staying asleep, and getting enough sleep 

- Higher scores indicate better sleep and less impact of 

SCD on sleep 

Stiffness Impact  - Items ask about the severity of stiffness in joints and 

the extent to which stiffness limits mobility  

- Higher scores indicate less stiffness and less stiffness 

impact on mobility  

 

Interviews. An interview guide (Appendix C) was used to explore SCD self-

management strategies and the impact that sources of stigma may have on these 

strategies. The interview guide addressed the following areas: 1) what self-management 

strategies are being used, 2) why the strategies were adopted, 3) if and how self-

management strategies are stigmatized, and 4) additional sources of stigma. A sample 
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question is: “Do you think your family understands your sickle cell disease? How does 

your family influence the way you take care of your sickle cell disease?” This question 

was designed to assess how family, a possible source of stigma or support, impacts self-

management strategies. 

4.2.5 Procedures  

Human subjects and recruitment. Institutional review board (IRB) approval was 

obtained from both study sites.  

Jamaica. In Jamaica all subjects were recruited at the SCD clinic. Interested 

participants who met inclusion criteria and were waiting to be seen were first 

approached by a healthcare provider about possible participation. If interested, 

participants were asked to sign a written consent form prior to participation.  

United States. Four methods were used to complete recruitment in North 

Carolina. 1) A flyer listing details about the study and contact information was placed in 

SCD clinics, SCD support group meetings, and two local sickle cell conferences. Some 

individuals at conferences and support group meetings were enrolled and data was 

collected the same day. Other individuals contacted the study principal investigator (PI) 

after seeing the flyer. These potential subjects were prescreened for eligibility over the 

phone and a date to enroll and collect data was scheduled. 2) Participants in the U01 

ongoing study that explicitly agreed to be contacted for any future studies in the consent 
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form were contacted. Prescreening for eligibility occurred on the phone. If eligible, a 

date, time, and place was scheduled for consent and data collection. 3) The SCD social 

worker who is a member of the care team identified eligible participants at the adult 

SCD clinic.  If a patient expressed interest, the PI contacted the individual to discuss 

potential participation. 4) Finally, some participants were recruited through snowballing 

or referral from a friend that participated in the study. A third party passed the study 

recruiter’s information along to a friend or family who may be interested in 

participating. If interested, the potential participant contacted the recruiter for eligibility 

screening and to schedule data collection.  

Retention. Consent and data collection (surveys and interviews) occurred same 

day for all participants. North Carolina participants recruited over the phone were 

scheduled for future times within 1-3 weeks for enrollment and data collection. 

Participants chose their preferred location of interview (study site office, home, library, 

or community center in the town or city where they live). Text and phone reminders 

were sent out 1 week before, 3 days before, the day before, and the day of the interview.  

Participants at both sites received compensation for their time. Payment was 

provided based upon whether the participant completed questionnaires only or 

questionnaires and interview, and per country standard for research.   
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Data Collection. In the US, data were collected between February 13, 2018 and 

October 27, 2018.  In Jamaica, data were collected from 10-3P, the busiest clinic time from 

April 17, 2018 to May 15, 2018.  Once consented, all participants completed the self-

report surveys (N=100), no data was obtained from the medical record, including 

verification of genotype. After completing the surveys, all subjects were invited to 

participate in an interview. In Jamaica, interviews were completed on the same day, 

while they waited to be seen at the clinic. In the US interviews were scheduled for a time 

and place in the future.  Questionnaires (Table 7) were interviewer administered on an 

iPad in a quiet, private space. Paper questionnaires were available and utilized during 

technical difficulties. Surveys took approximately 15-30 minutes to complete. At both 

sites surveys were administered before interviews. Reasons for refusal and demographic 

characteristics of those who refused to participate was collected.  

Private meeting rooms at both sites were used to conduct the interviews. North 

Carolina participants scheduled the interview at their home or a community center or 

library near their home. Participants travelling to the research site in North Carolina for 

interviews were provided parking passes. Interviews were digitally recorded using two 

Olympus DS-3500 Digital Voice Recorders with encryption capabilities. Field notes 

detailing the interviewer’s observations and thoughts were recorded immediately 

following each interview. To build rapport, each interview begun with friendly 
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questions, casual conversation, and an overview of the project. Pseudonyms and 

anonymous subject identification numbers were assigned to each participant. A 

verbatim transcript of each interview was prepared by a transcriptionist. Responses that 

identify the participant were censored. Interviews took approximately 45-90 minutes to 

complete. 

4.2.6 Data Analysis  

For statistical significance testing, the significance level was set at 0.10 (two-sided 

tests). A more liberal decision rule for statistical significance was used due to the 

exploratory nature of the study and small sample size per country (N=50).  

Sample Characteristics. Descriptive statistics were used to detail the: (1) 

demographic characteristics; (2) clinical characteristics, including disease severity total 

score and its components; (3) perceived stigma total score for the SCD-HRSS and MoSCS 

and their subscales; and the (4) seven QoL scale scores by country. Educational 

attainment had different response options between countries and was categorized into 

the following groups for descriptive and sample statistics: Grade School, High School 

Diploma or GED, Some College No Degree, Associates or Technical/Vocational, 

Bachelor’s Degree, Graduate School Degree.  

Independent sample t-tests for continuous and chi-square tests for categorical 

measures were used to test for between-country differences for each measure. If the 
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assumptions of the test were not met, a non-parametric alternative (Wilcoxon Two-

Sample or Fisher’s Exact Test) was applied. Sensitivity analyses using non-parametric 

tests was conducted to test for sample characteristic differences in those interviewed 

(n=20) and not interviewed (n=30) within each country. 

Quantitative Analysis. Quantitative data were analyzed using SAS 9.4 software. 

The following quantitative analytic methods were applied to determine the influences of 

perceived stigma and demographic and clinical characteristics on QoL (Aim 1; Question 

2) in the total sample (N=100). The initial set of explanatory variables included: (1) 

perceived stigma total scores and subscales; (2) demographic characteristics: age, sex, 

marital status, number of children, employment status, insurance, education, geography 

(proximity to SCD center), hydroxyurea use, genotype; and (3) disease severity total 

score.  The outcomes were the seven QoL subscale scores (ASCQ-Me: pain frequency, 

pain severity, pain impact, emotional impact, social functioning impact, stiffness impact, 

and sleep impact). The following explanatory variables were categorized dichotomously 

for data analysis: marital status [Other (Married, Common Law, Widowed, Divorced, 

Separated) and Single (never been married)], genotype [Less Severe (SC Disease, S beta + 

Thalassemia, Other Variant) and More Severe (SS Disease, S Beta 0 Thalassemia)], and 

employment status [Working (working now,  student) and Unemployed (looking for 

work, unemployed; not looking for work, unemployed, disabled, keeping house, 
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temporarily laid off)]. Pearson and spearman correlation analyses was used to (a) screen 

for potential multicollinearity among the explanatory variables, and (b) examine the 

relationship among the seven QoL outcomes for the total sample and by country.  

The next step was to conduct a set of general linear models (GLMs) to examine 

the influence of each individual explanatory variable on the seven QoL outcomes. First, 

an initial set of GLMs with the main effects and interaction terms by country for each of 

the seven QoL outcomes was conducted to determine if there were any significant 

interaction effects at the 0.05 level. If there were significant interaction effects, all main 

effects were retained for separate multivariable GLMs by country for each outcome 

(Type III sum of squares, p<0.10). Collinearity among the retained explanatory variables 

was evaluated using variance inflation factor values (VIF>10) estimated by each model. 

An iterative manual backward elimination method was used to remove from the model 

the least statistically significant terms, after adjusting for other explanatory terms in the 

model. If there was a significant interaction at the 0.10 level, the components of the 

higher-order term were retained regardless of their significance. This process was used 

to derive a reduced (pragmatic) model for each QoL outcome at the 0.10 level. Adjusted 

r-squared values provide the effect size of the final model, while partial r-squared values 

determined the effect size for the individual components. A sample size of 100 provided 

less than 80% statistical power for the quantitative analyses due to the number of 
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explanatory variables and QoL outcomes evaluated. Thus, this exploratory study 

focuses on effect sizes rather than statistical significance testing. Effect sizes were used to 

inform and plan future research. To determine the internal consistency of the QoL and 

stigma total and subscales in these subsamples, Cronbach’s coefficient alphas were 

conducted by country.  

Qualitative Analysis. Digital recordings were transcribed into a Microsoft Word 

document and uploaded into NVivo 11 for analysis. English is the standard language in 

Jamaica; however some people may culturally use an English creole (Patois) 

conversationally. The PI was raised with Patois spoken in the home and was able to 

interpret when necessary. If Patois is used, interviews were transcribed with Patois 

intact (Jamaican transcriber); then translated to Standard English so that coders not 

familiar with Patois can interpret.  Three independent reviewers: the primary 

investigator, PT (U01 study PI) and EB (U01 research staff) all trained in qualitative 

analysis conducted content analysis. The PI developed a list of a priori codes using 

current SCD literature for the initial coding. All three coders independently coded two 

transcripts from each country.  The group met several times to compare emerging 

themes and codes, and determine a final coding structure that was used to code all 40 

transcripts. Whenever there were disagreements they were discussed until a consensus 

was achieved. Weighted kappa values were 0.86 for Jamaica transcripts and 0.82 for US 
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transcripts. Once coding was completed, coded text was organized into categories and 

subcategories that reflected SCD self-management strategies, SCD self-management 

sources of support and barriers, and stigma of SCD and its influence on self-

management. Tactics to ensure validity and minimize bias in the findings included (a) 

confirmability/reliability, by journaling and coding reliability checks with three 

independent reviewers; (b) dependability, by use of an investigator audit trail; and (c) 

credibility, checking of the accuracy of transcripts to audio recordings (Marshall & 

Rossman, 2016).  

 

Mixed Methods Analysis. Figure 5 displays a flow chart for implementing a 

convergent parallel mixed methods design. To determine the influences of perceived 

stigma and demographic and clinical characteristics on SCD self-management strategies 
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(Aim 1; Question 1) and to describe the relationship between SCD self-management 

strategies and QoL (Aim 2) mixed methods approaches involved 3 phases of analysis 

(Creswell & Plano Clark, 2011). 1) Data reduction: content analysis of interview 

transcripts occurred as described above. 2) Next, visual analysis of themes derived from 

the content analysis and quantitative survey and questionnaire results was organized 

into data displays to obtain a more complete understanding of patterns and 

relationships. Data displays are useful for synthesizing data from different sources, 

assessing convergent and divergent patterns, and generating hypotheses (Creswell & 

Plano Clark, 2011). Data displays were created for each country in the form of charts (see 

appendix D for example data display). Further visual analytics included a) comparisons 

of qualitative self-management themes across dimensions defined by categorical 

variables (high disease severity, high pain severity) and b) extreme case analysis where 

individual cases of persons with exceptional self-management strategies were analyzed 

in depth. 3) Data interpretation – data display findings were synthesized to illuminate 

data divergence and convergence and to develop a more complete understanding of the 

relationships between perceived stigma, self-management, and QoL.  

4.3 Quantitative Results  

Overall, 102 individuals were enrolled in the study and 100 participated in the 

study, 50 per country. Fifty-one individuals were assessed for eligibility and enrolled in 
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the clinic in Jamaica, one participant did not complete the survey after enrolling. The 

enrollment procedure used in the US is displayed in Figure 6. Seventy-one participants 

were assessed for eligibility (phone call = 57/131, support group = 3, flyer = 2, 

snowballing = 3, social worker referral = 3, conferences=3). Thirteen individuals 

scheduled data collection appointments that were cancelled due to schedule conflicts, 

incremental weather, illness, or no shows. Seven participants refused participation; one 

reported upcoming relocation and six gave no reason for refusal. One participant was 

lost to follow up after enrolling.  
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Figure 6. CONSORT Diagram for the United States  

Target enrollment (n=50) 

Approached for enrollment (N= 145) 

 Phone calls (n=131) 

Support group (n=3) 

Flyer (n=2) 

Snowballing (n=3)  

Social worker referral (n=3) 

Conferences (n=3) 

Assessed for eligibility (n=71)  

Excluded (n= 20) 

- Declined to participate 

(n=7) 

- Unable to schedule 

enrollment meeting 

(n=13) 

 

Analysed (n=50) 

Analysis 

Enrolled (n=51) 

 

Enrollment 

Loss to follow up (n=1) 

 

Data collected (n=50) 
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4.3.1 Descriptive Statistics and Sensitivity Analysis of Jamaica and the 

United States 

Tables 9, 10, and 11 detail descriptive statistics and sensitivity analysis for 

demographic and clinical characteristics, ASCQ-Me QoL subscales, and the stigma 

instruments total and subscales (SCD-HRSS and MoSCS) by country. There were no 

significant sex or age differences between the two countries. The majority of the sample 

was female (56% in JA; 60% in US). Mean age was 34.4 + 11.4 (range: 18.3-57.4) in 

Jamaica and 32.2 + 10.7 (range: 18.4-62.6) in the US.  

Sensitivity analysis using independent-sample t-tests for continuous and chi-

square tests revealed some differences between the two countries. In comparison to the 

Jamaica sample, participants in the United States had higher levels of educational 

attainment (p<.0001), lower rates of employment (p=0.0448), more insurance (p<.0001), 

greater distance in miles to SCD care settings (p=0.0426), more hydroxyurea use 

(p=0.0007), and history of hydroxyurea use (p<.0001). Participants in the US also had less 

reports of leg ulcers (p=0.0426) and more reports of avascular necrosis (p=0.0002), splenic 

sequestration (p<.0001), frequent blood transfusions (p=0.0032), taking pain medication 

everyday (p=0.0042), and overall greater disease severity (p=0.0004). On the ASCQ-Me 

QoL subscales, participants in the US reported experiencing worse pain (p=0.0338), 

social functioning (p=0.0020), stiffness (p=0.0419), and sleep (0.0305) impact, as well as 

greater pain frequency (p=0.0220). Participants in the US also reported experiencing 
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more stigma on SCD-HRSS general public subscale (p<.0001) and SCD-HRSS total scale 

(p=0.0317), while participants in JA reported experiencing more stigma on the SCD-

HRSS family subscale (p=0.0095).  
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Table 9 

Sociodemographic Characteristics by Country 

Variable Jamaica  

(n=50) 

United States 

(n=50) 

P-Value 

Age 

  Mean + SD 

  Range  

 

34.4 + 11.4 

18.3-57.4 

 

32.2 + 10.7 

18.4-62.6 

 

0.3094 

Male – n (%) 22 (44%) 20 (40%) 0.6853 

Race – n (%) 

  American Indian or Alaska Native  

  Black  

  White 

  Other 

  Refused 

 

0 

47 (94%) 

1 (2%) 

5 (10%) 

0 

 

1 (2%) 

49 (98%) 

1 (2%) 

2 (4%) 

1 (2%) 

 

- 

0.3074 

- 

0.2397 

- 

Ethnicity – n (%) 

  Hispanic-Latinx – n (%) 

  Don’t Know  

 

4 (8%) 

4 (8%) 

 

2 (4%) 

1 (2%) 

 

0.2531 

Education – n (%) 

  Grade School  

  HS Diploma or GED 

  Some College No Degree 

  Associates or Technical/Vocational  

  Bachelor’s Degree 

  Graduate School Degree 

 

15 (30%) 

9 (18%) 

3 (6%) 

17 (34%) 

5 (10%) 

1 (2%) 

 

1 (2%) 

10 (20%) 

16 (32%) 

7 (14%)  

12 (24%) 

4 (8%) 

 

<.0001 

Marital status – n (%) 

  Married/Common Law  

  Widowed/Divorced or Annulled/Separated  

  Single (never been married) 

 

10 (20%) 

1 (2%) 

39 (78%) 

 

8 (16%) 

4 (8%) 

38 (76%) 

 

0.3615 

Employment – n (%)* 

  Working Now 

  Unemployed  

  Disabled  

 

32 (64%) 

9 (18%) 

2 (4%) 

 

22 (44%) 

4 (8%) 

13 (26%) 

 

0.0448 

0.1371 

0.0021 
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Table 9 

Sociodemographic Characteristics by Country 

Variable Jamaica  

(n=50) 

United States 

(n=50) 

P-Value 

  Student  

  Other 

7 (14%) 

2 (4%) 

15 (30%) 

5 (10%) 

0.0535 

0.2397 

Insurance – n (%) 

  No Insurance  

  Insured through employer/union/university  

  Insurance directly from insurance company  

  Medicare 

  Medicaid 

  TRICARE or other military health care 

  

31 (62%) 

17 (34%) 

5 (10%) 

0 

0 

0 

 

0 

18 (36%) 

2 (4%) 

19 (38%) 

28 (56%) 

3 (6%) 

 

<.0001  

0.8339  

0.2397 

- 

- 

- 

Estimated US Household Income – n (%) 

  Less than $11,000 

  $11,001 - $20,000 

  $20,001 - $30,000 

  $30,001 - $40,000 

  $40,001 - $50,000 

  $50,001 - $75,000 

  $75,001 - $100,000 

  More than $100,000 

 

NA  

 

15.0 (30%) 

7.0 (14%) 

10.0 (20%) 

3.0 (6%) 

5.0 (10%) 

5.0 (10%) 

1.0 (2%) 

4.0 (8%) 

 

- 

Estimated JA Household Income – n (%) 

  Don’t Know  

  Less than $50,000 

  $50,001 - $100,000 

  $100,001- $300,000 

  $300,001 - $500,000 

  $500,001 - $700,000 

  $700,001 - $900,000 

  $900,001 - $1,000,000 

  $1,000,001 - $2,000,000 

 

13.0 (26%) 

8.0 (16%) 

5.0 (10%) 

7.0 (14%) 

1.0 (2%) 

2.0 (4%) 

3.0 (6%) 

3.0 (6%) 

4.0 (8%) 

 

NA  

 

- 
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Table 9 

Sociodemographic Characteristics by Country 

Variable Jamaica  

(n=50) 

United States 

(n=50) 

P-Value 

  $3,000,001 - $4,000,000 

  $4,000,001 - $5,000,000 

  More than $5,000,001 

2.0 (4%) 

1.0 (2%) 

1.0 (2%) 

Jamaica Household Crowding 

  Mean + SD 

  Range 

 

0.3 + 0.3 

0-1.3 

 

NA 

 

- 

Possessions 

  Mean + SD 

  Range 

 

10.7 + 3.8 

0-17.0 

 

NA 

 

- 

Proximity to SCD Center in Miles 

  Mean + SD 

  Range 

  Median  

  IQR  

 

29.0 + 28.7 

0.8-144.0 

20.3 

21.3 

 

42.2 + 35.0 

4.0-122.0 

34.9 

57.6 

 

0.0426 (mean)  

0.0466 (median) 

 

Family history of SCD – n (%) 

  Immediate 

  Extended 

  None  

 

17.0 (34%) 

7.0 (14%) 

26 (52%) 

 

17.0 (34%) 

3.0 (6%) 

30 (60%) 

 

0.3895  

Children – n (%) 

  Mean + SD 

  Range 

  0 

  1 

  2 

  3 

  5 

 

0.7 + 1.1 

0-5.0 

30.0 (61.22%) 

8.0 (16.33%) 

7.0 (14.29%) 

3.0 (6.12%) 

1.0 (2.04%) 

 

0.7 + 0.9 

0-3.0 

30.0 (60%) 

10.0 (20%) 

7.0 (14%) 

3.0 (6%) 

0 

 

0.7729 

 

Occupation (when working) – n (%) 

   No Occupation Provided    

 

0 

 

9 (18%) 

 

- 



 

 

104 

Table 9 

Sociodemographic Characteristics by Country 

Variable Jamaica  

(n=50) 

United States 

(n=50) 

P-Value 

   Student  

   Self-employed   

   Homemaker and Caregiver  

   Teaching Professionals  

   Health Professionals   

   Health Associate Professional  

   Services and Sales Workers   

   Business and Administration Professionals  

   Customer Services Clerks   

   Administrative and Commercial Managers  

   Personal Services Workers  

   Legal, Social and Cultural Professionals  

   Electrical and Electronics Trades Workers  

   Cleaners and Helpers  

   Business and Administration Associate Professionals  

   Labourers in Mining, Construction, Manufacturing and Transport  

   Information and Communications Technology Professionals  

   Protective Services Workers  

   Science and Engineering Professionals Craft and Related Trades    

   Drivers and Mobile Plant Operators  

   Craft and Related Trades Workers 

   Personal Care Workers 

6.0 (12%) 

0 

1.0 (2%) 

4.0 (8%) 

1.0 (2%) 

1.0 (2%) 

2.0 (4%) 

4.0 (8%) 

9 (18%) 

3.0 (6%) 

5.0 (10%) 

1.0 (2%) 

1.0 (2%) 

2.0 (4%) 

3.0 (6%) 

4.0 (8%) 

1.0 (2%) 

0 

0 

2.0 (4%) 

0 

0 

10 (20%) 

1.0 (2%) 

2 (4%) 

3.0 (6%) 

3.0 (6%) 

7.0 (14%) 

0 

3.0 (6%) 

2.0 (4%) 

1.0 (2%) 

3.0 (6%) 

0 

0 

0 

0 

1.0 (2%) 

0 

1.0 (2%) 

1.0 (2%) 

1.0 (2%) 

1.0 (2%) 

1.0 (2%) 

*Participants may fit into more than one category, i.e. if they are both working and a student.  
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Table 10 

Disease Severity, Hydroxyurea use, and Quality of Life by Country 

Variable Jamaica (n=50) United States (n=50) P-Value  

Genotype – n (%) 

  SS 

  SC 

  SB+   

   SB0 

 Other Variant  

 

41.0 (82%) 

5.0 (10%) 

2.0 (4%) 

2.0 (4%) 

0 

 

27.0 (54%) 

14.0 (28%) 

5.0 (10%) 

2.0 (4%) 

2.0 (4%) 

 

0.0338 

Hydroxyurea Use – n (%) 

  Self-Reported Prescribed HU  

  Self-Reported History of HU Use  

  Don’t Know  

 

9.0 (18%) 

2.0 (4%) 

3 (6%) 

 

27.0 (54%) 

13.0 (26%) 

0 

 

0.0007 

<.0001 

Disease Severity – n (%) 

 

ASCQ-Me Medical History Checklist  

  Leg Ulcers 

  Lung Damage 

  Kidney Damage  

  Retinopathy  

  Avascular Necrosis  

  Stroke  

  Splenic Sequestration 

  Frequent Blood Transfusions  

  Pain Medicine Everyday  

 

MHC Total  

  Mean + SD 

  Range 

  Median  

  IQR 

  Low Disease Severity (<2) 

 

 

 

18 (36%) 

6 (12%) 

4 (8%) 

8 (16%) 

3 (6%) 

5 (10%) 

2 (4%) 

0 

8 (16%) 

 

 

 

1.1 + 1.2 

0.0-0.4 

1.0 

2.0 

 

 

 

9 (18%) 

5 (10%) 

6 (12%) 

7 (14%) 

18 (36%) 

10 (20%) 

18 (36%) 

8 (16%) 

21 (42%) 

 

 

 

2.0 + 1.4 

0.0-6.0 

2.0 

2.0 

 

 

 

0.0426 

0.7493 

0.5050 

0.7794 

0.0002 

0.1614 

<.0001 

0.0032 

0.0042 

 

 

0.0004 (mean) 

<.0001 (median) 
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Table 10 

Disease Severity, Hydroxyurea use, and Quality of Life by Country 

Variable Jamaica (n=50) United States (n=50) P-Value  

  Medium Disease Severity (=2) 

  High Disease Severity (>2) 

36 (72) 

7 (14) 

7 (14) 

16 (32%) 

17 (34%) 

17 (34%) 

 

ASCQ-Me QoL Indicators 

Mean + SD 

Range  

 

  Pain Frequency  

   

   

  Pain Severity 

   

   

  Pain Impact 

   

   

  Emotional Impact  

   

   

  Social Functioning Impact 

   

   

  Stiffness Impact 

 

   

  Sleep Impact 

 

 

 

 

43.1 + 10.3  

20.8-59.6  

 

49.4 + 9.2 

14.9-64.0  

 

56.3 + 8.4 

36.7-63.8  

 

53.0 + 9.5 

34.6-65.5  

 

59.2 + 9.3 

41.3-69.8  

 

57.0 + 8.7 

36.8-65.4  

 

57.7 + 10.7 

34.1-69.1 

 

 

 

 

48.0 + 11.0 

20.8-63.5  

 

51.1 + 10.2 

14.9-64.0  

 

52.8 + 7.9 

36.6-63.8  

 

53.6 + 6.7 

34.6-65.5  

 

53.5 + 8.5 

26.1-69.8  

 

53.9 + 6.6  

39.5-65.4  

 

53.3 + 9.4 

 27.9-69.1 

 

 

 

 

0.0220 

 

 

0.3756 

 

 

0.0338 

 

 

0.7242 

 

 

0.0020 

 

 

0.0419 

 

 

0.0305 
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Table 11  

Stigma Levels by Country 

Variable 

Mean + SD 

Range  

Jamaica  United States (n=50) P-Value 

SCD-HRSS  

  General Public (n=50) 

  

 

  Doctor (n=49) 

   

 

  Family (n=50) 

   

  

  Nurse (n=49) 

   

   

  TOTAL (n=50) 

 

29.5 + 8.2 

1.0-44.0  

 

30.3 + 5.6 

18.0-41.0  

 

23.8 + 6.0 

3.0-38.0  

 

28.6 + 6.3 

3.0-38.0  

 

110.9 + 23.5 

4.0-146.0 

 

38.4 + 8.9 

19.0-60.0  

 

32.5 + 8.3  

16.0-52.0  

 

20.5 + 7.6 

10.0-37.0  

 

31.6 + 8.2 

13.0-48.0  

 

122.9 + 24.2 

75.0-170.0 

 

<.0001 

 

 

0.1331 

 

 

0.0095 

 

 

0.0921 

 

 

0.0317 

 

MoSCS 

  Social Exclusion 

   

 

  Internalized Stigma  

   

 

  Disclosure Concerns  

   

 

  Expected Discrimination 

 

 n = 49 

6.3 + 3.7 

3.0-16.0  

 

6.6 + 3.4 

3.0-13.0  

 

10.8 + 4.1 

 3.0-18.0  

 

6.7 + 3.4 

2.0-12.0  

n = 50  

6.3 + 3.4  

3.0-17.0  

 

6.2 + 3.8 

3.0-18.0  

 

10.3 + 4.4  

3.0-18.0  

 

7.5 + 3.0 

2.0-12.0  

 

0.9836 

 

 

0.5730 

 

 

0.4676 

 

 

0.1408 
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Table 11  

Stigma Levels by Country 

Variable 

Mean + SD 

Range  

Jamaica  United States (n=50) P-Value 

 

  TOTAL  

 

30.3 + 11.5 

11.0-51.0 

 

30.3 + 10.9 

11.0-61.0 

 

0.9713 
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4.3.2 Sensitivity Analysis for Interviewed and Not Interviewed   

Sensitivity analysis using non-parametric test (Wilcoxon Two-Sample or Fisher’s 

Exact Test) to assess sample characteristic differences between those interviewed (n=20) 

and not interviewed (n=30) within each country revealed no significant differences for 

the majority of variables and instruments. In Jamaica, participants interviewed had 

significantly more children than those not interviewed (n=30) (p=0.0263). In the US more 

interviewed participants reported having experienced lung damage on the ASCQ-Me 

Medical History Check List (p=0.0073) and having disclosure concerns on the Measure of 

Sickle Cell Stigma (p=0.0016). Tables 12, 13, and 14 detail sensitivity analysis for those 

interviewed and not interviewed. 
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Table 12 

Interview vs Surveyed only Sociodemographic Characteristics 

Variable JA Surveyed 

ONLY (n=30) 

JA Interviewed 

(n=20) 

P-Value US Surveyed 

ONLY (n=30) 

US Interviewed 

(n=20) 

P-Value  

Age 

  Mean + SD 

  Range  

 

34.8 + 12.4 

19.2-57.4 

 

33.8 + 10.1 

18.3-54.5 

 

0.8741 

 

31.0 + 10.8 

18.4-62.6 

 

34.0 + 10.6 

21.0-57.7 

 

0.2590 

Male – n (%) 12 (40%) 10(50%) 0.5669 12 (40%) 8 (40%) 1.0000 

Race – n (%) 

  American Indian or Alaska Native  

  Black  

  White 

  Other 

  Refused 

 

0 

27 (90%) 

0 

3 (10%) 

0 

 

0 

20 (100%) 

1 (5%) 

2 (10%) 

0 

 

- 

0.2653 

- 

1.0000 

- 

 

0 

29 (96.67%) 

1 (3.33%) 

1 (3.33%) 

1 (3.33%) 

 

1 (5%) 

20 (100%) 

0 

1 (5%) 

0 

 

- 

1.0000 

- 

1.0000 

- 

Ethnicity – n (%) 

  Hispanic-Latino  

  Don’t Know  

 

1 (3.33%) 

3 (10%) 

 

3 (15%) 

1 (5%) 

 

0.4934 

 

1 (3.33%) 

1 (3.33%) 

 

1 (5%) 

0 

 

1.0000 

 

Education – n (%) 

  Grade School  

  HS Diploma or GED 

  Some College No Degree 

  Associates or Technical/Vocational  

  Bachelor’s Degree 

  Graduate School Degree 

 

11 (36.67%) 

6 (20%) 

1 (3.33%) 

9 (30%) 

3 (10%) 

0 

 

4 (20%) 

3 (15%) 

2 (10%) 

8 (40%) 

2 (10%) 

1 (5%) 

 

0.5698 

 

0 

7 (23.33) 

12 (40%) 

3 (10%) 

6 (20%) 

2 (6.67%) 

 

1 (5%) 

3 (15%) 

4 (20%) 

4 (20%) 

6 (30%) 

2 (10%) 

 

0.4190 

Marital status – n (%) 

  Married/Common Law 

  Widowed/Divorced/Annulled/ Separated  

  Single (never been married) 

 

7 (23.33%) 

1 (3.33%) 

22 (73.33%) 

 

3 (15%) 

0 

17 (85%) 

 

0.6975 

 

7 (23.33%) 

3 (10%) 

20 (66.67%) 

 

1 (5%) 

1 (5%) 

18 (90%) 

 

0.1622 

 

Employment – n (%) 

  Working Now 

  Unemployed  

  Disabled  

 

17 (56.67%) 

6 (20%) 

2 (6.67%) 

 

15 (75%) 

3 (15%) 

0 

 

0.2370 

0.7244 

- 

 

11 (36.67%) 

4 (13.33%) 

9 (30%) 

 

11 (55%) 

0 

4 (20%) 

 

0.2514 

- 

0.5219 
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Table 12 

Interview vs Surveyed only Sociodemographic Characteristics 

Variable JA Surveyed 

ONLY (n=30) 

JA Interviewed 

(n=20) 

P-Value US Surveyed 

ONLY (n=30) 

US Interviewed 

(n=20) 

P-Value  

  Student  

  Other  

5 (16.67%) 

1 (3.33%) 

2 (10%) 

1 (5%) 

0.6872 

1.0000 

11 (36.67%) 

2 (6.67%) 

4 (20%) 

3 (15%) 

0.3451 

0.3772 

Insurance – n (%) 

  No Insurance  

  Insured through 

Employer/union/university  

  Insurance directly from insurance company  

  Medicare 

  Medicaid 

  TRICARE or other military health care 

 

17 (56.67) 

12 (40%) 

3 (10%) 

0 

0 

0 

 

14 (70%) 

5 (25%) 

2 (10%) 

0 

0 

0 

 

0.3872 

0.3654 

1.0000 

- 

- 

- 

 

0 

11 (36.67%) 

1 (3.33%) 

10 (33.33%) 

16 (53.33%) 

3 (10%)  

 

0 

7 (35%) 

1 (5%) 

9 (45%) 

12 (60%) 

0 

 

- 

1.0000 

1.0000 

0.5532 

0.7734 

0.2653 

Estimated US Household Income – n (%) 

  Less than $11,000 

  $11,001 - $20,000 

  $20,001 - $30,000 

  $30,001 - $40,000 

  $40,001 - $50,000 

  $50,001 - $75,000 

  $75,001 - $100,000 

  More than $100,000 

 

NA 

 

NA 

 

NA 

 

6 (20%) 

6 (20%) 

7 (23.33%) 

1 (3.33%) 

2 (6.67%) 

4 (13.33%) 

1 (3.33%) 

3 (10%) 

 

9 (45%) 

1 (5%) 

3 (15%) 

2 (10%) 

3 (15%) 

1 (5%) 

0 

1 (5%) 

 

0.3092 

Estimated JA Household Income – n (%) 

  Don’t Know  

  Less than $50,000 

  $50,001 - $100,000 

  $100,001- $300,000 

  $300,001 - $500,000 

  $500,001 - $700,000 

  $700,001 - $900,000 

  $900,001 - $1,000,000 

 

10 (33.33%) 

4 (13.33%) 

2 (6.67%) 

4 (13.33%) 

1 (3.33%) 

2 (6.67%) 

3 (10%) 

1 (3.33%) 

 

3 (15%) 

4 (20%) 

3 (15%) 

3 (15%) 

0 

0 

0 

2 (10%) 

 

0.3671 

 

NA 

 

NA  

 

NA 
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Table 12 

Interview vs Surveyed only Sociodemographic Characteristics 

Variable JA Surveyed 

ONLY (n=30) 

JA Interviewed 

(n=20) 

P-Value US Surveyed 

ONLY (n=30) 

US Interviewed 

(n=20) 

P-Value  

  $1,000,001 - $2,000,000 

  $3,000,001 - $4,000,000 

  $4,000,001 - $5,000,000 

  More than $5,000,001 

2 (6.67%) 

1 (10%) 

0 

0 

2 (10%) 

1 (5%) 

1 (5%) 

1 (5%) 

Jamaica Household Crowding 

  Mean + SD 

  Range 

 

0.3 + 0.2 

0-1.0 

 

0.4 + 0.4 

0-1.3 

 

0.5238 

 

NA 

 

NA 

 

NA 

Possessions 

  Mean + SD 

  Range 

 

10.9  + 3.5 

0-16.0 

 

10.6 + 4.3 

3.0-17.0 

 

0.9841 

 

NA 

 

NA 

 

NA 

Proximity to SCD Center in Miles 

  Mean + SD 

  Range 

  Median   

  IQR  

 

27.0 + 26.2 

4.3-127.0 

19.8 

18.8 

 

32.0 + 32.7 

0.8-144.0 

21.7 

15.4 

 

0.4455 

(mean**) 

1.0000 

(median) 

 

44.0 + 38.8 

4.0-122.0 

34.9 

64.4 

 

39.4 + 29.0 

4.0-94.2 

35.0 

46.3 

 

1.0000 

(mean**) 

1.0000 

(median) 

Family history of SCD – n% 

  Immediate 

  Extended 

  None  

 

10 (33.33%) 

5 (16.67%) 

15 (50%) 

 

7 (35%) 

2 (10%) 

11 (55%) 

 

0.8523 

 

8 (26.67%) 

1 (3.33%) 

21 (70%) 

 

9 (45%) 

2 (10%) 

9 (45%) 

 

0.1969 

Children  

  Mean + SD 

  Range 

 

0.9 + 1.1 

0-3.0 

 

0.4 + 1.1 

0-5.0 

 

0.0263 

 

0.8 + 1.0 

0-3.0 

 

0.5 + 0.8 

0-3.0 

 

0.3922 
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Table 13  

Interview vs Survey Disease Severity, Hydroxyurea use, and Quality of Life 

Variable JA Surveyed 

ONLY (n=30) 

JA Interviewed 

(n=20) 

P-Value US Surveyed 

ONLY (n=30) 

US Interviewed 

(n=20) 

P-Value 

Genotype – n (%) 

  SS 

  SC 

  SB+   

   SB0 

 Other Variant  

 

24 (80%)  

3 (10%)  

2 (6.67%) 

1 (3.33%) 

0 

 

17 (85%) 

2 (10%)  

0 

1 (5%) 

0 

 

0.9125 

 

 

16 (53.33%) 

7 (23.33%) 

4 (13.33%) 

2 (6.67%) 

1 (3.33%) 

 

11 (55%) 

7 (35%) 

1 (5%) 

0 

1 (5%) 

 

0.6827 

Hydroxyurea Use – n (%) 

  Self-Reported Prescribed HU  

  Self-Reported History of HU Use  

  Don’t Know  

 

4 (13.33%) 

2 (6.67%) 

2 (6.67%)  

 

5 (25%) 

0 

1 (5%) 

 

0.1923 

0.4282 

- 

 

15 (50%) 

8 (26.67%) 

0 

 

12 (60%) 

5 (25%) 

0 

 

0.6827 

0.8027 

- 

Disease Severity – n (%) 

 

ASCQ-Me MHC  

  Leg Ulcers 

  Lung Damage 

  Kidney Damage  

  Retinopathy  

  Avascular Necrosis  

  Stroke  

  Splenic Sequestration 

  Frequent Blood Transfusions  

  Pain Medicine Everyday  

 

MHC Total  

  Mean + SD 

  Range 

  Median   

  IQR 

 

 

 

10 (33.33%) 

4 (13.33%) 

1 (3.33%) 

4 (13.33%) 

1 (3.33%) 

4 (13.33%) 

1 (3.33%) 

0 

5 (16.67%) 

 

 

1.0 + 1.1 

0-4.0 

1.0 

2.0 

 

 

 

8 (40%) 

2 (10%)  

3 (15%) 

4 (20%) 

2 (10%) 

1 (5%) 

1 (5%) 

0 

3 (15%) 

 

 

1.2 + 1.3 

0-4.0 

1.0 

2.0 

 

 

 

0.7654 

1.0000 

0.2885 

0.6974 

0.5561 

0.6359 

1.0000 

- 

1.0000 

 

 

0.5802 

(mean) 

0.5855 

(median) 

 

 

 

3 (10%) 

0 

3 (10%) 

3 (10%)  

11 (36.67%) 

5 (16.67%) 

10 (33.33%) 

5 (16.67%) 

13 (43.33%) 

 

 

1.8 + 1.5 

0-5.0 

2.0 

3.0 

 

 

 

6 (30%) 

5 (25%) 

3 (15%) 

4 (20%) 

7 (35%) 

5 (25%) 

8 (40%) 

3 (15%) 

8 (40%) 

 

 

2.5 + 1.2 

0-6.0 

2.0 

1.0 

 

 

 

0.1303 

0.0073 

0.6723 

0.4161 

1.0000 

0.4940 

0.7654 

1.0000 

1.0000 

 

 

0.0662 

(mean) 

0.0520 

(median)  
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Table 13  

Interview vs Survey Disease Severity, Hydroxyurea use, and Quality of Life 

Variable JA Surveyed 

ONLY (n=30) 

JA Interviewed 

(n=20) 

P-Value US Surveyed 

ONLY (n=30) 

US Interviewed 

(n=20) 

P-Value 

  Low Disease Severity (<2) 

  Medium Disease Severity (=2) 

  High Disease Severity (>2) 

22 (73.33%) 

4 (13.33%) 

4 (13.33%) 

14 (70%)  

3 (15%) 

3 (15%) 

 13 (43.33%) 

9 (30%) 

8 (26.67%) 

3 (15%) 

8 (40%) 

9 (45%) 

 

 

 

ASCQ-Me QoL Indicators 

Mean + SD  

Range  

 

  Pain Frequency  

   

   

  Pain Severity 

   

   

  Pain Impact 

   

   

  Emotional Impact  

   

   

  Social Functioning Impact 

   

   

  Stiffness Impact 

 

   

  Sleep Impact 

 

 

 

 

43.9 + 10.0 

20.8- 59.6  

 

47.4 + 9.8 

14.9-64.0  

 

57.4 + 8.1 

37.3-63.8  

 

55.3 + 8.4 

34.6-65.5  

 

59.1 + 9.6 

41.6-69.8  

 

57.5 + 8.8 

36.8-65.4  

 

57.9 + 10.2 

35.5-69.1 

 

 

 

 

41.7 + 10.9 

24.6-59.6  

 

52.4 + 7.6 

40.6-64.0  

 

54.8 + 8.9 

36.7-63.8  

 

49.5 + 10.2 

34.6-65.5  

 

59.3 + 9.2 

41.3-69.8  

 

56.4 + 8.7 

40.6-65.4  

 

57.3 + 11.6 

34.1-69.1 

 

 

 

 

0.4656 

 

 

0.0798 

 

 

0.2749 

 

 

0.0979 

 

 

0.9598 

 

 

0.6191 

 

 

0.9358 

 

 

 

 

47.4 + 11.8 

20.8-63.5 

 

50.7 + 10.7 

14.9-64.0 

 

51.7 + 8.1 

36.6-63.8 

 

52.4 + 6.1 

42.7-65.5  

 

53.7 + 8.2 

39.0-69.8  

 

54.4 + 6.4 

42.8-65.4  

 

53.2 + 9.9 

27.9-69.1 

 

 

 

 

48.9 + 10.0 

28.5-63.5  

 

51.7 + 9.5 

28.9-64.0  

 

54.6 + 7.4 

39.8-63.8  

 

55.4 + 7.4 

34.6-65.5  

 

53.3 + 9.1 

26.1-69.8  

 

53.1 + 7.0 

39.5-65.4  

 

53.3 + 9.0 

34.0-69.1 

 

 

 

 

0.8418 

 

 

0.7651 

 

 

0.1077 

 

 

0.0623 

 

 

0.8584 

 

 

0.5187 

 

 

0.9526 
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Table 14 

Interview vs Survey Stigma Levels 

Variable  

Mean + SD  

Range  

JA Surveyed 

ONLY (n=30) 

JA Interviewed 

(n=20) 

P-Value US Surveyed 

ONLY (n=30) 

US Interviewed 

(n=20) 

P-Value 

SCD-HRSS 

  General Public 

  

 

   Doctor 

   

 

  Family 

   

  

  Nurse  

   

   

  TOTAL 

 

28.6 + 8.5  

 1.0-44.0  

 

29.3 + 5.6  

18.0-39.0  

 

23.8 + 6.3 

3.0-35.0  

 

28.0 + 7.0 

3.0-38.0  

 

107.7 + 26.7  

4.0-146.0   

 

30.9 + 7.8 

15.0-44.0  

 

31.7 + 5.3 

22.0-41.0   

 

23.8 + 5.6  

15.0-38.0  

 

29.5 + 5.1 

18.0-37.0  

 

115.8 + 17.2 

84.0-146.0   

 

0.5064 

 

 

0.1805 

 

 

0.6406 

 

 

0.7583 

 

 

0.5262 

 

37.0 + 9.5 

19.0-51.0  

 

31.4 + 7.7 

22.0-50.0  

 

21.0 + 8.0 

10.0-37.0  

 

31.3 + 7.8 

19.0-48.0  

 

120.7 + 24.1 

75.0-162.0 

 

40.4 + 7.7 

27.0-60.0  

 

34.1 + 9.0 

16.0-52.0  

 

19.7 + 7.3 

10.0-36.0  

 

32.1 + 9.0  

13.0-46.0  

 

126.2 + 24.6 

75.0-170.0 

 

0.3826 

 

 

0.2581 

 

 

0.5787 

 

 

0.5388 

 

 

0.4576 

MoSCS 

  Social Exclusion 

   

 

  Internalized Stigma  

   

 

  Disclosure Concerns  

   

 

  Expected Discrimination 

 

 

6.4 + 4.0  

3.0-16.0  

 

6.7 + 3.5 

3.0-13.0  

 

10.6 + 4.4  

3.0-18.0  

 

6.1 + 3.6 

2.0-12.0  

 

6.1 + 3.4 

3.0-14.0  

 

6.5 + 3.4  

3.0-13.0  

 

11.1 + 3.7  

3.0-17.0  

 

7.4 + 2.9  

2.0-11.0  

 

0.9516 

 

 

0.8402 

 

 

0.7734 

 

 

0.1829 

 

 

6.0 + 3.7 

3.0-17.0  

 

6.4 + 3.7 

3.0-17.0  

 

8.7 + 4.1 

3.0-17.0  

 

7.0 + 3.3 

2.0-12.0  

 

6.7 + 3.0  

3.0-13.0  

 

6.0 + 4.1 

3.0-18.0  

  

12.7 + 3.9 

3.0-18.0  

 

8.3 + 2.3 

2.0-12.0  

 

0.2166 

 

 

0.5549 

 

 

0.0016 

 

 

0.1061 
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Table 14 

Interview vs Survey Stigma Levels 

Variable  

Mean + SD  

Range  

JA Surveyed 

ONLY (n=30) 

JA Interviewed 

(n=20) 

P-Value US Surveyed 

ONLY (n=30) 

US Interviewed 

(n=20) 

P-Value 

 

  TOTAL  

 

29.9 + 12.5 

11.0-51.0   

 

31.1 + 10.1 

11.0-45.0 

 

0.6771 

 

  

28.1 + 11.1 

11.0-52.0   

 

33.6 + 9.9    

19.0-61.0   

 

0.0584 
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4.3.3 Regression Analysis    

Only stigma questionnaires had missing data. This was due to participants either 

skipping items that were not applicable to themselves or running out of time to 

complete the survey. There was missing data for 8% of the sample and less than 3% of 

responses was missing per items. Due to the low amount of missing data, mean 

imputation was used to retain the sample size for the GLMs.  

No significant relationships were identified among the seven QoL outcomes and 

any of the demographic and clinical characteristic explanatory variables. Spearman 

correlation analyses revealed potential multicollinearity among SCD-HRSS total scale 

and the doctor (r=0.83, p<.0001) and nurse subscales (r=0.81, p<.0001), and the MoSCS 

Total scale and the social exclusion subscale (r=0.81, p<.0001).  Because the SCD-HRSS 

and MoSCS total scores are the sum of the subscales and there was potential 

multicollinearity; they were removed as explanatory variables from the model. Race and 

ethnicity was not included in the GLM because the majority of the sample was Black 

(96%) and few participants reported being Hispanic or Latinx (6%). Insurance and 

socioeconomic status were not included in the model because they were not comparable 

between countries. Crowding and possessions was used as a proxy measure for 

socioeconomic status in Jamaica and the research team explored the possibility of 

creating a socioeconomic index using US household income and JA crowding and 
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possessions. However, the possessions measure was outdated and included articles that 

are no longer common household items such as cassette players and satellite dishes. 

Education was not included in the model because reported educational attainment were 

different between the two samples and there was no way to dichotomize the variable in 

a way that could supports previous literature or includes a large enough sample size in 

subcategories for analysis.  

Six out of 7 outcomes had significant interaction effects with country indicating 

significant differences in the relationships of the outcomes and explanatory variables 

between the two countries. Thus, separate multivariable models using backward 

elimination method were created for each country to explore parsimonious models for 

each QoL outcome. The VIF was less than 3 for all explanatory variables in each model 

indicating absence of multicollinearity.  

For each QoL outcome and country, a full regression model was reduced to a 

final model that included only significant explanatory variables using backward 

elimination. Because no explanatory variables were associated with pain severity scores, 

there was a total of 13 models. The explanatory variables remaining in the models 

predicted 9.76% to 51.88% of variance in the scores of the QoL outcomes (see tables 15 

and 16). Scores indicating increased pain frequency were significantly related to younger 

age, more children, higher general public stigma, lower nurse stigma, and more 
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expected discrimination in Jamaica; and younger age, more children, higher disease 

severity, more nurse stigma, more disclosure concerns, and less internalized stigma in 

the US.  

As mentioned earlier, there was no relationship between pain severity and any of 

the explanatory variables in the Jamaica sample. However, in the US, increased pain 

severity scores were significantly related to unemployment, lower disease severity, 

lower nurse stigma, and more expected discrimination. For pain impact, healthier status 

on the subscale was significantly related to being employed, further distance to SCD 

center, lower disease severity, less general public stigma, more social exclusion, and less 

expected discrimination in Jamaica; whereas in the US, healthier status on the pain 

impact subscale was only significantly related to being employed. Differences between 

the two countries in the relationships of QoL measures and the explanatory variables 

was also found for emotional impact. Specifically, healthier status on the emotional 

impact was associated with more children, being employed, taking hydroxyurea, lower 

disease severity, and lower general public stigma in Jamaica. However, in the US, 

healthier emotional impact scores were negatively associated with two explanatory 

variables: age and internalized stigma.  

The similar differentiation pattern applies to social functioning impact. In other 

words, scores reflecting better social functioning were associated with increased age, 
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being employed, lower disease severity, less general public stigma, more nurse stigma, 

and lower expected discrimination in Jamaica; whereas in the US, better social 

functioning impact scores were negatively associated with age, stigma perceived from 

nurses, and internalized stigma. As for stiffness impact, healthier status on the stiffness 

impact scale for the Jamaican participants was associated with being employed, greater 

distance from SCD centers, lower disease severity, less family and general public stigma, 

and more doctor social exclusion stigma. But, in the United States, healthier status on the 

stiffness impact subscale was associated with male sex, hydroxyurea use, and lower 

disease severity. Finally, in Jamaica, healthier status on the sleep impact subscale was 

associated with being employed, lower disease severity, and less internalized stigma; 

whereas in the US sleep impact scores were negatively associated only with stigma 

perceived from nurses. See tables 15 and 16 for all the estimated relationships and p-

values. 
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Table 15 

Jamaica Regression Models for ASCQ-Me Quality of Life Outcomes 

Variable  Pain 

Frequency 

Pain 

Severity  

Pain Impact Emotional Impact Social Functioning 

Impact 

Stiffness 

Impact 

Sleep Impact 

Age  -0.27 (0.14)** - - - 0.20 (0.01)** - - 

Sex- Male  - - - - - - - 

Marital Status – includes all 

except single 

- - - - - - - 

Number of Children  3.18 (1.42)** - - 3.07 (0.94)*** - - - 

Employed or Student - - 10.5 (2.32)**** 6.65 (2.53)*** 8.4 (2.52)*** 6.93 (2.16)*** 7.38 (3.39)** 

Proximity to SCD Center  - - 0.07 (0.03)** - - 0.09 (0.03)*** - 

Uses Hydroxyurea  - - - 4.79 (2.62)* 5.54 (2.68)** - - 

Genotype  - - - - - - - 

Disease Severity  - - -1.58 (0.85)* -2.54 (0.85)*** -2.76 (0.95)*** -3.5 (0.82)**** -2.38 (1.17)** 

SCD-HRSS General Public  0.37 (0.20)* - -0.31 (0.17)* -0.72 (0.14)* -0.34 (0.15)** -0.86 (0.17)**** - 

SCD-HRSS Doctor  - - - - - 0.37 (0.2)* - 

SCD-HRSS Family   - - - - - -0.42 (0.2)** - 

SCD-HRSS Nurse   -0.56 (0.30)* - - - 0.47 (0.23)** - - 

MoSCS Social exclusion - - 1.28 (0.37)**** - - 1.02 (0.35)*** - 

MoSCS Expected 

Discrimination 

1.05 (0.43)** - -0.70 (0.34)** - -0.67 (0.36)* - - 

MoSCS Disclosure Concerns  - - - - - - - 

MoSCS Internalized Stigma - - - - - - -0.78 (0.41)* 

Adjusted R-squared  23.72% - 41.26% 46.44% 45.7% 51.88% 19.49% 

The parameter estimates (standard errors) and p-values are reported above. *p<0.10 **p<.05 ***p<.01 ****p<.001  
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Table 16  

United States Regression Models for ASCQ-Me Quality of Life Outcomes 

Variable  Pain 

Frequency 

Pain Severity  

 

Pain Impact 

 

Emotional 

Impact 

Social Functioning 

Impact 

Stiffness 

Impact 

Sleep 

Impact 

Age  -0.29 (0.16)* - - -0.14 (0.07)* -0.24 (0.11)** - - 

Sex- Male  - - - - - 3.61 (1.74)** - 

Marital Status – includes all 

except single  

- - - - - - - 

Number of Children  4.46 (1.67)*** - - - - - - 

Employed or Student - -5.59 (2.74)** 5.61 (2.24)** - - - - 

Proximity to SCD Center  - - - - - - - 

Uses Hydroxyurea  - - - - - 3.08 (1.71)* - 

Genotype  - - - - - - - 

Disease Severity  2.96 (1.07)*** -2.14 (0.1)**  - - - -1.71 (0.6)*** - 

SCD-HRSS General Public  - - - - - - - 

SCD-HRSS Doctor  - - - - - - - 

SCD-HRSS Family   - - - - - - - 

SCD-HRSS Nurse   0.66 (0.18)**** -0.49 (0.16)*** - - -0.34 (0.14)**  - -0.4 (0.16)** 

MoSCS Social exclusion  - - - - - - 

MoSCS Expected 

Discrimination 

- 1.79 (0.49)**** - - - - - 

MoSCS Disclosure 

Concerns  

0.65 (0.34)* - - - - - - 

MoSCS Internalized Stigma -1.1 (0.43)*** - - -1.13 (0.21)**** -0.55 (0.30)* - - 

Adjusted R-squared  32.14% 26.72% 9.76% 36.11% 17.56% 18.56% 10.12% 

The parameter estimates (standard errors) and p-values are reported above. *p<0.10 **p<.05 ***p<.01 ****p<.001
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4.3.4 Cronbach’s Coefficient Alpha by Country     

A series of Cronbach’s coefficient alphas for QoL and stigma instruments was 

conducted. Results revealed that in the US subsample, internal consistency of the items 

was adequate (0.7 or higher) for all scales and subscales except the MoSCS social 

exclusion, disclosure concerns, and expected discrimination. Internal consistency of the 

items on the QoL and stigma subscales varied in the Jamaica subsample, with ASCQ-Me 

pain frequency and severity and all SCD-HRSS and MoSCS subscales having a 

Cronbach’s coefficient alpha less than 0.70.  The results are presented in Table 17.  

Table 17 

Cronbach’s Coefficient Alpha for QoL and Stigma Instruments by Country  

Instrument  Jamaica United States 

ASCQ-Me QoL Indicators  

  Pain Frequency  

  Pain Severity  

  Pain Impact 

  Emotional Impact  

  Social Functioning Impact  

  Stiffness Impact 

  Sleep Impact  

 

0.657967 

0.572657 

0.908478 

0.814065 

0.830794 

0.866014 

0.903089 

 

0.878440 

0.788311 

0.916042 

0.795578 

0.875404 

0.833767 

0.895098 

SCD-HRSS  

  General Public  

  Doctor  

  Family  

  Nurse  

  TOTAL  

 

0.614605 

0.402834 

0.544276 

0.310688 

0.756490 

 

0.772274 

0.729785 

0.808013 

0.799615 

0.879506 

MoSCS  

  Social Exclusion  

  Internalized Stigma  

  Disclosure Concerns   

  Expected Discrimination  

  TOTAL  

 

0.672812 

0.571969 

0.518366 

0.449722 

0.812937 

 

0.661009 

0.767537 

0.675392 

0.470898 

0.813525 
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4.4 Qualitative Results    

4.4.1 Self-Management Strategies 

Participants shared their daily routines and self-management strategies, 

struggles, and journeys. While self-management strategies between the two countries 

were more similar than different fundamentally, there were key differences noted 

between the two samples; these will be reported where relevant. Findings about 

participants’ general QoL also emerged from the interviews; these findings are unrelated 

to the ASCQ-Me health-related QoL findings.  

Developing Self-Management Strategies. Participants’ descriptions of how they 

learned how to take care of their SCD included trial and error, learning from parents and 

healthcare providers, and researching.  

I'm the only person in my family that has it and so it was a lot of navigating.  I 

live with my mom and so she would kind of take care of me and I guess when I 

got old enough to actually know what was happening I was able to kind of… it 

was mostly through trial and error and the mix of the doctors that I saw and my 

mom's really been the only person that's kind of, you know make sure you take 

your medicine and make sure you do this, make sure you do that, but I think 

when I got to college it was a little bit easier for me to take control of it because I 

wasn’t around here so you know taking my medicine was my thing to do, 

making sure I had a prescription to refill was something that I did so it's been a 

lot of trial and error. (P1, United States) 

Participants also described their personal self-management journeys and how 

their attitude about their SCD status and self-management has evolved overtime. Some 
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described going through periods of frustration about having SCD while others described 

fatigue due to the permanency and monotony of their routines.  

…I’ve been taking pills my whole life so sometimes I look at my medicine and I 

just want to, it makes me want to throw up so I have to take them all at one time 

or else I’m not gonna take it.  That’s really, that’s just what it is. (P7, United 

States)  

…when I’m being careful I’ve been sick anyway. When I was a vegan, I was sick 

as a dog.  When I was you know, doing the smoothies and eating kale you know, 

to the, I hate kale and this crap, cause I was just like, it’s gonna make me feel 

better.  I did all that healthy stuff and I still was sick, so my thing is I live my life, 

I avoid things I perceive as being extreme things.  Like, I want to go skydiving.  

My mom is like, hell no. (P17, United States) 

Others spoke about how their journey unfolded from living life as if they did not 

have SCD and not performing self-management, to a turning point wherein they 

decided to take better care of themselves. The turning points that led to better self-

management ranged from critical illness or prolonged hospitalization to the death of a 

loved one as a result of a complication of SCD. Personal experiences along the journey of 

self-management influenced the health behaviors of participants.  

….the more mi come here [sickle cell clinic] and learn about sickle cell mi see say 

a whole heap of things mi used to do wrong. Mi used to act like a normal child 

but at the end of the day, I’m just not the normal person. I’m someone that have 

an ailment so mi have fi learn to live with it and do that I know that I should 

do… (P37, Jamaica)  

I had two friends pass from that and these the first two people I ever met in this 

city who had sickle cell so we all bonded like we was, we used to be in the 

hospital together, we done slept in the same hospital bed together with IV poles 

you know.  Like my friends man and then it hurt me to see them leave and they 



 

 

126 

was young man like seriously.  And I don't know, I just, sometimes I get 

depressed, I was losing hope, I was going through depression and a whole bunch 

of stuff man, just because I ain't understand it like you know, that's just like any 

child born or you know get cancer or anything, they ain't gonna understand 

what really is going on until you know, it takes time. (P2, United States)  

The first time I get admitted into the Hospital, that’s the first time mi ah learn 

that sickle cell is a serious sickness. Cause living with sickle cell is life and death, 

so if you’re not doing the right thing by keeping yourself fit and all of those 

things and don’t overwork. (P37, Jamaica) 

This past year and I realized I have a daughter and I want to be here as long as 

possible so I was like, I have to go to appointments on time every time and the 

reason that I had a stroke is because I missed an appointment and then I went to 

the beach and I didn't drink water and I didn't stay hydrated and I was in the 

water all the time, using all my strength, you know, so I guess like that made me 

realize, hey you gotta stay on track so I've changed ever since then.  (P5, United 

States)  

I [didn’t] feel the need for me to come because I [didn’t] feel sick and you know 

but once from I went into the hospital and I had the low blood count and all of 

that I started to take it up back [attending clinic] and said okay the most I can do 

is just get a regular checkup…. What I tell myself is that it’s just one life and if 

I’m not going to take care of my own life then who is going to do it. So basically 

from right there and then I started to put more focus into me and more attention 

and all of that. (P41, Jamaica)  

Acceptance of SCD status and how their lives might differ from those without 

SCD was identified as a key component of living healthy and fulfilled life.  

I’m not going to let it [sickle cell disease] bother me, it’s just a complication that 

you have to live with and you have to just accept it, live with it, carry on with 

your normal lifestyle and just do whatever makes you happy... That’s what I’m 

doing…I have no regrets, I have my sickle cell and I have no regrets of having 

my sickle cell. It’s just that you know how to cope and maintain living with sickle 

cell and taking care of yourself. Once you doing that and you’re on the right path 
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to overcome any obstacle that is in your way. That’s how I see it and that’s what 

I’m doing, so I’m pretty happy right now (laughter). (P41, Jamaica)  

A few participants with lower disease severity rejected self-management and 

resolved to live their lives as if they did not have SCD. Mostly Jamaican participants 

with low disease severity adopted this approach.   

Alright, only way my sickle cell trouble me now is like when I’m pregnant... 

Only when I sick I have to go to doctor, like my blood count get a little low so I 

need to visit the doctor for that….Tell you the honest truth, sometimes I don’t 

because I [haven’t] been here from 2013. (P64, Jamaica)  

Disease Severity. Participants reported experiencing health conditions related to 

SCD including, chronic and acute pain, fatigue, stroke, leg ulcers, acute chest syndrome, 

avascular necrosis, retinopathy priapism and splenic sequestration. Participants in the 

United States had higher disease severity than Jamaican participants, specifically 

reporting more splenic sequestration, stroke, and avascular necrosis. However, 

participants in Jamaica had more reports of leg ulcers. 

I had the five brain aneurysms because I was just getting back into getting the 

blood transfusions every month so they had to up the amount of blood I was 

getting and then of course I had to get them coiled and then a few years later I 

had the stroke. (P5, United States)    

While more common in the United States, participants in both countries also 

reported having comorbid conditions such as asthma, hypertension, diabetes, and 

various heart conditions.  
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So the diabetes I have which is you know because I eat bad and because my 

parents both have it. (P25, Jamaica).  

Women interviewed in both countries also reported on the effects of pregnancy 

on their health status.  

I’m considered one of the “healthy ones,” so but I’ve had a lot of problems, so I 

have had acute chest syndrome, I’ve had pulmonary embolism when I was 

pregnant. (P12, United States) 

Health Care Providers. In accordance with the variety of health conditions 

reported in the US, participants utilized a variety of healthcare providers including 

primary care providers, hematologists, pain clinic specialists, cardiologists, obstetrician-

gynecologists, neurologists, and various other healthcare personnel and specialists. In 

Jamaica, participants mainly reported going to a hematologists for their healthcare and 

going to the hospital or private practice clinics for acute pain management. Some also 

had specialist including ophthalmologists and nephrologists; one participant saw pain 

clinic specialists for pain management.   

Yea, I see the doctors at A&E. But I go to the pain clinic and from mi start go to 

the pain clinic, I hardly end up in A&E. Mi nuh waan no ward and dem 

something there. (P26, Jamaica) 

Participants also revealed their decision making processes for selecting 

healthcare providers and hospitals. Criteria discussed included patient-provider 

compatibility, cost, negative experiences, and how knowledgeable the providers were 

about SCD.  



 

 

129 

…This is my own personal opinion but I think it’s totally frickkin ridiculous. A 

primary care doctor is simply for the fact that he or she is supposed to get you 

lined up with all your other doctors.  I’ve been doing that all my life, okay. I 

know that I have to have my eyes checked.  I know that I have to have the 

mammogram so… but if they say I must, I must. But to me it’s a waste of money 

but if they tell me that’s what I got to do, that’s what I’ll do. (P22, United States)  

Physical Health Management. Participants detailed their methods for managing 

their various ailments including priapism, organ health and functioning, leg ulcers, 

infections and avascular necrosis.  

I clean it and as I said when I have the leg ulcer I just rest, and to prevent the 

swelling you have, well they always tell you to buy the elastic compression 

stocking so I had bought a pair of it when I was overseas. And the compression 

stocking is just to help with the circulation and to prevent the swelling of the leg 

or foot. (P41, Jamaica)  

…so you would have a priapism attack, you pace around, jog it goes down, you 

lie down a little and its back up and you just have to repeat the routine. So 

sometimes three or four times per night you have priapism attacks and you have 

to do that routine of jogging on the spot and stuff and pace around. (P59, 

Jamaica) 

They reported having to rely on family members to perform physical health 

management activities when they are sick or rendered immobile due to chronic pain.  

…Usually when I get sick, I’m very sick and I can’t hardly do anything and that’s 

when it’s really hard cause then, for one thing I hate not having control, so not 

having that control over being able to do that is really difficult, but that’s the 

only thing is, when I’m having like a really significant problem with the sickle 

cell, where I’m having like the pain episode or “crisis,” that’s when things are 

difficult for me to do a lot of self-care.  So, I have to rely on my family, my 

husband and other people to help me out so, and they’re pretty supportive, they 

do help. (P12, United States)  
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Preventive care and health maintenance comprised a large portion of the 

physical health management activities. Preventative care practices included maintaining 

a healthy diet, avoiding smoking and alcohol, limiting strenuous activity, infection 

prevention, avoiding extreme temperatures, and rest.  

I very seldom drink a soda, very seldom so I try to do whatever I can to you 

know, take care of my kidneys, my liver, the rest of the organs that I have cause 

once they’re gone that’s it you know. (P8, United States)  

Well for sickle cell people you have to keep the foot well protected by wearing 

socks and all of those things, can’t get no scar [wounds] cause as I told you 

earlier it almost come like diabetic person. True skin harder to heal than a 

normal, average someone. So mi have fi try and protect ‘em. (P37, Jamaica)  

That’s the one thing, the thing like, how the weather is changing drastically, I feel 

it already.  Like, it was just really hot like, two days ago, now it’s starting to get 

cold and then they said it’s supposed to snow on Sunday, anyway, but yeah, just 

trying to stay really warm and try to make sure that my temperature is not 

changing drastically with it. (P20, United States)  

Participants described their reasoning and decision making processes 

surrounding preventative care practices. For the most part they utilized either a 

proactive approach, where they anticipated potential health issues and complications 

and adopted a self-management practice accordingly, or a reactive approach, where they 

adopted a self-management strategy as the result of experiencing a complication of SCD 

or acute critical illness. Participants using the reactive approach often had regrets for not 

having implemented methods sooner.  
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…at one point I thought that maybe my shoulders were starting to get the 

necrosis, but then they said it was okay so, I started taking on my own, I told my 

doctor about it though, I started taking vitamin D, I haven’t taken calcium lately, 

but calcium too at the time and it got better. (P12, Untied States)  

I mean I wish I had done more, especially where the eye is concerned because I 

think it may have been that I could have prevented it from getting to this had I 

done the surgery at an earlier stage, you know, when the doctor had suggested I 

didn’t do that, I didn’t follow up. So I just wish I could have done more, you 

know. (P67, Jamaica) 

The only thing that I can think of is acute chest syndrome.  That was like so 

horrible that I do not never want to catch that again.  So, for myself, in the winter 

time, I just stay, I have the face mask at home to where if I think I’m gonna be 

around somebody with a cold or anything, I have a face mask in the car with me 

at all the times and I have a facemask at school and I carry around hand sanitizer 

in the car so I just believe as in the winter time, I just be extra cautious around 

just about anybody…that was the worst couple of months of my life and I just 

don’t want to go through that again. (P10, United States) 

Alternative Non-Pharmacological Techniques. Participants in the US utilized a 

variety of alternative non-pharmacological techniques to manage their disease including 

heating pads, breathing techniques, hot baths, ice packs, acupuncture, ointments, and 

marijuana. These methods were used in Jamaica with the inclusion of several herbal and 

dietary nutrients, such as garlic, turmeric, moringa, and guinea hen weed. Participants 

in Jamaica using these methods were knowledgeable about the properties of the herbs 

and foods. 

…Sometimes I would take like guinea hen weed. A understand that that would, 

you know thin mi blood, and would you know so anything that would thin the 

blood I would take because I interpreted that the thinning of the blood would 

pass easier through the veins. (P25, Jamaica)  
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I use ice packs.  Sometimes I use the heating pad.  I use moist heat, warm, warm, 

moist heat.  That helps sometimes.  I used to like weekly for massages.  That gets 

expensive after a while. (P16, United States)  

Most participants did not explore the use marijuana as an alternative method to 

treat pain, although some participants in the US wanted to use marijuana but did not 

want to risk no longer having access to opioids as a result of using recreational drugs in 

North Carolina, a state in the US where marijuana use is illegal. Participants in both 

countries, although more in the US, reported a history or current use of marijuana to 

treat pain with varying effectiveness. Participants acknowledged that smoking has 

negative health effects, as a result some used edible forms of marijuana in lieu of 

smoking.  

I mean, yeah I was just tired like I knew I wasn’t doing the things that I was 

supposed to been doing so and I just didn't want to be in that pain so I was just 

trying something different.  I used to think the marijuana was helping my pain 

which it maybe was sometimes to an extent but it's not good for me at the end of 

the day and I just had to realize that so. (P2, United States)  

I am a fan of marijuana, both recreationally and medically and I’ve found out 

from using it recreationally that it actually does help.  From a poor college 

student smoking cheap weed to an adult man that can afford higher stains of 

weed…I have found that different types of marijuana can manage pain more 

than some types. (P92, United States)   

Exercise. Participants mentioned self-managing using exercise activities such as 

walking, yoga, bike riding, sports, and more. They reported that exercise helps with 

overall physical health and even health conditions such as pain and priapism. 
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Participants in Jamaica more frequently reported that they did not have routine or that 

they felt they received enough exercise from their daily activities. Several participants in 

the US had limited mobility due to sickle cell complications and either used low impact 

exercise or had no routines. Overall, most participants reported difficulty maintaining 

routines due to physical limitations and time constraints.  

When I have priapism, what I have to do is unclothe myself, well the lower part, 

and I have to walk and pace around the house a bit and during intervals I would 

jog on the spot to get the blood going elsewhere. So the erection or priapism 

would go down. (P59, Jamaica)  

No exercise routines.  I was trying to do that over the summer but I was recently, 

over the summer, I was diagnosed as having like leg ulcers and this is the first 

time in like four years and so because of the ulcers my legs get swollen and they 

have to be wrapped and it's hard to move and hard to get around. (P1, Untied 

States)  

Well for me, my work automatically come like say ah gym mi there because 

normally I have fi ah move round certain tings, so that keep me fit. And mi is a 

someone like to walk a lot, once yuh nuh see me ah walk it must ah something 

do mi foot. (P37, Jamaica) 

Participants reported that exercise is a vital regimen for stress management. And 

some participants even expressed that exercising allowed them to take ownership of 

their body, after having experienced lack of control of their bodies due to the 

spontaneity of SCD or overprotective family members or healthcare providers that 

recommended limiting strenuous activity, “…A lot of sickle cell patients, the feelings, 

you’re never in control of your body, so I think exercise is a good way to feel [in control], 
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whether that’s an illusion or not is not the point, but for the mind, so I do a lot of 

exercising.” (P17, United States)      

Hydration. Participants in the US mainly drank water and juice and avoided 

soda; few participants reported drinking tea and coffee. Participants reported avoiding 

soda due to bloating and acne. Participants in Jamaica also mainly drank water and juice 

and avoided soda, however in Jamaican participants were more likely to juice fresh 

fruits and vegetables such as ginger, beetroot, coconut water, carrots, mango for both 

nutrients and hydration. 

Yeah I drink a lot of water. Most likely mi drink natural juice mainly like 

mangoes, carrot, beet root; those types of fruits [and vegetables]. (P37, Jamaica) 

While most participants reported being able to successfully incorporate 

hydration into their daily routines, some participants mentioned struggles including 

hectic schedules and not liking the taste of water.  A few US participants reported 

alternative methods to improve water intake including using water flavoring packets 

and eating fleshy, high water content fruits like watermelon and oranges. 

It’s funny cause some days I really don’t drink nothing at all, but I try to drink 

water a lot or something to drink, it don’t matter what it is as long as I have a 

liquid going into my body, but some days, there’s days where I be too caught up 

in my baby where I don’t worry about myself and I just worry about him. (P14, 

United States)  

The only thing that I’m a stickler on is I don’t like a lot of water, so what I’ve 

done lately is just increase my pepper to all my food… I drank a whole bottle of 

water just having a little bit. (P17, United States)  
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Nutrition. Participants in both countries divulged the types of food they eat and 

do not eat. While diet is largely based on culture, participants in both countries 

mentioned avoiding specific foods because they thought it would have negative effects 

on their health including fast food and other food perceived to be high in fat and 

sodium, such as pork. Foods that participants mentioned eating more of because it 

improved their health included fiber, fruits, vegetables, and baked food. Diets in Jamaica 

were more plant-based and participants were more knowledgeable about the specific 

properties and nutrients of different foods. 

…like say I have it [red meat] for dinner and I lay down I might wake up at two, 

three in the morning with pain right then and there and I'm trying to figure out 

what I just did to cause this pain and it's stuff we eat, it's stuff we eat sometimes, 

it really is.  It's stuff we eat that can trigger the crisis. (P2, United States)  

Food, like I said banana, I know that’s good for energy, other than that oatmeal, 

oh eggs, eggs are particularly good too… you know, like fish and so on, you 

know, sometimes I try to search to see you know what’s good for me you know 

and try to include that in my diet. (P67, Jamaica)  

Some participants had difficulty maintaining what they perceived to be a healthy 

diet, citing reasons such as low appetites, hectic schedules, and affordability of 

nutritious foods.  

And even though I do eat right, I still don’t eat enough, so that’s something I’m 

working on too because at the end of the day, I’m like “oh, I’ve had like, two 

salads and a pear,” I need more to eat than that. (P92, United States) 
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…I just eat what I can afford. Because most of the time when I come to the sickle 

cell clinic they ask how many fruits yuh have in the last six months, or vegetable, 

I just tell them di truth, I eat what I have, yuh know. (P66, Jamaica) 

Sleep. Many participants described behaviors that can be classified as insomnia 

symptomology and inadequate sleep hygiene, with more participants in the US 

reporting these behaviors. Insomnia symptomology included difficulty falling or staying 

asleep and waking nocturnally for extended periods. Inadequate sleep hygiene reported 

included irregular sleep onset and wake times and overly stimulating activity before 

bedtime. Some participants attributed insomnia and poor sleep hygiene to stress, 

anxiety, and poor physical health, while others admitted having difficulty committing to 

a routine that prioritizes sleep.  

My sleep is God awful!  I wake up about every hour or every other hour.  If it’s 

not pain it’s to go to the bathroom, so I am tired all day. (P17, United States)  

….I’m really bad at getting to sleep on a proper time, like probably in the last 

two months I’ve been going to sleep like two o’clock in the morning.  And I wake 

up at like eight forty-five…. No, the thing is, it’ll be everything is done, and I’ll 

just be like up you know, like watching TV or just, I can’t quiet my mind like, 

especially lately, there’s a lot of stuff been going on at work. (P7, United States)  

Other participants reported having adequate sleep hygiene and prioritizing 

sleep, although declines and their mental and physical health and stress sometimes 

interrupts the routine.  

…I sleep fine you know, I usually am not like up and down throughout the 

night.  If I’m in pain it takes me longer to go to sleep but once I’m asleep I’m 
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asleep.  I don’t usually wake up in pain unless it’s like really bad, but that’s rare.  

Typically, I sleep pretty fine throughout the night. (P9, United States)  

Most time I sleep throughout the night but…if something is bothering me, I 

wouldn’t sleep throughout the night, I would sleep half di night or don’t sleep 

any at all, I will sit up till morning. (P66, Jamaica) 

Medication Management. Participants in both countries took a variety of 

medications for their SCD and other comorbidities including antibiotics, folic acid, 

hydroxyurea, opioid and non-opioid pain medications, and iron. Participants also took 

supplements, including multivitamins and some participants had comorbid conditions 

that required antihistamines, antihypertensive, and other pharmaceutical medications. 

Participants in Jamaica took a larger variety of supplements and individuals in the 

United States reported using more pharmaceutical mediations. Overall, participants in 

America used more opioids; and those that took opioids more frequently had to 

schedule their lives around their medication regimen, “….With the MS-Contin, they 

know I don’t take it every day cause like today, if I gotta drive or if I gotta take that with 

Phenergan, that Phenergan is gonna potentiate that MS-Contin and then I’m gonna have 

trouble cause I’m gonna be sleepy and I don’t need to be driving, so.” (P16, United 

States)  

Participants in Jamaica commonly took non-opioid over the counter medications 

to manage their pain and would only take opioids if they were prescribed to them from 

a doctor or administered at the sickle cell clinic, “I just take over the counter medications 
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probably something like Advil or Aleve or Cetamol and if that doesn’t work then I’ll go 

to the doctor and them I’m given prescribed medicine from the doctor.” (P23, Jamaica) 

When asked how they remember to take their medications, participants reported using 

pill boxes and incorporating medications into their daily regimens.  

Hydroxyurea. Six participants in Jamaica took hydroxyurea. Some of them 

shared stories about how they came to be prescribed hydroxyurea. They mentioned 

being offered the drug after their condition worsened or finding out about hydroxyurea 

when traveling abroad. Participants in Jamaica taking hydroxyurea largely reported that 

the drug had drastically improved their health status, “…Before I went on the 

hydroxyurea- because I can really relate [give testament to] to the hydroxyurea that it’s 

doing a tremendous work for me, trust me. From I been on the hydroxyurea I have not 

had one crisis and I’m on it now almost a year and couple months and I have not…” 

(P41, Jamaica)  

Participants in the US were more frequently prescribed hydroxyurea. Most 

participants prescribed hydroxyurea took it every day, although sometimes forgetting, 

and incorporated it into their routines. A few participants, both those prescribed and not 

prescribed hydroxyurea, vocalized concerns about the drug, including that it makes 

them sicker and that it is a chemotherapy drug, “A lot of sickle cell patients I know don’t 
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take Hydroxyurea or they say it makes them sicker and it’s a chemotherapy drug, so I 

still don’t understand how it helps out.” (P11, United States) 

Pain Management. Participants reported experiencing vaso-occlusive crises, 

chronic pains, and pain related to leg ulcers, avascular necrosis, and priapism. Triggers 

for acute pain included weather changes, stress, dehydration, and physical exertion. 

They used opioids, nonsteroidal anti-inflammatory drugs, acetaminophen, and 

anticonvulsants to manage acute and chronic pain. Participants in the US more 

frequently used opioids, whereas in Jamaica participants mostly used non-opioid drugs 

and resorted to visiting healthcare providers when they needed stronger pain 

medications that they did not have access to at home. Participants in both countries were 

cautious about taking an excess of pain medications due to concerns about maintaining 

optimal functionality, being addicted to medications, and not wanting to be perceived as 

addicted to pain medications. To avoid taking pain meds participants participated in 

preventative care, stress management, health maintenance, and utilized alternative pain 

management methods. Non-pharmaceutical and alternative methods to manage pain 

encompassed avoiding pain triggers, massage, light exercise and stretching, and heating 

pads. 

I don’t like taking pills cause it changed my whole mood and attitude.  Like, the 

littlest thing could piss me off and I don’t like that shit cause I’m more of a calm, 

cool, collected person. (P11, United States) 
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If you eat right and drink a lot of fluids and do a little bit of exercise you will 

have less pain and you won’t have to be taking so much pain meds. Cause I 

honestly don’t take pain meds, like like now its going into 2 years now since I’m 

not taking any pain meds. I get pain meds and prescription and I take the other 

necessary part of the medication and I don’t take the pain meds cause I learn 

how to work around my pain without taking any pain meds. (P41, Jamaica) 

Participants also used medications in conjunction with these alternative methods.  

… I’m not on any medication at home not from the doctors, like from when mi 

always keep Panadol, just keep Panadol, whenever time mi feel di pain 

sometime I take the Panadol in the night, but if the pain come in the day I don’t 

take any Panadol, I just walk, just keep on walking, because if I stay one place, it 

going to get worse. (P64, Jamaica)  

Well the weather is a main trigger.  You really can’t prepare for the weather 

because it can be sunny one minute and the next thing you know it’s raining.  

Well, when it rains you just have like the throbbing feeling and I would do the 

heating pads where you just lay a towel over your legs or a towel wherever the 

throbbing pain is and just put the heating pad on top of it, but there’s really not 

much you can do other than just take your medications or using the heating pad. 

(P10, United States)  

Participants typically had a plan for what to do in the event that they were 

experiencing acute pain. The plan usually started with initiating pain medication before 

the pain increases and reassessing and taking more medication as necessary. 

Participants also used rest, relaxation, deep breathing, heating pads, and help from 

family and friends during acute pain episodes. If they were unable to control their pain 

using these measures participants resorted to visiting healthcare providers at day 

hospitals, clinics, and emergency departments. Reported preparatory measures for pain 

plans included having pain medication and other necessary items, such as heating pads, 
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nearby and having friends and family members to call upon for help with transportation 

to healthcare providers and assistance with activities of daily living.  

It really starts with just chilling out, cause if I’ve been too active or if I’ve just 

done a lot, the first thing I do is just rest.  Just kick my feet up and relax or drink 

some water, make sure I eat, things like that.  If it’s a pain crisis then I’ll typically 

like, either take a hot shower or a hot bath cause the warmth helps.  I have all 

types of like electric blankets and things like that.  Cause the heat, it thins your 

blood vessels and stuff that will allow the blood to flow better. (P92, United 

States) 

I don’t know because if the pain gets to where it is unmanageable and you can’t 

deal with it no longer but you don’t want to go to the ER, but you don’t want to 

overdose it’s like, it’s really kind of hard to figure out okay, what’s really the 

best, but if you can’t manage your pain, what I was always told, after a few hours 

go to the ER.  So, it was like, it really depends on how much pain you can take 

before, okay I have to get this pain out of my system. (P10, United States) 

Mental Health. In both countries, some participants reported experiencing 

depression, anxiety, and history of suicidal ideation. Reported reasons for depression 

included experiencing stigma related to having sickle cell, chemical imbalances due to 

medication regimens, and frustration about having and experiencing complications of 

SCD, such as leg ulcers and vaso-occlusive crises.  

It’s kind of embarrassing, I mean, not being able to wear shorts and expose your 

leg, go to the beach, you know so personally it has affected me that way 

physically, you know…. Like I say it’s just in the physical it affects me that way 

mainly… leg ulcers. Mentally, I do get depressed, especially you know in this 

current phase because you know at this stage I’m like you know, as I just alluded 

or indicated, I’ve had it for quite some time, when you reach this stage of your 

life you’re like you know, it’s like it’s hopeless I mean you know. It may go, yes, 

but it tend to come back, that’s my fear. (P67, Jamaica)  
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Participants also attributed feelings of both depression and anxiety to not 

reaching major milestones in life such as finishing school, becoming financially 

independent, and starting a family.  

I would say like, maybe my depression makes it kind of difficult.  Like having to 

like, get up and…. do like, just be proactive and not just sit there and slouch 

around.  Sometimes that can get hard and then being in pain on top of that, that’s 

really not gonna help, just sitting on the couch and I’m definitely not gonna want 

to get up then and just having the day waste away, that sometimes is very 

difficult, like just to sit there and not even eat cause you’re not really focused on 

any of that, you’re focused on that pain, so that’s difficult right there. (P20, 

Untied States)  

They also reported that their depression and anxiety impeded their ability to take 

care of themselves. Methods to manage mental health included journaling, distraction, 

counselling, taking medications, and other stress management techniques. 

Depression mi get, and that is the stress of everything but yuh can’t make it get 

to yuh, suh as I say I love reading so sometime mi realize me ah get up inna that 

state there, make sure get up, find something to do. But it can easily overtake 

yuh, yuh understand, cause people treat wi bad, treat wi ah way like say ah wi 

call it pon our self. (P45, Jamaica)  

Stress Management Techniques.  Participants mentioned having stress and 

worries about a variety of things in their lives from work and family dynamics to 

worrying about their health. Stressors emerging from interviews included concerns 

about the spontaneity of SCD, reproductive health, future health, death and life 

expectancy, being a burden on caregivers, finances, and reaching milestones in life.  
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I worry the most of not knowing that somethings going on more than anything 

else because I don't worry about you know just having pain, okay if I have pain I 

got pain meds for that.  I know what to do with that, but if you have a stroke and 

you don't know you have a stroke (laughs) it's like the one day it could be a 

death stroke or it could be, you know, so bad that you can't function and that's 

what I worry about the most, not being able to function and that's what I want to 

do, yeah. (P5, United States) 

Because every time I go to the doctor and what not, they tell me this pill [opioids] 

is shortening my lifespan, taking these pills. (P11, Jamaica)  

…. when the ulcers come out on mi leg, it make me really depressed and just the 

thought of it make mi kind of stress out and eventually mi take down in crisis… 

(P26, Jamaica)  

Well I worry if like now I’m not working, I worry that if one day the pain start 

one day and I have to probably rush go to- go up the top to [the Hospital] or 

come back down here [sickle cell clinic] because it’s expensive down here…. I 

need to get back a job and save in case of anything (P66, Jamaica) 

Participants reported difficulty managing stress when they are sick and the toil 

that everyday stressors can have on their physical health.  

…Sometimes it hard to avoid stress when I’m sick. I think about my sickness a 

lot when I’m sick. If I’m not sick everything is good. (P34, Jamaica)  

Because just like every other human being you know if you got a big test coming 

up you going to be up worrying about it…And then, you have family issues and 

all those things….I have to be real careful because sometimes that can be 

overwhelming which can cause sickle cell crisis. (P22, United States)   

My hashtag is progress, not perfection, but I’m getting better at it, but honestly, I 

have not handled stress or worry well at all.  And it reads on my face, it reads on 

my health and I know it’s something that, cause I pretty, I beat myself up a lot 

about you know, bad decisions or about having sickle cell you know, just 

knowing, I mean it’s an invisible illness… so a lot of my stress has been medical 

just walking daily like, oh let me be careful when I do this or that, or it will 
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trigger… so just the daily stresses of life that may not be as stressful to a normal 

person would be stressful to me. (P92, United States)   

Participants utilized a multitude of methods to manage stress including staying 

organized, sex, exercise, distraction, confiding in others, social support, massages, 

maintaining positive attitudes, humor, spirituality, meditation, yoga, and regulating 

emotions by limiting worrying and staying calm. Participants frequently reported, 

especially in Jamaica, that their primary stress management technique was to avoiding 

thinking about and giving attention to stressful situations.  

I try not to stress about much of anything.  Either I will talk it over with like my 

mom to get advice or I either talk with my boyfriend.  I really try not to hold 

anything in... (P10, United States)  

I like a quiet environment, um my circle is small as I mentioned before. And my 

family helps because when I do need them to help out my mother will come over 

or my sister or brother, they do help me when I need their assistance but just 

having a quiet environment and proper diet helps. (P23, Jamaica)  

… I just leave everything to God, that’s me, as I told you before, I don’t make 

nothing bother me, nothing bother me. Even sometime my doctor say, ‘”Ahh 

Mummy, memba say yuh have sickle cell” and mi say look here, if mi get up 

tomorrow morning, God waan me fi get up. And if I don’t get up, God don’t 

waan mi fi get up so anything happen is in the hands of di Lord, okay? Because if 

God said, “Yuh have sickle cell and you’re going to die tomorrow morning” 

that’s it, nothing can change it! (P64, Jamaica)  

4.4.2 Self-Management Sources of Support and Barriers     

Participants reported sources of support and barriers experienced from social 

institutions, interpersonal relationships and healthcare.  
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Social Institutions. Duties and responsibilities present in the workplace and 

school provided motivation to self-manage for many participants, and also served as a 

form of distraction that helped participants cope with having SCD.  

My routine was a lot different because I had motivation to get up.  Like, okay I 

need to go to class today cause I need to learn, I need to get this degree, or I have 

work today, so I get to see new faces….versus now, like I have nothing to get up 

for.  Like, just to do another day and deal with my pain.  Like, at least I had 

something to distract me from my pain, but now I don’t have anything to distract 

me from my pain (P78, United States)  

Personnel present in these institutions facilitated self-management of SCD by 

providing accommodations and understanding when participants could not meet 

expectations due to illness.  

Well my teachers, they understood, because if something happen to me at school 

they would know who to call and so forth. (P69, Jamaica) 

A little bit of stress at work sometimes but generally my superiors are very 

understanding so if I find something too stressful I’ll just have to say to them and 

they’ll reduce the stress. (P25, Jamaica)  

Coworkers, classmates, and employers were also reported to actively participate 

in disease management.  

Like this one time I was getting ready to cancel an appointment and one of my 

[co-workers] heard and she was like why you-  I was like “Man, I'm gonna have 

to cancel this appointment” and she was like “Why?” and I was like, “Girl, I ain't 

got that copay, I ain't going.” (laughs) And she was like, “You better not!” and 

she went to the ATM… and she was like, “Don't even pay me back, you’re going 

to your appointment.” (P6, United States)  
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I told her at the beginning of the semester that I had it [sickle cell disease] she 

looked up different things to eat and stuff cause ever since then now she brings 

lunch to school to where if she think it’s healthy and she be like, “Well I brought 

stuff for you all to eat.” (P10, United States) 

Barriers to self-management from social institutions most commonly manifested 

as a stressor that exacerbated physical health issues and impeded their ability to manage 

stress. Stressors from social institutions were described by participants as physically 

strenuous and psychologically taxing labor that was demanding on their physical 

health. 

….the last time I did tiling and after I finish the whole house now, about two 

days after I have a terrible back pain. Spend about three months in hospital, 

couldn’t do anything. (P41, Jamaica)  

So high school to college, it was just a new environment.  I got sick a lot once I 

first got into [University], I didn't know why.  My mom told me it was just 

because a new environment (P4, United States) 

…in my previous job I was there from 7:30am and leaving there most nights at 

10pm….most of the night I have priapism because of the stress. So going back to 

work tired and fatigued and that was the routine for like 6 months… how do you 

balance that?  (P59, Jamaica) 

Participants also acknowledged that the physical health issues that were 

exacerbated often lead them to resign from roles in the workplace and school; and this 

lead to financial constraints that hindered their ability to afford the resources needed for 

SCD self-management.   
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The challenges I face is that I did not go beyond high school… I’m not qualified 

to say go out and get a job…. while I was in school I had so many crises that I 

would miss most of the school year… (P23, Jamaica)  

….my back kept hurting more and more.  I thought it was the sickle cell, but it 

was getting to the point where I couldn’t deal with it at work even though they 

were breaking down my clinical shifts to accommodate me… (P16, United States) 

Interpersonal Relationships. Interpersonal relationships included friends, 

family, church congregations, and intimate partners. Participants reveled in the support 

they received from family, friends, and partners. They provided encouragement, 

financial and emotional support, and disease management.  

Cause my friends nuff time they woulda say “Youth, make sure you ah eat wah 

you fi eat and those things cause you know say you is a man wah fi eat a whole 

heap of vegetables and those things.” (P37, Jamaica) 

Well they just look out for me, anything I need they’ll try to help me to get it. 

Let’s say I need help to buy medication they will try to chip in or something like 

that (P69, Jamaica)   

…even with my boyfriend.  He changed his ways, his eating habits because he 

felt as if that was gonna make me do it, make me eat what he eats and make me 

drink what he drinks… (P10, United States)  

I've actually my friends go get my medicine for me and I pulled one of them out 

of class.  He was like, what you going through.  I was like man I'm having a crisis 

in my back I need somebody to drive me to the doctor cause I don't think I'm 

going to be able to drive.  He was like, I'm coming out of class.  He left out of his 

class.  I was like man that's love! (P4, United States)  

Many relied on these relationships for disease management support. Friends and 

family were an integral part of their self-management strategies and routines that they 

depended on especially when they experienced acute pain and hospitalizations.   
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…well getting back to when I’m in pain, cause when I’m in pain I can’t really 

move because everywhere hurts so I have to ask my mummy to help me do stuff. 

(P55, Jamaica)  

You’re gonna have to call my sister or my brother cause my mom lives in New 

York, she’s just down here visiting but my sister, she’s a nurse, she lives like five 

minutes away so her and my cousin, those are like my go tos, like if something 

does ever happen. (P7, United States)  

Although reported less often, support from someone that has SCD was identified 

as being more helpful and compassionate than support received from other individuals 

because they have a better understanding of the participant’s experiences.  

I'm having a sickle cell crisis and he [the nurse] rolled his eyes and I was like, and 

so I got mad…so mom was like, “Well just be patient, like that's just one 

nurse”….I had to call my sister…. my sister and I was like mom you don't 

understand, like that hurts, like it really hurts so she ended up taking me to [a 

different hospital]. (P6, United States) 

The sister that I had after me, she died when she was 23 in 2001. She was my rock 

and I was hers cause at least two of us know what we are going through, but 

from mi lose she it’s like to me mi nah waan live no more. (P45, Jamaica)  

One participant described how mentoring relationships with older people that 

had SCD inspired her to pursue a more fulfilling life, “…there was friend of the family 

who had sickle cell…. and she had a child, she was married and she had a career and all 

that stuff, and so it was nice to know her and then also, there was a doctor, who was a 

doctor of osteopath…. and she has sickle cell….so knowing that you could have a career 

and have [sickle cell] was really good to know. So, having those people in my life was 

really helpful to know what’s possible.” (P12, United States)    
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Despite the support provided, lack of understanding and misconceptions about 

SCD from friends and family was the most common barrier reported. Some participants 

reported that their friends and family members were overprotective and sometimes 

discouraged them from doing things that were actually beneficial for their health.  

…they [family members] thought I was gonna grow out of it, that when I got 

older I was gonna like, have no pain or nothing anymore, it was just something, 

a childhood disease type of thing.  Second of all, they wanted me to put like a red 

bandana on when I was little to keep the ghost away that’s causing the pain and 

stuff like that. (P20, United States) 

And like [my mother] was telling di doctors say mi like tuh move up and down 

and exercise. She always ah cuss me and say dat not good for me and di doctor 

ah say, “No, you should not stop sickle cell people when you see they are doing 

something, make dem stop off of dem own but exercising is good for them.” 

(P37, Jamaica)  

Another barrier to optimal disease management was lack of a social support system. 

Well going to church, that’s the only way. I seem not to be good at relationships 

or friendships so I would talk to my mother about stuff. I don’t really have 

people I can confide in so that’s a problem that I need to work on. (P59, Jamaica)  

Healthcare. Facilitators to self-management included understanding healthcare 

providers that did not stigmatize participants and provided resources and support for 

managing their SCD. Support came in the form of encouragement, education, and 

disease management. When participants spoke about supportive healthcare providers 

they were typically hematologist or nurse practitioners that they had developed rapport 

with.  
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Well my doctor and my nurses will always ah warn me and tell me, even with 

my feet, tell me that say I must always make sure that me secure my foot, don’t 

make them get no scrape, should not wear no tall up shoes that gonna cover up 

my ankle because fi wi skin very delicate… (P37, Jamaica)  

They understand and encourage me to do the right thing, cause no doctor want 

to see you in the hospital at the end of the day, they tell you what to do, how to 

do it, you just have to follow their instructions. (P46, Jamaica)  

…my new doctor just don’t look at me like I’m a drug addict.  He actually 

understands… (P11, United States) 

…I’ve been followed by them [my healthcare providers] for so long I’m able to 

talk to them in a more candid way about my health because they already know… 

(P92, United States)  

She’s not invasive, she doesn’t talk down to me.  I don’t ever feel like, she 

explains, she’s the kind of doctor, or nurse practitioner, where when we’re 

talking she turns the computer facing me, so I see what’s going on.  She explains 

things. (P17, United States)  

…sometimes I look at it and it’s just like oh, these are a lot of pills and like I’m 

not gonna take it today, it’ll be fine and then I go to my doctor and she’s like, 

“Okay what’s going on with your baby hemoglobin?  Is the Hydroxyurea not 

working?”  And like she just reiterates the importance of taking my medicine 

every day... (P7, United States)  

Participants also applauded hospitals that had streamlined care for patients with 

SCD because resulting in decreased emergency department wait times and more SCD 

specific resources. 

….they have changed a lot though with how they provide for sickle cell patients 

so I mean I respect that.  I take my hat off to them.  I think they're one of the best 

hospitals around and I hope they continue. (P2, United States)  
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Barriers to self-management included having to travel long distances to SCD care 

settings, poor communication from providers, lack of knowledge and understanding 

from providers, long emergency department wait times, and financial constraints.  

I’m on disability, so you know, it’s like I live within the confines of what my 

finances can afford so you know, if I had money I would probably have better 

dental care, I probably would do acupuncture, I probably would do massages.  I 

think all of those things would help, but I don’t have the money, so you know. 

(P17, United States) 

I would love for each and every sickle cell member to have health card but they 

say it expensive. But I think you must can find a way or work out a way for us to 

have it because sometimes it’s really, some medications, it’s really really 

[expensive] (P63, Jamaica) 

…if you go to A&E it’s going to be a problem and its going to take a long time. 

And with a crisis you need help right away and the people outside of this area 

don’t understand that. (P59, Jamaica)  

I feel like they [health care providers] can sometimes, bundle us all up, not 

understanding like, every individual sickle cell patient has individual needs like, 

we’re not all the same.  What works for him isn’t gonna work for me and 

sometimes they forget about that… (P20, United States)  

4.4.3 Stigma and its Influence on Self-Management    

Participants described their experiences with stigma from the general public, 

social institutions, interpersonal relationships, and healthcare settings, and also how 

stigma influences their self-management behaviors. Experiences of internalized stigma, 

discrimination, colorism, classism, and racism also immerged from the interviews.  
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General Public. Participants reported that individuals in the general public 

lacked knowledge and understanding about what SCD is and had misconceptions about 

SCD. Common misconceptions about individuals with SCD reported included the idea 

that SCD is contagious or preventable and that individuals with SCD are lazy or have a 

moral failing.  

I had an experience of somebody calling me lazy… pertaining to me not 

working. (P41, Jamaica) 

They think a lot of negative things so at my age, you know, at 26 and to see me 

with something like that on my foot [leg ulcer]... first thing they would say is that 

it’s something that mi thief or stolen that mi end up with that because you see, 

me now, most people that I move around if I don’t tell them that I got sickle cell 

they would not believe me. (P37, Jamaica)  

….people who don’t know what it is and then like, they’re like it’s something 

that’s contagious or, just not having the knowledge about it. (P12, United States)  

While lack of understanding and widely held misconceptions about SCD from 

the general public was not reported to influence self-management of SCD, it did 

influence participants’ decisions about disclosure.  

…when I was in college and I used to get sick a lot, persons didn’t know my 

situation in terms of that I had sickle cell but they made some comments like 

probably “Him have AIDS.” (laughing) because of the frequency of me getting 

sick so I feel like if they would go as far as saying that then they are capable of 

anything (62, Jamaica)  

Overall, more education about SCD was reported to be important for improving 

SCD awareness and decreasing stigma. Participants wanted to use education of the 
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general public not only to dispel misconceptions but also inform others about the 

implications of sickle cell trait and garner more resources and research support for SCD.  

That's the first thing that usually comes to people's mind, “Is it contagious?’ and 

they don't want to catch it so it's treated like AIDS or the flu, pneumonia… I 

think that was another critical piece to me wanting to educate people because I 

didn't want to be walked around and referred to as contagious. (P4, United 

States)  

Social Institutions. Participants reported that they were stigmatized, judged, 

and stereotyped by personnel in social institutions. Negative judgements included the 

notion that participants are faking their illness and are lazy, or assumptions that 

participants are not able to perform their duties and responsibilities because of their 

disease status.  

….like even some of my colleagues like “Oh, she’s faking or whatever.  She just 

want an extra break, okay?”  Stuff like that or “She just want extra attention”… 

we have a whole attendance policy and you know, we had a meeting, and 

someone was like “Well [NAME REDACTED]’s out all the time, nobody talks to 

her about her attendance.” (P7, United States)  

No, my gym teacher thought I was faking…it would be in the middle of winter 

and we would have to go outdoors and run around the track and I was like, “I’m 

not doing that, I’m gonna be sick.”  She would be like, “Whatever, I’m gonna be 

sick, cough, cough.’ [mocking tone] (P7, United States)  

I don’t even want to tell my coworkers that because of their attitude about sick, 

because they don’t want to lose any money because I’m sick, if I’m sick I can’t 

work so they think that you know I’m holding back their business (P34, Jamaica)  

As a result of these negative attitudes, participants reported experiencing 

discrimination in social institutions, including not providing or honoring 
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accommodations, having less access to opportunities in the school and workplace, and 

difficulty maintaining and gaining employment.  

Actually, one time I had just got out of the hospital and they came to the house to 

advise momma that I hadn’t been school, to let her know you know, cause the 

next step after that they talk to CPS [Child Protective Services]… like I’ve almost 

been held back, and I was in the gifted program my whole life and they tried to 

hold me back multiple times (P7, United States) 

…alright first time before I had this job when I’m sick, sometime I miss work and 

when I miss work they say, “I can’t have a person weh sick very often working 

for me.” So I don’t have that job. I think for about two years straight, every five 

months I change a job cause I’m sick. But this man I’m working with now is very 

understanding (P34, Jamaica)  

Mi memba one day in high school mi ask the computer teacher if him can turn 

down di AC and him wouldn’t turn it down. Mi say sir mi have sickle cell, mi ah 

ask you please turn down di AC. Him wouldn’t turn it down, and me dey there 

till mi start fell pain…And all mi ah vex him him wouldn’t turn it down, and mi 

dey there till mi start feel pain and mi start cry…. Him neva believe, him go for 

di docket and him see it and him tell me sorry. So mi say sir, what sorry gawn do 

now, all yuh have to do is just carry mi go ah doctor cause mi tell yuh. (P62, 

Jamaica)  

…I was in college and I was at the end of my semester and all I had to do was, I 

think I had maybe a few weeks left, and I got sick and my professors would not 

work with me so that meant that I had to just repeat that semester over. (P8, 

United States)  

…but because of the stress of the move…I had like two crises and [my employer] 

was just like, “Mmmm, it's not working out.” and I was like, “I think I could sue 

ya’ll!” (laughs) Like I have sickle cell, like I'm not calling out just to be calling 

out, like I've been having a crisis and they're just like “Well, you know you still, 

you know in your 90 days, and we need somebody more reliable.” (P6, United 

States) 

…ten hours a day sewing for years… you’re gonna have some problems with 

your hands and I know what sickle cell pain feels like and so I had a problem 



 

 

155 

with my supervisor saying ‘oh well she has sickle cell disease, we’re not gonna 

pay for her to go to the doctor.’ (P8 United States)  

I was having crisis at the end of the semester due to stress and things…he started 

looking at me, trusting me less and less and looking at me like I’m just lazy….he 

just had this judgement on me about I wasn’t worth the time or the effort to deal 

with because of my disease and all, I wasn’t worth his time and he wouldn’t put 

the time in me, value me as an employee or even a student because of my 

health… (P91, United States) 

Participants safe guarded themselves by not disclosing their disease status to 

their social institutions until after securing a position and sometimes not disclosing at 

all. By doing this participants ensured access to financial resources needed to self-

manage SCD.  

I tell them after they hire me.  I won’t tell them before they hire me because that’s 

preventing me from getting hired. That’s what I felt like. (P11, United States) 

…they will tend to feel like you’re an invalid like say yuh can’t work, yuh can’t 

manage certain work and them something there, so them don’t waan keep yuh… 

(P45, Jamaica) 

Some participants in the US discussed disclosing after securing positions because 

they would be protected by the American Disability Act and even threatened lawsuits 

when social institutions were discriminatory. Disability rights and the legality of 

discriminatory practices was  not discussed in Jamaica, where participants sometimes 

still did not disclose their disease to employers out of fear that they would not be able to 

maintain gainful employment. Participants in Jamaica more often reported that they 
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maintained employment by not disclosing or remaining self-employed, although self-

employment was often not a reliable income source.  

They were trying to put me out of class because I was sick, and they said, ‘we 

really don’t think that this is gonna work for you’ and I said, “Why, my grade 

point average is fine.”  “Well, it’s not that, but you missed so many days.”  I have 

a reason why I have to miss so many days and I’m registered with disability 

services and I say, “If you put me out, just tell me, I want you to put that in 

writing that you’re putting me out.” (P16, United States)  

…alright first mi ah mi own boss suh you can’t fire me true mi have sickle cell, 

okay? Sometime mi have mi own cook shop, sometime I work fi people, 

sometime I work even inna farm…Because even at my workplace about two 

hundred and eighty of us there, and none of them, none of them know that I 

have sickle cell. (P64, Jamaica) 

Interpersonal Relationships. Stigma from family, friends, and intimate partners 

manifested as difficulty initiating and maintaining relationships. Participants more often 

experiencing difficulty maintaining romantic relationships.  

I told this young lady and she was like she wouldn’t want to have any kids or 

anybody with me and so forth because she figure I might die and then when I die 

if she have a child with me she’s gonna see this child everyday and she gonna 

have fi bawl everyday (P24, Jamaica)  

….he would take me to the doctor's appointments, he would come to like 

conventions and stuff like that, but then after a while he was just like, I can't do 

this, yeah.  And then I did have another relationship before him…I went to the 

doctor and he came and then I went to the doctor again and he didn't show up 

and he was like I'm not gonna do this so I've always had a relationship stigma as 

in I'm not gonna tell anyone because you're not gonna be there…. (P5, United 

States)  
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Some participants reported feelings of loneliness and social isolation as a result 

of losing friends and potential intimate partners. However, most participants considered 

these experiences a vetting process that would yield healthier interpersonal 

relationships with individuals that understood their SCD and could provide self-

management support.  

I done been through the negativity with having sickle cell now I just want to be 

positive.  I ain't ashamed to be who I am no more.  Like, you know I lost friends 

to this stuff like you know.  I ain't afraid to be me and I used to be. (P2, United 

States)  

So the stigma is…I mean… how has it affected me?…for me it’s more like 

relationships and friendships, you don’t know why people pull away. People 

pull away from you… (P59, Jamaica)  

If you can’t understand [my sickle cell] then there’s no need for me to be friends 

because that’s who I am so if you can’t understand that part of my life, then I 

have no need to be friends with you anymore. (P9, United States)  

Participants also reported experiencing negative judgement from family 

members and friends. While friends and intimate partners were more commonly 

reported to assume that SCD was contagious, family and friends discredited 

participants’ experiences, accused them of faking illness, and treated participants 

negatively due to their SCD status.   

Actually, I had this one guy react really badly, he was like, “I don’t know what 

that is, and I don’t want to catch it, so we have to break up.” (P7, United States)   

….like my friends, used to kind of like poke fun whenever I was having a pain 

crisis they would, you know they were like, “Pain crisis, pain crisis!” [mocking 
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tone] like whatever that is and so they don't really understand what sickle cell is 

and then when I tried to explain it to them they still don't grasp the concept of it. 

(P3, United States)  

I limp and so they [classmates] used to call me cripple… (P91, United States)  

Well they will like tell me that mi boring and yeah. And I am just for myself and 

stuff on. And so they are telling me that if I, if I go home, for instance going 

home, mi would be boring… (P44, Jamaica)  

…when I was younger my little cousins be like, “Oh, she just doesn’t want to 

clean up, that’s why she says she doesn’t feel good.” … It’s, you know, like that’s 

just my out for everything and anything I don’t want to do, I just chalk it up to 

that….That’s what people think. (P7, United States)  

I had one friend and he was kind of, said I was using it as an excuse.  So that was 

a little hurtful because it’s something that’s beyond my control… (P9, United 

States) 

Although family was reported as a primary source of social support, some 

participants also reported mistreatment from family members. Family members were 

reported to shame participants for needing financial support or disease management or 

use their support as leverage in the relationship.   

….worst yuh ah pain up dem ah tell yuh say, “Yuh beg too much.” and this and 

that when them know- it’s like say them don’t know say yuh sick. Cause I have a 

sista, yuh think she nice? She nuh nice yuh know. (P45, Jamaica)   

Seriously because them nuh understand what I’m going through when I tell 

them, when I’m on a medication and I cannot buy it and yuh ask for them help 

dem criticize you… (P45, Jamaica) 

I rememba at one point my, I did something wrong and my mom, memba my 

mom said that, “Memba say yuh have sickle cell, yuh soon dead.”…. Like if she 

ask me for something and she don’t get it right away she would say, “Gwan mon 
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gwan! Memba say yuh have sickle cell and any time pain take yuh ah mi one dey 

there.” (P66, Jamaica)  

Participants reported that stigma in interpersonal relationships affected their 

ability to rely on family and friends for support managing SCD. Stigma led to difficulty 

trusting others and also acted as a stressor that exacerbated mental health issues.  

…depression mi get, and that is the stress of everything… cause people treat wi 

bad, treat wi ah way like say ah wi call it pon our self….it’s like yuh start think 

all kind of negative things, but mi nuh really make that get to me. And as mi say, 

mi have family membas that tend to act a way… (P45, Jamaica)  

I had another cousin….he picks me up and he takes me out of the house and puts 

me on the stoop.  I was on the stoop for twelve hours.  He left me outside.  He 

was angry.  Now, it’s one thing to put a child outside, I mean I was sixteen.  It’s 

one thing to put me out of the house when I’m walking, but he put me out of the 

house without being able to walk [due to acute pain]…  That’s my family.  That’s 

my blood, so when people outside my family treat me badly, it doesn’t faze me 

because they didn’t put me out of the house. (P17, United States)  

Healthcare. The majority of stigmatizing experiences was perceived in healthcare 

settings, with more US participants reporting these experiences than Jamaican. 

Participants described having their pain discredited and being stereotyped as attention 

seeking, drug seeking, or addicted to opioids.  

…it’s unfortunate but there are a lot of persons who don’t understand what 

sickle cell is and um because of that sometimes they treat persons with sickle cell 

disease as a drug addict or we’re trying to seek attention especially when we 

having a crisis… (P23, Jamaica)  

Sometimes I’ll be in the hospital and you know. I’m asking for more medication 

because the pain isn’t going away and you know like I’d get from the nurse ‘”But 

you got medication five hours ago or two hours ago,” or “You’re not due yet.” is 
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what is the feedback I’d get. “Are you sure that you’re not…an addict?” so to 

speak.  “Are you sure that you want the medicine?” “Are you sure that you’re 

interpreting your pain correctly?” (P25, Jamaica) 

Participants described how their race and class affects the care they receive from 

healthcare professionals. While participants in Jamaica less frequently mentioned their 

race as a source of stigma, having a darker skin tone was reported to result in 

discrimination.  

No, because I’m hopeful that everybody is treated equally, but yes because with 

all those you mentioned, and a Medicaid card, you look at that like, “Oh, he 

don’t even want to take care of his self, he just got Medicaid with a chronic 

illness.” you know, so sometimes I feel like not your race, gender or whatever, 

but sometimes your economic status…. (P92, United States)  

…mi go ah hospital already and mi see where true you light skin and your 

people dem might have more money, dem tend to you first and even though 

you’re a sickler them tend to you first. Mi ah tell yuh. Mi witness it yeah. (P45, 

Jamaica)  

I think, just like the race thing that also intersects with all of this because you 

know, being majority black people are affected by it, you already have these 

biases about black people in general… (P12, United States)  

Discrimination, racism, and mistreatment from healthcare providers was 

reported not only in healthcare settings, but also other healthcare institutions such as 

insurance providers and researchers.  

…I remember one particular time I went Blue Cross, I was looking about getting 

the Blue Cross and the first thing the lady, yuh know, “Oh you very expensive, I 

can’t give you this.” I was like really?… (P63, Jamaica)  

…at the point I was okay and then there was a shift change and the next doctor 

that came in was like, well I'm not giving you anything else, you got this, I'm not 
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giving you a prescription so it was like okay you're done, get out of my 

emergency room…the pain got worse (P5, United States)  

I think if this disease affected more Caucasians then there would be more 

advances in the treatment of it and finally find a cure… (P91, United States)  

I’m an African American female that has a genetic disorder that has to take pain 

medication on a regular basis. Society is going to dictate that they really have a 

problem with that because a lot of this opioid addiction started happening…even 

with my health insurance you know I’ve had to go through some changes with 

them because they going to say you know, “Why is she taking all this 

medication? What is it for? Why does she need so much?” And I’ve actually had 

to have my doctor to call in to them… (P20, United States)  

Participants reported that stigma from healthcare providers was a source of 

stress that exacerbated physical and mental health issues.  

I think that’s why I have, and where most of my depression comes from. (P20, 

United States)  

Next thing you know because everybody wants to act like I’m seeking drugs, I 

wind up in ICU. (P22, United States)  

Participants incorporated several strategies into their self-management routines 

in an attempt to mitigate the influence of stigma from healthcare providers and settings. 

They regulated their visits to the emergency departments so that they would not be 

presenting to healthcare providers too frequently. Some resolved to avoid certain 

healthcare providers and hospitals completely, even if it meant travelling far distances 

for healthcare. 

…there’s certain hospitals I’ll tell you I don’t care, look, you can amputate a leg; I 

ain’t going. (P22, United States)  
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Alright, as far as that, when I feel like I’ve been to the hospital too much to the 

point where too many people know me by face and by name, I try to prevent 

myself from going because in my head I just automatically think like, “Aw, he 

just here for some pain medicine.  He just want to get high or something like 

that.” … I just try to prepare myself from going and if I’m in pain, I try to walk it 

out or exercise it out, take as many pills as I can and try to save from going to the 

hospital, for at least about a whole month or so, before I go back. (P11, United 

States)  

Another method to mitigate stigma used by participants was to avoid certain 

pain medication and treatments, such as opioids and methadone, to counteract being 

stereotyped as an addict.  

[My pain] doesn’t get treated but I’d rather not ask for [pain medication] than for 

someone to tell me that I’m addicted to it.  So, I hate the word addiction, I hate 

the word that you need this. Like when I come here [the sickle cell clinic], they 

make me feel like it’s an option whether I want it or not.  So, versus back home, if 

they don’t bring it up to my attention, I don’t ask for it. (P78, Untied States)  

I don’t get a lot of pain pill refills.  Like, I wait, I don’t really wait till I run out, 

but I do wait a while beyond the refill date just so when a paper trail is pulled, 

they can see that oh, well he’s clearly not an opioid addict, you know. (P92, 

United States)    

When participants did expose themselves to healthcare setting where they might 

experience stigma they brought family members and friends to advocate for them and 

tried to control the way that healthcare providers viewed them by presenting mild 

mannered and as respectable as possible.  

I would like have my tag with me that said I worked at [a prominent 

institution]… it’s a shame to do that, but that’s what I would do.  So that’s what I 

would do to sort of, and I would also be proactive with regards to my 

interactions with the staff, so even though I was in excruciating pain, making 
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sure that I was still polite and my interaction with them showed that I’m not 

“drug seeking,” so doing those types of stuff, so not so much focusing in on 

maybe the need for pain medication but saying, what can you do to help me with 

my pain management, like I need some help with that, so and then they also 

knew that I wasn’t a “frequent flyer” so they were more likely to try to help, but 

I’ve had situations where people have not been helpful in the emergency room 

and so I had to call ‘em out.  But usually though I have like people with me, so I 

don’t go by myself, who are helpful, to be my advocates, so I think that’s really 

important too.  I know a lot of people who don’t have that, so. (P12, United 

States)  

Presenting as respectable and “good” patients was not only important for 

mitigating the stigma experienced by one participant, but also for dismantling 

stereotypes that influence how all patients with sickle cell are treated.  

I have to be the best fucking patient they’ve ever had in their life because I want 

to make sure that the next time a sickle cell patient comes in they at least get the 

basic great care that they need. (P17, United States)  

Internalized Stigma. Participants disclosed having internalized stigma related to 

having SCD and not being able to reach developmental milestones as a result. 

Participants reported having low self-esteem, guilt, depression, and history of suicide 

ideation as a result of experiencing internalized stigma.  

Yeah, mi nuh get fi graduate, mi nuh get fi do nothing else. From 7th grade mi 

take down sick and mi couldn’t get fi go on inna 8th grade. So the term just pass 

me, so that’s how come mi never bother go back….So from there mi just, yuh 

know, have a low self-esteem… (P26, Jamaica)  

Well a day when I’m sick, to me it’s like hell, basically yeah because yah have a 

lotta things going through your mind there, yah wanting to die because the pain 

is very excruciating so it’s like yah start thinking all kinda things but seriously 
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for me I hate being born with this sickness, I don’t like it but it’s something I 

have to live it. (P45, Jamaica)  

…am I doing a disservice by even having a kid you know, considering my 

history, is that healthy for me, is that healthy for the baby and all those things.  

So, that stigma as well… (P12, United States)  

…I don't think I've never not just, well, sometimes when I go to my 

appointments and there's a lot of sickle cell patients I will sit on the outside 

because I'm like well the sick people sit over there so I'm gonna sit over here.  Me 

and my cousin would do that a lot, a lot, a lot, like not involve ourselves with 

that stigma of the sickle cell group. (P5, United States)  

4.5 Mixed Methods Results    

 To obtain a more complete understanding of patterns and relationships that 

emerged from the data, two data displays were created exploring country comparisons 

of qualitative content of stigma and self-management across dimensions defined by two 

categorical variables: high disease severity and high pain severity. Two additional data 

displays explored 1) country comparisons of qualitative content of stigma perceived 

from healthcare providers and 2) exceptional self-management extreme cases by 

country. Stigma scales were divided into thirds and categorized into low, medium, and 

high groups for the purpose of visual analysis (see table 18).   



 

 

165 

Table 18 

Categorization of Stigma Scales   

Scale   Categorization   

SCD Health-Related Stigma Subscales  Low         10-26 

Medium  27-43 

High        44-60 

Measure of Sickle Cell Stigma 

 

Social Exclusion, Internalized Stigma,  Disclosure Concerns 

 

 

 

Expected Discrimination   

 

 

Low         3-7 

Medium  8-12 

High        13-18 

 

Low         2-4 

Medium  5-8 

High        9-12 

4.5.1 Visual Analysis of High Disease Severity by Country   

Twelve participants had ASCQ-Me Medical History Checklist scores higher than 

2; and they were selected for visual analytics comparing self-management strategies and 

quantitative questionnaires and surveys by disease severity (see Table 19 for data 

display). Only 3 participants interviewed in Jamaica had high disease severity according 

the ASCQ-Me MHC, while 9 had high disease severity in the US. One pattern that 

differed between the two countries in this case study was that participants in Jamaica 

utilized less opioids to manage pain compared to the United States. 

Participants in both countries reported that their high disease severity increased 

the complexity of their self-management due to it being difficult to predict and control 

symptoms and complications of SCD. Despite this, participants reported utilizing early 
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detection and preventative care measures, such as taking hydroxyurea and avoiding 

pain triggers, such as heat or coldness. Participants also reported in interviews that their 

disease severity impeded their ability to maintain gainful employment and social 

support as well as accomplish milestones such as financial independence and marriage. 

Delays or not being about to accomplish these milestones at all, impacted the QoL of 

participants. In accordance with the reports of high disease severity impacting QoL 

conveyed in interviews, participants also had medium to high scores for expected 

discrimination and disclosure concerns on the MoSCS. Furthermore, participants in both 

countries reported experiences with depression, anxiety, and history of suicidal ideation; 

and attributed the source of their mental health conditions partially to their disease 

severity and its impact on their lives.  
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Table 19 

High Disease Severity by Country 

 Jamaica (n=3) United States (n=9)  

Exemplar Quotes of the 

Impact of High Disease 

Severity on Self-

Management and General 

QoL  

Participants in both countries reported that their high disease severity has negative impacts on their self-

management:  

 

“The frustrating part is that you can’t control your symptoms, you can’t stop them from breaking out or occurring, it’s hard, 

you know there are cases when you keep warm to prevent a crisis and the cold that comes on, the change of temperature that 

comes on. To prevent a leg ulcer, I can’t prevent them from coming, it’s very frustrating.” –P67, Jamaica  

 

“…I’ve done the normal stuff, but I am to a point where I’m damned if I do, I’m damned if I don’t.  I was a vegetarian, I was still 

as sick as crap so my thing is I enjoy my life, I do whatever I want to do, I participate in everything.  If I’m sick I’m sick.” -P17, 

United States 

 

Participants also reported that high disease severity negatively impacts their overall quality of life:  

 

“There is anxiety because I’m now 41 and there is no…(sighs) I probably going to have to give up on a couple dreams and it’s 

looking that way that you have to give up on probably having a kid, you have to give up on probably relationship/marriage you 

have to give up on that.”  -P59, Jamaica   

 

“I would say going from working full time and having that steady income coming in two or three times a month and then going 

from being on disability where you is getting that one income once a month and you have to learn to stretch it, that makes it  

difficult especially when you have medical expenses, you have personal, you know, every day expenses you know, finances makes 

it difficult but you adjust.” –P8, United States 

Self-Management Strategies   Opioids (n=1) 

 Insomnia (n=1) 

 Preventative care  

 Leg ulcer prevention  

 Avoiding extreme temperatures  

 Eye surgery 

 Mental Health  

 Depression (n=2)  

 Opioids (n=8)  

 Insomnia (n=5) 

 Preventative care  

 AVN prevention 

 Avoiding extreme temperatures 

 Health Maintenance 

 Avoiding strenuous activities  

 Mental Health  
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Table 19 

High Disease Severity by Country 

 Jamaica (n=3) United States (n=9)  

 Suicide Ideation History (n=2)   Depression (n=3) 

 Anxiety (n=3)  

Clinical and Demographic 

Characteristics 

 Age (x=45, 41.1-54.5) 

 Male (n=3) 

 Income  

 Ranged 900,000 to more than 5 

million Jamaican dollars 

 Marital Status  

 Single (n=3) 

 Employment status 

 Working now (n=3) 

 Educational status (all greater than high 

school)   

 Proximity to SCD center in miles (x=12.3) 

 Genotype  

 SS (n=3)  

 Hydroxyurea Use (n=1) 

 Age (x=35.7, 22.6-57.7) 

 Male (n=4) 

 Income  

 Less than $11,000 (n=6)  

 40,000-75,000 (n=3) 

 Marital Status  

 Single (n=8) 

 Widowed (n=1) 

 Employment status 

 Working now (n=4) 

 Disabled (n=3)  

 Student (n=2)  

 Educational status (all greater than high school)   

 Proximity to SCD center in miles (x=45.3) 

 Genotype  

 SS (n=6) 

 SC (n=3) 

 Other (n=1) 

 Hydroxyurea Use (n=5) 

Stigma – MoSCS   Expected Discrimination  

 Low <7 (n=0) 

 Med 5-8 (n=2) 

 High >9 (n=1) 

 Disclosure Concerns  

 Low <7 (n=1) 

 Med 8-12 (n=2) 

 High >13 (n=0) 

 Expected Discrimination  

 Low <7 (n=2) 

 Med 5-8 (n=2) 

 High >9 (n=5) 

 Disclosure Concerns  

 Low <7 (n=0) 

 Med 8-12 (n=3) 

 High >13 (n=6) 
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Table 19 

High Disease Severity by Country 

 Jamaica (n=3) United States (n=9)  

Quality of Life –ASCQ-Me   Increased Pain Frequency > 55 (n=1) 

 Increased Pain Severity  > 55 (n=1) 

 Less Pain Impact >50 (n=2) 

 Less Emotional Impact >50 (n=1) 

 Less Sleep Impact >50 (n=1) 

 Less Social Functioning Impact >50 (n=3) 

 Less Stiffness Impact >50 (n=1) 

 Increased Pain Frequency > 55 (n=5) 

 Increased Pain Severity > 55 (n=3) 

 Less Pain Impact >50 (n=7) 

 Less Emotional Impact >50 (n=7) 

 Less Sleep Impact >50 (n=5) 

 Less Social Functioning Impact >50 (n=6) 

 Less Stiffness Impact >50 (n=1) 
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4.5.2 Visual Analysis of High Pain Severity by Country  

 Nineteen participants, 8 in Jamaica and 11 in the US, reported having a pain 

severity score above 55, indicating high pain severity (see Table 20 for data display). 

While the ASCQ-Me Pain Frequency and Severity subscale asks specifically about pain 

associated with vaso-occlusive crises, participants descriptions of their pain in 

interviews was both chronic and acute and sources of pain included vaso-occlusive 

crisis, avascular necrosis, leg ulcers, and joint pains. Participants in both countries 

reported using a combination of alternative non-pharmacological methods and non-

opioid and opioid analgesics to manage their pain. Non-pharmacological pain 

management methods included heating pads, ointments, rest, massage, and marijuana. 

Only 6 out of 19 participants in this subsample of individuals with high disease severity 

used hydroxyurea; and 12 of the 19 reported having SS genotype.  

Pain management strategies differed between the two countries because there is 

less access to opioids in Jamaica. In Jamaica, there were more participants that 

exclusively used non-opioid analgesics or reported not having access to opioids at home. 

Participants in Jamaica reported having to go to a private practice clinic, the hospital, or 

sickle cell clinic if their non-opioid and alternative pain management methods failed. 

Participants in Jamaica reported that they preferred and received the best care at the 

sickle cell clinic; and they ranged from 8.2 to 144 miles from their closest SCD care 
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locations. In the US participants were sometimes able to avoid seeking care for pain if 

they had opioids at home. However, they also preferred the sickle cell clinic and ranged 

6.7-88.5 miles away from their local SCD care setting.  Participants in Jamaica also had 

more diversified alternative non-pharmacological methods that included the use of 

herbs such as guinea hen weed, which one participant reported steaming into a tea to 

treat pain and fever. 

Participants in both countries reported the severe pain interfered with their lives, 

either through hospitalizations or causing them not to be able to complete daily tasks, 

such as perform in the workplace. Participants reported mostly low scores on the SCD-

HRSS general public, doctor, family and nurse and the MoSCS social exclusion and 

internalized stigma subscales. However, scores ranged medium to high for expected 

discrimination and disclosure concerns.  
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Table 20 

High Pain Severity By Country  

 Jamaica (n=8) United States (n=11)  

Exemplar Quotes of 

Pain Self-

Management and the 

Impact of Pain 

Severity on General 

QoL  

Pain management differed between the two countries due to limited access to opioids in Jamaica: 

 

“…I just stick with Cetamol plus and getting that over the counter you know, when it’s unbearable I have fi run come here [the sickle 

cell clinic] cause that’s why I’m here now, yeah, for something stronger, but that’s my main issue with pain, leg ulcers, really, like I 

hardly have painful crisis really and um that’s another thing that would take me here cause I know that the Cetamol plus wouldn’t work 

with that.” –P67, Jamaica  

 

“…when it’s really hot outside, if I get dehydrated, that’s usually my trigger for me getting it…so I avoid trying to get overheated, I 

avoid going out when it’s really hot, I drink lots of fluids, I try to eat on time and I try not to stress too much.  I try to do that type of 

stuff, try to destress to prevent it.  And then if I do have a problem, I’ll use like, medications.  I try to hit it hard and fast first, with the 

medication and then I’ll use heat.  A lot of times heat does help a lot.”-P12, United States  

 

Participants reported that the severity of their pain causes stress that negatively impacts their health and ability to self-

manage:  

 

“When I think about mi position mi kinda stress out mi self, mi notice mi end up inna di hospital, yeah. Mi notice it start make mi body 

just start feel like mi a break down like, yea. And then mi start feel one and two pain inna mi back or start in mi head and go straight 

down, that’s how it feel.” –P26, Jamaica  

 

“The reason I don’t get much sleep at night is because I’m hurting, or my mind is wondering like, when is this pain gonna come back or 

what can I do to stop this pain from coming and the things that I do is I use hot packs.  I try to meditate, I pray, and I do mindfulness 

and I also like, read or watch TV or color to distract me from my pain.” –P78, United States 

 

“I've mostly been concerned about the leg ulcers just because that's the probably the most painful thing I've experienced in a while, as 

far as you know every day. Because when I have a crisis it usually lasts maybe a week or two and then it's finished. But the leg ulcers 

they're constant, they're healing, it makes walking a lot harder so getting around is tough…” -P1, United States  

 

Participants described how pain severity impacts their overall QoL:  
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Table 20 

High Pain Severity By Country  

 Jamaica (n=8) United States (n=11)  

  

“Like sometimes when I’m having joint pains and it’s really hard on me they [coworkers and employers] want to you to keep working 

and so forth so not everyone really gets it.” –P69, Jamaica 

 

“…I was having more crises during the year, I was in pain a lot more, I was like, man I hardly ever be having pain like that.  I never 

hurted every day though like some people say they hurt every day, I've never hurt every day, but hospitalized like, I used to be 

hospitalized like at least four to six times a year and it's up to like a week and a half or two weeks in the hospital and I think it got a lot 

to do with I weren't taking care of myself right.  I was like I said I was missing days of my medication and just not eating and drinking 

right.” –P2, United States 

Self-Management 

Strategies  

 Opioid Use (n=5) 

 Alternative Non-Pharmacological  

 Positive thinking  

 Ointments  

 Massage 

 Herbs  

 Marijuana  

 Heating Pads 

  Physical Health  

 Leg Ulcers (n=3) 

 Retinopathy (n=2)  

 Avascular Necrosis  (n=1) 

 Pain Medication Daily (n=1) 

 Physical Health  

 Leg ulcer care  

 Managing infection risks  

 Opioid Use (n=10) 

 Alternative Non-Pharmacological  

 Marijuana  

 Distraction 

 Massage 

 Heating Pads  

 Ointment  

 Rest  

 Physical health  

 Leg Ulcer (n=1) 

 Retinopathy (n=1)  

 Avascular Necrosis (n=4) 

 Pain Medication Daily (n=3) 

 Physical Health  

 Leg ulcer care  

 Priapism management (irrigation)  

 Avascular necrosis management  
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Table 20 

High Pain Severity By Country  

 Jamaica (n=8) United States (n=11)  

Clinical and 

Demographic 

Characteristics 

 Age (x=29.8, 21-42.2) 

 Male (n=5) 

 Income  

 Less than 50,000 (n=1)  

 $50,001 - $100,000 (n=2) 

 $100,001- $300,000 (n=1)   

 $1,000,001 - $2,000,000 (n=2)  

 Don’t Know (n=2)  

 Marital Status  

 Single n=8 

 Employment status 

 Working now (n=6) 

 Unemployed (n=2)  

 Educational status greater than high school 

(n=7)   

 Proximity to SCD center in miles (x=42.1, 8.2-

144) 

 Genotype  

 SS (n=6) 

 SC (n=2)  

 Hydroxyurea Use (n=1) 

 Age (x=33.8, 21-52.1) 

 Male (n=3) 

 Income  

 Less than $11,000 (n=6)  

 Marital Status  

 Single (n=10) 

 Married (n=1) 

 Employment status 

 Working now (n=4) 

 Disabled (n=3)  

 Student (n=2)  

 Other (n=2)  

 Educational status greater than high school (n=10)   

 Proximity to SCD center in miles (x=44.5, 6.7-88.5) 

 Genotype  

 SS (n=6) 

 SC (n=3) 

 Other (n=1) 

 Hydroxyurea Use (n=5) 

Stigma   Expected Discrimination  

 Low <7 (n=2) 

 Med 5-8 (n=2) 

 High >9 (n=4) 

 Disclosure Concerns  

 Low  <7 (n=3)  

 Med 8-12 (n=4) 

 Expected Discrimination  

 Low <7 (n=1) 

 Med 5-8 (n=6) 

 High >9 (n=4)  

 Disclosure Concerns  

 Low  <7 (n=1)  

 Med 8-12 (n=6) 
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Table 20 

High Pain Severity By Country  

 Jamaica (n=8) United States (n=11)  

 High >13 (n=1)   High >13 (n=4) 

Quality of Life   Less Pain Impact >50 (n=6) 

 Less Emotional Impact >50 (n=5) 

 Less Sleep Impact >50 (n=5) 

 Less Social Functioning Impact >50 (n=7) 

 Less Stiffness Impact >50 (n=6) 

 Less Pain Impact >50 (n=8) 

 Less Emotional Impact >50 (n=9) 

 Less Sleep Impact >50 (n=7) 

 Less Social Functioning Impact >50 (n=7) 

 Less Stiffness Impact >50 (n=8) 
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4.5.3 Visual Analysis of Stigma Perceived from Healthcare by Country   

Stigma perceived from healthcare systems and providers was the most prevalent 

and had the greatest impact on self-management. Amongst the 40 participants 

interviewed, 25 reported perceiving stigma from healthcare systems (see Table 21 for 

data display).  There was more perceived stigma from healthcare providers and systems 

in the US (n=17).  

Participants reported that stigma from healthcare providers included being 

stereotyped as drug seeking and having their pain discredited. These experiences 

exacerbated their physical and mental health conditions. As a result they adjusted their 

self-management strategies to include avoiding care settings where they had been 

stigmatized, limiting intake of opioid pain medications, having an advocate present 

during the interactions with healthcare systems, and presenting to healthcare providers 

as respectable and nonthreatening. Participant in the US more frequently mentioned 

using the latter two strategies. Participants also reported that perceived stigma from 

healthcare settings also motivated them to implement better preventative self-

management strategies and to want to advocate for themselves and other patients with 

SCD.   

Participants in both countries had low to medium scores on the MoSCS social 

exclusion and internalized stigma subscales and SCD-HRSS doctor and nurse stigma 
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subscales; but medium to high disclosure concerns and expected discrimination scores. 

Age, income, marital status sex, employment, hydroxyurea use, genotype, and 

proximity to SCD center centers ranged for participants reporting perceived stigma from 

healthcare settings. However, only two participants in this visual analysis did not have a 

high school diploma. 
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Table 21 

Visual Analysis of Stigma Perceived from Healthcare by Country   

 Jamaica (n=8) United States (n=17)  

Exemplar Quotes of 

Stigma’s Influence on 

Self-management and 

General QoL  

Participants in both countries commonly dichotomized healthcare providers into those that they had built rapport with 

and understood how to treat their SCD and those that did not:   

 

“Well, like for me I’ve been fortunate to be around persons that who understand what is happening and is able to help me and when I 

do go see doctors outside of the clinic I explain to them that ya know this is something that I been dealing with for a while and when I 

say that this is what is happening to me, I ask them to just trust my judgement and just do what they can to help me but like I said 

there are some persons who really don’t understand it…” –P23, Jamaica  

 

Participants reported that their experiences with stigma caused stress and exacerbated their physical and mental health 

issues:  

 

“I’m pretty sure most of [my depression] comes from how I’ve been treated when I’ve been in the emergency room or when I got 

admitted and just how different like, one thing that really affected me like, really bad, was when… I was put in pediatric and they 

would just seem so sweet and then as soon as I became an adult, the same doctor started acting different towards me.” –P20, United 

States  

 

“They need to cut out that thing because like I say at the end of the day, wi done have sickle cell so you just treat wi and don’t watch 

people suffer inna pain. Them thing there nuh right….Yeah, like I tell you, mi know nobody waan suffer inna pain so might as well 

yuh just treat the person. They make it so difficult for us, yuh know. If anything dem alone can stress wi.” –P26, Jamaica 

 

Stigma perceived from healthcare influenced the self-management strategies participants used:  

 

“When mi go and dem ask mi and them look pon mi background check dem realize that I’m not really a person that come to the 

hospital so dem will treat me good, yuh understand? So ah thing like that, I try my best fi keep healthy because if I see that they treat 

me good just because of that, imagine if mi don’t keep mi self healthy and I continue to go there, yuh know what can happen. Cannot 

trust anybody, right?”-P45, Jamaica 
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Table 21 

Visual Analysis of Stigma Perceived from Healthcare by Country   

 Jamaica (n=8) United States (n=17)  

“I have to be dying to go to the ER and like, this time, my mom told me, she was like, you’re really scaring me.  You look horrible and 

I was like, ‘oh I just need more rest.  I’m gonna take more medicine.’… And she was like, ‘We feel helpless.  You’re getting sicker  and 

sicker, but you will not go to the ER and you may die doing this.’  So, I had to sign, basically a contract with my mom saying these 

three things happen, they don’t need to discuss it, they’re gonna pick me up and take me.  That’s how bad the ER is for me.” -P17, 

United States 

 

“I have never taken an abundance of pain pills, even if I was in pain because I know it’s a black person’s disease and I know we have 

that stigma of being druggies, so I don’t want to give them that privilege of saying, ‘oh he gets all these pain pills and he’s smoking 

weed.’  But no, but you can say ‘he only gets five milligram Oxycodone and he has been smoking weed,’ so it’s not as big as a slip if 

I’m getting like Toradol and all this other stuff.” –P92, United States 

 

Participants also reported that due to their pain and disease severity they had to seek care regardless:  

 

“Because some simple thing, when you go there, it’s like they know what, you know, like them ah tell you what is happening when is 

your body, yah understand? Just like when yah dere pon ward and dem ah give you medication and they ah go say ah, “Yah only 

come in here because you want, yah know, yah addicted to the meds and you exaggerate.” Yah understand, so dem thing there, they 

just like (sigh) that can make it very difficult for us, sometime we don’t even waan come. It just make it extra stressing…I have fi go, 

because when I’m in pain, I can’t even, nuh care wah they say I have fi go to the doctor.” –P26, Jamaica  

Clinical and 

Demographic 

Characteristics 

 Age (x=36.4, 25.2-46.5) 

 Male (n=3) 

 Income  

 Less than 50,000 (n=2)  

 $50,001 - $100,000 (n=1)  

 $100,001- $300,000 (n=3)  

 $3,000,001 - $4,000,000 (n=1)  

 More than $5,000,001 (n=1)  

 Marital Status  

 Single (n=7) 

 Age (x=35.7, 22.6-57.7) 

 Male (n=7) 

 Income  

 Less than $11,000 (n=7) 

 $11,001 - $20,000 (n=1) 

  $20,001 - $30,000 (n=3) 

 $30,001 - $40,000 (n=2)  

 $40,001 - $50,000 (n=2)  

 $50,001 - $75,000 (n=1)  

 More than $100,000 (n=1)  



 

 

 

180 

Table 21 

Visual Analysis of Stigma Perceived from Healthcare by Country   

 Jamaica (n=8) United States (n=17)  

 Common Law (n=1) 

 Employment status 

 Working now (n=6) 

 Unemployed (n=2)  

 Educational status greater than high school 

(n=7)   

 Proximity to SCD center in miles (x=24.3, 0.8-

55.8) 

 Genotype  

 SS (n=7) 

 SC (n=1) 

 Hydroxyurea Use (n=2) 

 Marital Status  

 Single (n=15) 

 Married (n=1) 

 Widowed (n=1) 

 Employment status 

 Working now (n=9) 

 Disabled (n=4)  

 Unemployed (n=1)  

 Student (n=3)  

 Educational status greater than high school (n=16)   

 Proximity to SCD center in miles (x=36.9, 4-94.2) 

 Genotype  

 SS (n=11) 

 SC (n=4) 

 Other (n=2)  

 Hydroxyurea Use (n=10) 

Stigma   Expected Discrimination  

 Low <4 (n=0) 

 Med 5-8 (n=3) 

 High >9 (n=5) 

 Disclosure Concerns  

 Low  <7 (n=1)  

 Med 8-12 (n=5) 

 High >13 (n=2) 

 Expected Discrimination  

 Low <4 (n=0)  

 Med 5-8 (n=9)  

 High >9 (n=8)  

 

 Disclosure Concerns  

 Low  <7 (n=1)  

 Med 8-12 (n=6) 

 High >13 (n=10) 

Quality of Life   Increased Pain Frequency > 55 (n=3) 

 Increased Pain Severity  > 55 (n=3) 

 Increased Pain Frequency > 55 (n=7) 

 Increased Pain Severity  > 55 (n=8) 



 

 

 

181 

Table 21 

Visual Analysis of Stigma Perceived from Healthcare by Country   

 Jamaica (n=8) United States (n=17)  

 Less Pain Impact >50 (n=4) 

 Less Emotional Impact >50 (n=4) 

 Less Sleep Impact >50 (n=5) 

 Less Social Functioning Impact >50 (n=6) 

 Less Stiffness Impact >50 (n=6) 

 Less Pain Impact >50 (n=15) 

 Less Emotional Impact >50 (n=15) 

 Less Sleep Impact >50 (n=13) 

 Less Social Functioning Impact >50 (n=15) 

 Less Stiffness Impact >50 (n=14) 



 

182 

 

4.5.4 Visual Analysis of Exceptional Self-Management Extreme Cases  

Four participants (two per country) were selected for a case study of exceptional 

self-management. Self-management strategies implemented were similar in Jamaica and 

the US. Participants actively engaged in stress management, exercise, medication 

management, sleep hygiene, nutrition, and hydration self-management routines to 

improve and maintain their health and treat complications of SCD. Participants had low 

to medium scores on all stigma subscales except the MoSCS disclosure concerns and 

expected discrimination, where participants had medium to high scores. All the 

participants explored in this case study also had healthy status on all ASCQ-Me 

subscales with the exception of one participant who had a score reflecting more 

emotional distress. Table 22 details the self-management strategies utilized by these 4 

individuals, as well as exemplar quotes that illuminate the commonalities in their self-

management experiences.  
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Table 22 

Exceptional Self-Management Extreme Cases 

 Jamaica (n=2) United States (n=2)  

Exemplar Quotes of Self-

Management and its 

impact on General QoL  

Participants reported that they did not always have exceptional self-management behaviors and that it took time to hone 

their skills:   

 

“…but once from I went into the hospital and I had the low blood count and all of that I started to take it up back [attended clinic] 

and said okay the most I can do is just get a regular checkup, you know, just to know where you stand. What I tell myself is that it’s 

just one life and if I’m not going to take care of my own life then who is going to do it.”  –P41, Jamaica  

 

“Because I use to think that oh okay I just have sickle cell and sickle cell is just like another sickness and this minute you feel good and 

this minute you feel sick and you know.  I just use to look at it like that it wasn’t nothing- it wasn’t such a big deal to me at the time 

until I realize that okay it seems like the older you getting the more complications you are going to get, so the best thing to do is start 

eat healthy, take care of yourself, do a little bit of exercise…” –P41, Jamaica  

 

“I mean oppose to know or like, cause I take care of myself differently than I have in the past.  Now I take my meds every day, I drink 

more water and that's just it.  That's the different things that I do that I didn't used to do.  I used to miss days of taking medication 

and just not drinking as much water as I needed too.” –P2, United States  

 

Participants were very intentional about their self-management routines and incorporated self-management habits into 

their daily lives:  

 

“A typical day, I usually get up around usually around 7:30, 8:00.  One of the first things that I need to do is see how the weather is 

going to be for the day because I need to properly dress because if I don’t I can get in trouble.”  –P22, United States  

 

“I always choose things like Yoga and Pilates because sickle cell patients have a tendency to have problems with their joints ...” –P22, 

United States  

 

“Well, I drink a lotta wata. I try to stay away from sweet drink… I’ve learned over the years what works best for me. I have wata first 

thing in the morning, last thing before I go to bed at night. And um I stay away from greasy foods, no fry foods, no fast food, limited 
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Table 22 

Exceptional Self-Management Extreme Cases 

 Jamaica (n=2) United States (n=2)  

amount of fast food. I normally prepare my own meals and most times a steam or boil, that’s how I prepare, especially my meat kind 

and um lots of vegetables and that’s it. The plainer [less salty] the food is the better it is for me.” –P23, Jamaica  

 

Participants paid attention to ques from their bodies and implemented self-management strategies accordingly:   

 

 “…sometimes I feel the crisis coming on so I have to keep warm. So I normally um I wear socks and um I’m normally well covered 

and there are times when I feel a crisis coming on and I know I have to stay away from wata. So I may not shower for that day [due 

cold water only faucets common in Jamaica]…” –P23, Jamaica  

 

“Making sure I take my medication.  Making sure that I pay attention to what my body is telling me because sometimes when you 

take off on a new endeavor you know just day-to-day living it can be stressful and if I don’t make myself aware of you know you’re 

really getting stressed out, you’re too aggravated with a situation, I can find myself in the emergency room real quick if I don’t calm 

down….but usually I do pretty good you know because I know how important it is for one thing, especially my hydroxyurea because 

before I started taking it I seemed like I stayed in the emergency room.  Now, if I do go I don’t stay as long, it’s not as bad you know so 

definitely I remember to take you know my medicine because I have noticed a change.” –P22, United States 

 

“I stopped eating pork like over the last two, three years and I seen a difference in that too like I think that got something to do with 

more energy that I have now.  Like I just eat like white meat and you know I still eat beef too, but I eat a lot of fruit, that's it, really.  

No big change besides the stop eating pork in the past three, four years.  That changed and I seen like I been having less crises…” –

P2, United States   

 

Participants relied on support from their families to self-manage their SCD:  

 

“I like a quiet environment, um my circle is small as I mentioned before. And my family helps because when I do need them to help 

out my mother will come over or my sister or brother, they do help me when I need their assistance…” –P23, Jamaica  

 

“I have a very good spouse who is very supportive and helpful.” – P41, Jamaica     
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Table 22 

Exceptional Self-Management Extreme Cases 

 Jamaica (n=2) United States (n=2)  

 When asked advice they would give to young people with SCD learning how to take care of themselves they stressed the 

importance being knowledgeable about SCD and listening to your body.  

 

“Overall, until I became a lot more aware of how my disease actually works, what causes it, what causes my body to have a sickle cell 

crisis, I found that awareness was the biggest thing that I needed to do.” -P22, United States  

“I would say listen to your body and find what your triggers are and try and avoid them. Try and avoid them but… and don’t be 

pressured into following popularity.” –P23, Jamaica  

Participants also stress the importance of managing stress and seeking enjoyment and fulfillment in life:  

“Enjoy life.  Just because you have sickle cell doesn’t mean you can’t you know you won’t have a good life.  Yes, it’s a little bit 

different in certain areas but ain’t nothing you can’t do you know, within reason.” –P22, United States  

“…do what makes you happy cause if it ain't being happy it got a lot to do with your health too.  When you feeling sad for yourself 

and I feel like that's why one of my friends died.  He let hisself go.  He stopped wanting to take care of hisself.” –P2, United States  

“Just don’t stress. My advice to the person younger than me is don’t stress. Like don’t stress over the sickle cell complication that you 

have, don’t stress about it. Don’t worry about it. You know just live life normally as anybody else who is living without sickle cell. 

And just have faith and know that if you come this far there is no way that you are going to give up on yourself and give up on life 

right now. Just continue doing what you doing, eat right, drink and rest.” –P41, Jamaica  

Self-Management 

Strategies 

 Opioid Use (n=1) 

 Uses to manage acute pain  

 Alternative Non-Pharmacological  

 Massage  

 Ointments  

 Opioid Use (n=2) 

 Uses to manage both acute and chronic pain  

 Alternative Non-Pharmacological  

 Distraction  

 Heating Pads  
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Table 22 

Exceptional Self-Management Extreme Cases 

 Jamaica (n=2) United States (n=2)  

 Rest and Relaxation  

 Exercise  

 Walking  

 Yoga  

 Hydration: almost exclusively drinks water  

 Stress Management  

 Maintains small social circle  

 Diet  

 Exercise 

 Confiding in others  

 Quiet time  

 Lightening workload  

 Distraction  

 Quiet time  

 Preventative Care  

 Avoiding extreme temperatures  

 Leg ulcer prevention  

 Physical Health  

 Pain Management 

 Leg ulcer care   

 Adequate Sleep Hygiene (n=2) 

 Nutrition  

 Fruits and vegetables   

 Avoids fast food, salt, and red meat  

 Rest and Relaxation  

 Exercise  

 Cardio exercises  

 Weight Lifting  

 Walking  

 Yoga  

 Pilates  

 Hydration: almost exclusively drinks water  

 Stress Management  

 Distraction  

 Confiding in others  

 Relaxation  

 Monitoring Stressors  

 Sleep  

  Preventative Care   

 Avoiding extreme temperatures  

 Physical Health  

 Pain Management 

 Avascular necrosis care  

 Adequate Sleep Hygiene (n=1)  

 Nutrition  

 Fruits and vegetables  

 Avoids fried foods, salt, and red meat  

Clinical and 

Demographic 

Characteristics 

 Male (n=0) 

 Income  

 Less than $50,000 (n=1)  

 $100,001- $300,000 (n=1)  

 Male (n=1) 

 Income  

 Less than 11,000 (n=2)  

 Marital Status  
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Table 22 

Exceptional Self-Management Extreme Cases 

 Jamaica (n=2) United States (n=2)  

 Marital Status  

 Single (n=1) 

 Common Law (n=1)  

 Employment status 

 Working now (n=2) 

 Educational status greater than high school 

(n=1)   

 Genotype  

 SS (n=2) 

 Hydroxyurea Use (n=1) 

 Disease severity  

 Low (n=2)  

 Single (n=1)  

 Widowed (n=1)  

 Employment status 

 Student (n=1) 

 Unemployed (n=1)  

 Educational status greater than high school (n=1)   

 Genotype  

 SS (n=2) 

 Hydroxyurea Use (n=2) 

 Disease severity  

 Med (n=1)  

 High (n=1)  

Stigma   Social Exclusion  

 Low  <7 (n=2)  

 Med 8-12 (n=0) 

 High >13 (n=0) 

 Internalized Stigma  

 Low  <7 (n=2)  

 Med 8-12 (n=0) 

 High >13 (n=0) 

 Disclosure Concerns  

 Low  <7 (n=0)  

 Med 8-12 (n=1) 

 High >13 (n=1) 

 Expected Discrimination  

 Low <4 (n=0) 

 Med 5-8 (n=1) 

 Social Exclusion  

 Low  <7 (n=1)  

 Med 8-12 (n=1) 

 High >13 (n=0) 

 Internalized Stigma  

 Low  <7 (n=2)  

 Med 8-12 (n=0) 

 High >13 (n=0) 

 Disclosure Concerns  

 Low  <7 (n=0)  

 Med 8-12 (n=1) 

 High >13 (n=1) 

 Expected Discrimination  

 Low <4 (n=0) 

 Med 5-8 (n=0) 
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Table 22 

Exceptional Self-Management Extreme Cases 

 Jamaica (n=2) United States (n=2)  

 High >9 (n=1)   High >9 (n=2) 

Quality of Life   Increased Pain Frequency > 55 (n=1) 

 Increased Pain Severity  > 55 (n=0) 

 Less Pain Impact >50 (n=2) 

 Less Emotional Impact >50 (n=1) 

 Less Sleep Impact >50 (n=2) 

 Less Social Functioning Impact >50 (n=2) 

 Less Stiffness Impact >50 (n=2) 

 Increased Pain Frequency > 55 (n=0) 

 Increased Pain Severity  > 55 (n=2) 

 Less Pain Impact >50 (n=2) 

 Less Emotional Impact >50 (n=2) 

 Less Sleep Impact >50 (n=2) 

 Less Social Functioning Impact >50 (n=2) 

 Less Stiffness Impact >50 (n=2) 
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4.6 Discussion   

4.6.1 Clinical and Demographic Differences between Countries  

This is the first study that seeks to explore the complex relationships between 

perceived stigma, demographic and clinical characteristics, SCD self-management 

strategies, and QoL in adults with SCD in the US and Jamaica. While participants in the 

Jamaica and US subsamples had similar age, sex, race, and marital status, the differences 

between the two samples included: 1) significantly higher disease severity in the US, 2) 

less frequent use of opioids in Jamaica reported in qualitative data, 3) demographic and 

clinical differences in education, insurance, employment, proximity to SCD center, and 

hydroxyurea use. 

The differences in disease severity between the two countries is the result of 

enhanced sampling for individuals with higher disease severity in the US. In Jamaica 

participants were interviewed if they were at the sickle cell clinic for their maintenance 

visits and there were no opportunities to schedule meetings with participants at a later 

date, whereas in the US there was more time and flexibility to schedule meetings with 

participants with higher disease severity. It is important to note that due to enhanced 

sampling for higher disease severity in the US, results indicating that there are 

significant differences between the two countries in ASCQ-Me disease severity and QoL 

instruments are influenced by selection bias and that these results may not be an 
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accurate representation of QoL and disease severity in populations of individuals with 

SCD in Jamaica and the US.   

The less frequent use of opioids reported in Jamaica was expected. During site 

visits to Jamaica and discussions with sickle cell healthcare providers in Jamaica it was 

found that opioids are used less frequently than in similar care settings in the US due to 

limited access. Finally demographic and clinical differences can be attributed to 

characteristic differences when to comparing Jamaica, an island and upper middle 

income country, to the US, a high income country (High income 2019; Upper middle 

income, 2019). For instance, employment and insurance were not comparable between 

the two countries because all US participants were insured due to the existence of 

Medicaid and Medicare regardless of employment. In Jamaica, more people reported 

being employed, but not having insurance. Participants in the US also had significantly 

higher educational attainment than those in Jamaica and this could impact the financial 

resources available to participants and influence their experiences with self-management 

and stigma.  Finally, all the participants in the study had access to a comprehensive 

sickle cell center and this limits the generalizability of these findings.  

4.6.2 Discussion of Quantitative Findings  

In accordance with previous literature that asserts that individuals with higher 

disease severity experience worse QoL (Mastandrea et al., 2015; McClish et al., 2005), 
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individuals in Jamaica had less pain frequency, less pain impact and interference, better 

social functioning, less stiffness and interference with mobility as a result of stiffness, 

and better sleep and less impact of SCD on sleep than individuals in the US. There were 

no significant differences in pain frequency and emotional impact. On the SCD Health-

Related Stigma Scale participants in Jamaica perceived less stigma from the general 

public, family, and less stigma on the total SCD-HRSS total scale. Scores averaged low to 

medium for the SCD-HRSS, however participants reported experiences with stigma in 

interviews that were not captured on the SCD-HRSS. On the doctor and nurse subscales, 

the prompt asks participants to report stigma perceived from doctors and nurses they 

have seen for their pain in the last month. Many participants reported having 

stigmatizing experiences with providers outside of that timespan and many resolved not 

to seek care from those healthcare settings as a result of their prior experiences. These 

participants still experienced anticipated stigma and trepidation in healthcare settings 

despite the experiences being in the past. There were no significant differences on the 

MoSCS subscales and total scale. Overall, stigma scores were low on the SCD-HRSS and 

MoSCS for both countries, with the exception of the MoSCS disclosure concerns and 

expected discrimination subscales, where scores averaged medium and high 

respectively.  
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The expected discrimination scale captures the concepts of anticipated stigma 

and expected negative treatment; hence it is unsurprising that participants reported high 

levels of expected discrimination. The results of this study are consistent with previous 

literature studying anticipated stigma in other stigmatized identities. In studies of 

stigma in populations with HIV/AIDs in South Africa anticipated stigma was found to 

be just as disruptive, and sometimes more so, than felt and enacted stigma (Gilbert & 

Walker, 2010). Existing literature in unemployed individuals in the general population 

also found that anticipated stigma negatively impacts both psychological and physical 

health conditions (O'Donnell et al., 2015).  

There were significant differences in the relationships of the outcomes and 

explanatory variables between the two countries. In the regression models, explanatory 

variables that were associated with ASCQ-Me QoL outcomes differed between Jamaica 

and the United States (see section 4.3.3 Regression Analysis). The differences in the 

models between the countries can be attributed to the sampling based differences in 

disease severity between the countries, as well as medical treatment differences.  There 

were some explanatory variables that emerged from the models that were not expected 

and not consistent with current literature or qualitative and mixed methods results. For 

instance, less stigma perceived from nurses was associated with greater pain frequency 

in Jamaica and higher pain severity in the US. These results occurred exclusively on the 
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stigma scales and mostly in Jamaica. It is speculated that these results occurred due to 

the scales not being validated in Jamaica; but it is impossible to fully explain these 

results.  Many items on the SCD-HRSS items were not appropriate for participants in 

Jamaica because they focused on stigma experiences surrounding pain management 

with opioids and many participants in Jamaica reported not using opioids frequently 

and not having access to opioids at home.  

A set of Cronbach’s coefficient alphas for QoL and stigma instruments were 

performed to determine the reliability of use of the instruments in the Jamaica and US 

subsamples. In the US, scores were 0.70 or higher for all scales except MoSCS social 

exclusion, disclosure concerns, and expected discrimination. Considering that the 

MoSCS has been previously validated in a population of individuals in the US, it is 

indeterminable why internal consistency and reliability was low for these subscales. In 

Jamaica, the ASCQ-Me pain frequency and severity subscales, SCD-HRSS subscales, and 

MoSCS subscales all had low internal consistency and reliability in this subsample. 

Considering that the scales had not been validated in Jamaica, this was expected. 

Cronbach’s coefficient alphas for the remaining ASCQ-Me QoL subscales, and SCD-

HRSS and MoSCS total scales ranged 0.75-0.90, indicating adequate to high internal 

consistency and reliability. Further testing of these QoL and stigma tools in Jamaica is 
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warranted; however, these results indicate that the tools can be adapted for use in 

Jamaica.  

The two most frequent explanatory variables present in the models were 

employment status, which includes being in school, and disease severity. In the US, 

being unemployed was associated with higher pain severity, while being employed was 

associated with less pain impact. More participants were employed in Jamaica; and in 

Jamaica being employed predicted less pain impact, less emotional distress, better social 

functioning, less stiffness and stiffness impact, and better sleep. In the US, high disease 

severity was associated with greater pain frequency, while low disease severity was 

associated with more pain severity when pain is experienced, and less stiffness and 

stiffness impact on mobility. In Jamaica, lower disease severity was associated with less 

pain impact, less emotional distress, better social functioning, less stiffness and stiffness 

impact on mobility. Employment status and disease severity were also frequently 

mentioned in interviews as factors that influenced participants’ ability to take care of 

themselves. Participants reported that their high disease severity impeded their ability 

to secure gainful employment and obtain financial resources needed to self-manage 

SCD. They also reported their ability to gain and maintain employment was impeded by 

stigma and discrimination from employers and coworkers.  
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4.6.3 Discussion of Qualitative and Mixed Methods Findings    

Surveys were administered prior to interviews; hence, individuals’ participation 

on the survey influenced their responses during the interviews. Items on the QoL 

surveys affected the interview responses about self-management strategies by 

prompting them to think of complications of SCD that might impact their QoL while the 

stigma scales promoted participants to reflect on their experiences with stigma. 

Interestingly, the low scores on the SCD-HRSS stigma scales do not reflect the interview 

responses. The SCD-HRSS asked about stigma occurring in the past 30 days. The 

interviews provided an avenue for participants to report stigma experiences that 

occurred in the past that impacted their self-management.  

The same interview guide and coding structure was used for both countries. 

Based on previous literature and expert review of the interview guide prior to data 

collection in both countries, there are more similarities than differences in self-

management and stigma experiences; thus the team was confident in using the same 

guide and coding structure. Self-management strategies were similar in Jamaica and the 

United States with the few exceptions being more opioid use in the US and participants 

in Jamaica having more plant-based diets and using herbs more frequently. Self-

management strategies varied depending on participants’ diseases severity and personal 

stories and self-management journeys, more than their country of origin. Participants 
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chosen for a visual analysis of exceptional self-management extreme cases had similar 

characteristics including disciplined and habitual self-management strategies and a 

history of learning about their body and SCD through personal experience and research. 

Participants with high disease and pain severity reported that their disease presentation 

negatively impacted their QoL and ability to self-manage, and also caused frustration 

when self-management strategies did not improve their health.  

General self-management strategies used involved hydration, stress 

management, and pain management that includes a combination of alternative and 

pharmaceutical methods. Participants in both countries utilized preventative care 

methods such as avoiding pain triggers, managing infection risks, and participating in 

foot care to prevent leg ulcers. Early detection methods were also used to manage the 

impact of complications when they do occur. For instance, participants experiencing 

retinopathy, strokes, leg ulcers, and avascular necrosis followed up with medical care 

regularly when experiencing these problems to lessen impact of complications of SCD 

on their health. Participants with exceptional self-management practices were more 

proactive with utilizing early detection and preventative care methods, whilst others 

tended to react once their body had experienced a significant amount of trauma. For 

example, participant 67 in Jamaica lamented that he did not receive a preventative eye 
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surgery to avert further sickle cell retinopathy when his ophthalmologist initially 

recommended it.   

Self-management strategies were consistent with those outlined in guidelines for 

medical management of SCD (Azar & Wong, 2017; Yawn et al., 2014). However, there 

was a lot of variation in diets and exercise routines. Participants also expressed 

frustration that there were no readily apparent preventative care methods for certain 

complications, such as stroke, and that despite implementing preventative care methods 

they experienced complications, such as leg ulcers. There was also a lot of variation in 

the diets, exercise, and sleep routines that participants had. Self-management for these 

categories varied dependent on participants’ lifestyles, disease severity, or history with 

their illness. For instance, only some participants prioritized nutrition in their self-

management routines because they had the experience of their health improving or 

declining based on their diet; whereas, overwhelmingly participants agreed that 

hydration and limiting fluid intake to mostly water was paramount in SCD self-

management.  

Publications in other countries have revealed that stigma of SCD manifests 

consistently regardless of country (Adeyemo et al., 2015; Cobo Vde et al., 2013; Dyson et 

al., 2010; Ola et al., 2016); this study unearthed some additional sources of stigma unique 

to each country. Participants in the US frequently mentioned experiencing racism in 
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addition to disease stigma in healthcare settings, while some participants in Jamaica 

conveyed that colorism influences the healthcare they receive. It is possible that the 

more frequent stigma perceived from healthcare settings in the US could be a result of 

participants experiencing both racism and disease stigma; but this is difficult to 

determine as disease severity was higher in the US. Participants in both countries also 

mentioned that classism also impacts the healthcare they receive. Future research 

exploring the compiled impact of racism, colorism, and classism is needed to determine 

the influence of these sources of discrimination on SCD self-management.  

While participants reported perceiving the most stigma from healthcare settings; 

stigma from social institutions, such as schools and workplaces, and interpersonal 

relationships, including intimate partners, family, and friends was also reported. This is 

consistent with previous literature (Bulgin, Tanabe, & Jenerette, 2018), however, this 

study further explored the impact that stigma has on self-management. Social support 

was identified as a key component of self-management; thus, the primary way that 

stigma sourced from interpersonal relationships impacted self-management was by 

making it difficult to initiate and maintain interpersonal relationships and causing 

stress. Stigma from workplaces and schools hindered individuals’ ability to maintain the 

employment needed to generate financial resources needed to self-manage.  
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Stigma perceived from healthcare settings caused participants to not only resort 

to delayed and avoidant care seeking behaviors, as is reported in previous literature 

(Bulgin et al., 2018), but also caused participants to avoid requesting and taking opioids. 

Participants in the US were more likely to report adopting these altered care seeking and 

pain management strategies. However, a visual analysis of participants in both countries 

analyzing perceived stigma from healthcare, revealed that participants in Jamaica that 

use opioids or have higher disease severity have similar experiences regarding SCD 

stigma. Furthermore, age, income, sex, employment, hydroxyurea use, genotype, and 

proximity to SCD center centers varied for both countries, suggesting that participants 

perceived stigma from healthcare settings regardless of clinical and demographic 

characteristics. 

4.6.4 Limitations   

The convenience sampling used during data collection limits the generalizability 

of these findings. Participants interviewed in both countries were highly educated. In 

the subsample of participants interviewed only 5 of the 40 interviewed had below a high 

school diploma. Enhanced sampling occurred in the US for individuals with high 

disease severity, in contrast the majority of participants in Jamaica reported low disease 

severity. Enhanced sampling or high disease severity did not occur in Jamaica due to 

limited time and resources. This study is unable to determine if individuals in Jamaica 
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have higher or lower disease severity than those in the US. It is also undeterminable 

whether similar enhanced sampling methods for high disease severity being used in 

Jamaica could have revealed additional similarities or differences in self-management 

strategies between the two countries.   

There is also a limitation to note in the scoring of the SCD-MHC, the instrument 

used to measure disease severity. Each item is not an equal representation of disease 

severity; it is possible that two individuals could score the same and one have higher or 

lower disease severity than the other. Another limitation that restricts understanding of 

disease severity in this sample is that genotype was self-reported and not verified by 

medical records. Verification of self-reported genotypes was written into the protocol for 

both Jamaica and the US but was not done during data collection due to an oversight. 

Genotypes are being verified at this time. 

Finally two additional limitations influence the interpretation of quantitative 

results. 1) Socioeconomic status, insurance, and education were not comparable and 

consequentially not included in the regression models. 2) None of the measures used 

were validated in Jamaica. Some items on the SCD-HRSS were not appropriate for 

individuals in Jamaica as they assumed that individuals used opioids to treat their pain.  

Scores on the ASCQ-Me measures are compared to a normative referent population of 

556 individuals with SCD in the US. Despite these limitations the convergent parallel 
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mixed methods design made it possible to have a more robust understanding of 

participants’ self-management, health-related QoL, and stigma experiences and how 

their demographic and clinical characteristics impact these experiences. 

4.7 Conclusion  

This study sought to 1) determine the influences of perceived stigma and 

demographic and clinical characteristics on SCD self-management and QoL in adults 

with SCD and 2) describe the relationship between SCD self-management strategies and 

QoL in the US and Jamaica. This study had several significant findings concerning the 

relationships between self-management, health-related QoL, and stigma. Although self-

management strategies between Jamaica and the US were fundamentally similar, 

differences included more emphasis on nutrition and less opioid use in Jamaica. Self-

management strategies and decisions were largely dependent on participants’ disease 

severity and personal experiences and journeys managing SCD overtime. Access to 

financial resources and social support were essential facilitators of self-management. In 

spite of this, participants reported perceived stigma from interpersonal relationships 

and in schools and workplaces and had high expected discrimination scores. 

Furthermore, being employed was significantly associated with improved health-related 

QoL in both countries. Finally, participants scored high on the MoSCS expected 

discrimination subscale; and a visual analysis of stigma perceived from healthcare by 
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country suggests that participants perceive stigma from healthcare settings regardless of 

clinical and demographic characteristics. Stigma perceived from healthcare providers 

manifested similarly between the two countries with the exception of racism being 

perceived in the US and colorism in Jamaica. Stigma influenced participants’ self-

management strategies by leading to delayed or avoided care seeking and pain 

management. Findings from this study will be used to generate hypotheses for future 

studies seeking to improve self-management and QoL of individuals with SCD in the 

presence of stigma.  
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5. Conclusion  

5.1 Summary of Findings   

The purpose of this dissertation was to provide a better understanding of the 

concepts of self-management, quality of life (QoL) and stigma in adults with sickle cell 

disease (SCD) in Jamaica and the United States (US). The purpose of this dissertation 

was accomplished through 1) a systematic literature review examining the concept of 

stigma of SCD, 2) a pilot study assessing the Adult Sickle Cell Quality of Life 

Measurement Information System (ASCQ-Me) and the Jenerette Self-Care Assessment 

(J-SAT) Tools in adults with SCD, and 3) a cross sectional convergent parallel mixed-

methods study designed to explore the relationships between stigma, demographic and 

clinical characteristics, and QoL in the US and Jamaica.   

5.1.1 Stigma of Sickle Cell Disease: A Systematic Review  

Chapter 2 synthesized findings from 27 studies and conclusions from this review 

revealed that 1) sources of stigma were varied including institutions, healthcare systems 

and providers, and interpersonal relationships; 2) stigma had negative impacts on 

participants’ social, psychological, and physiological well-being; and 3) stigma had 

resulted in poor patient-provider relationships and altered care-seeking behaviors in 

individuals with SCD. Several gaps in the literature were also identified including the 
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need for more research assessing how different sources of stigma impact self-

management and QoL in individuals with SCD.  

5.1.2 A Pilot Test of the ASCQ-Me and J-SAT Tools in Adults with 

Sickle Cell Disease 

A pilot study assessing the ASCQ-Me and J-SAT tools in 20 individuals with 

SCD in North Carolina was conducted to determine the feasibility of using the two 

instruments as there were no studies detailing use of the ASCQ-Me and J-SAT. The tools 

were determined to be feasible; and useful information regarding the scoring of the 

ASCQ-Me was uncovered during this pilot study. Results from this pilot were used to 

inform the study conducted in Chapter 4 of this dissertation.  

5.1.3 Understanding the Intersection of Stigma, Self-Management, and 

Quality of Life of Sickle Cell Disease 

A mixed method, multi-site study was conducted in Jamaica and the United 

States to better understand the relationships between self-management, health-related 

QoL, and stigma in adults with SCD. Key findings from this study include the following. 

1) Individuals with SCD in both countries scored high on the MoSCS expected 

discrimination subscale. 2) Being employed and low disease severity are significantly 

associated with better health-related QoL in individuals with SCD in Jamaica and the 

US. 3) Self-management strategies in Jamaica and the US are fundamentally similar, 

with the exceptions of opioids being utilized less in Jamaica and the importance of 
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nutrition being stressed more in Jamaica. Participants in both countries used their 

personal knowledge and experiences to shape their self-management strategies and 

routines and some expressed frustration because they were not seeing improved health 

despite self-management efforts. 4) Participants reported experiencing stigma in 

interpersonal relationships and social institutions and this impacted their access to the 

social support and financial resources they need to self-manage SCD. 5) Participants 

reported perceiving stigma from healthcare providers regardless of country and clinical 

and demographic characteristics. These experiences caused some participants to adopt 

maladaptive self-management strategies. 

5.2 Implications for Research and Practice     

 This dissertation is believed to be the first to assess the concepts of self-

management, health-related QoL, and stigma using a mixed methods, multisite 

approach. Findings from this dissertation indicate the need for future research.   

5.2.1 Self-Management  

The qualitative results presented in Chapter 4 of this dissertation study are the 

first to explore SCD self-management strategies using an in-depth, semi-structured 

interview guide and interviewing participants with varied clinical and demographic 

characteristics. Previous studies have focused on self-management strategies that 

promote optimal health (Tanabe et al., 2010) and individuals that have aged successfully 
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with SCD (C. M. Jenerette & Lauderdale, 2008). Findings in Chapter 4 provide 

information about barriers and facilitators to self-management, and consequently offers 

a more complete representation of how individuals with varying disease severity and 

life experiences make decisions about self-management. 

There is currently no instrument assessing self-management in SCD. The 

Jenerette Self-Care Assessment Tool that was piloted in Chapter 3 of this dissertation 

focuses on the concept of self-care and not disease management. The robust and 

diversified qualitative self-management findings resulting from this study can be used 

to develop a tool to measure SCD self-management. In 1986, the first study reporting the 

effectiveness of prophylactic antibiotics for children with SCD under age 5 was 

published; and subsequently survival into adulthood has increased for patients with 

SCD in some countries (Gaston et al., 1986). Due to SCD being considered a “childhood 

disease” until recent decades, SCD self-management research is still in its infancy. 

Although children are now surviving into adulthood, risk of death is high for young 

adults (Quinn, Rogers, McCavit, & Buchanan, 2010); and this has been attributed to 

difficulty self-managing SCD when transitioning from pediatric to adult care (Kayle, 

Tanabe, Shah, Baker-Ward, & Docherty, 2016). In other chronic illnesses, such as 

diabetes and asthma, self-management tools have been used to screen for barriers to 

self-management and provide personalized self-management support (Eikelenboom et 
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al., 2015; Schilling et al., 2009). Results of this study reveal that there are indications for 

both a self-management tool and a self-management readiness tool for SCD. These tools 

have implications for both researchers and healthcare providers. SCD specific self-

management and self-management readiness tools could lead to better screening for 

clinicians and researchers to help determine when to implement or evaluate 

interventions that would promote self-management in individuals with SCD.  

SCD affects millions worldwide; the development of tools that can be used in a 

variety of settings and countries has implications for use by both researchers and 

healthcare providers globally. Results from this dissertations study revealed that self-

management is fundamentally similar between the two countries. The multisite 

interview data in Chapter 4 of this dissertation could be used to develop a general SCD 

self-management tool that can be validated and utilized in several countries.  However 

in Jamaica, further interviews with individuals with higher disease severity may be 

needed prior to the development of a comprehensive SCD self-management tool.  

In Chapter 4, participants reported that they desired more standardized self-

management knowledge, including information about nutrition and ways to decrease 

their risks for strokes, avascular necrosis, leg ulcers, and organ failure. Currently there is 

no evidence-based curriculum for self-management of SCD. There are informal 

guidelines and materials available but they are not widespread and mandated. A 2018 
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study conducted in Ghana found that self-management education provided by 

healthcare providers was inconsistent and there is a need for standardized guidelines 

detailing effective SCD self-management (Druye et al., 2018). In comparison to diabetes, 

a chronic illness similar to SCD in that there is varying presentation, severity, and 

complications can impact any system in the body, SCD lags in self-management 

knowledge. The American Diabetes Association has a recognized education program to 

promote standardized and quality education for individuals with diabetes (Beck et al., 

2017). The results of this study can aid in the development of a similar model in SCD. 

This tool is not only useful for SCD healthcare providers and their patients, but also 

primary care providers and other healthcare specialists that may struggle to educate and 

advise their patients with SCD on best self-management practices.   

5.2.2 Quality of Life  

In Chapter 4, participants in both countries averaged normal to healthy status on 

the ASCQ-Me subscales. As stated in Chapter 3, it is important to note that in the testing 

of ASCQ-Me and the comparison of ASCQ-Me to PROMIS, adults with SCD were 

always less healthy than the general population, even those with low disease severity (S. 

Keller et al., 2017). Healthy status on the subscales for individuals surveyed in this 

dissertation does not equate to better health-related QoL, rather, healthy status 

compared to their counterparts with SCD. To put this into perspective, only one 
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participant of the 100 surveyed reported never having experienced a vaso-occlusive 

crisis in their life.  

The ASCQ-Me provided information about the health-related QoL of these 

individuals. In the interviews and visual analyses, descriptions of how participants’ QoL 

was impacted by SCD stigma and self-management emerged. Namely, participants 

spoke about how their QoL is impacted by stigma and how stigma impedes their ability 

to self-manage their SCD by limiting their access to social support and financial 

resources. Participants also spoke about how having social roles and responsibilities 

motivated them to take better care of themselves. Complementary to these findings was 

the result that employment and disease severity were the most frequently associated 

with better status on ASCQ-Me QoL outcomes in the regression models. These findings 

have research implications for the development of studies that seek to help individuals 

with SCD balance managing their SCD, while maintaining gainful employment. 

Additionally, the findings of this study could provide insight to school and occupational 

health nurses on the lived experience of individuals with SCD struggling to initiate and 

maintain gainful employment.   

To the best of the knowledge of this study team, the ASCQ-Me has not been 

validated or used in Jamaica prior to this dissertation. During site visits in Jamaica, the 

ASCQ-Me was pilot tested in SCD providers and patients and then used in Chapter 4 of 
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this dissertation. In both situations the ASCQ-Me performed well. The only stipulation 

creating a limitation for the use of the ASCQ-Me in Jamaica is that to score the measures 

the Jamaican sample had to be compared to a calibration sample in the US. This 

dissertation study supports the case for validation of the ASCQ-Me in Jamaica.  

5.2.3 Stigma   

It is impossible to address any issue in SCD without considering the impact of 

stigma. Stigma of SCD is pervasive worldwide and influences self-management 

decisions and QoL. Due to the traumatizing nature of stigma experiences, it was 

expected, during interviews conducted for the Chapter 4 study, that participants may 

not be comfortable talking about their experiences. To build rapport, each interview 

began with friendly questions, casual conversation, and an overview of the project. 

However, many participants were still uncomfortable sharing and reflecting on their 

stigma experiences. This dissertation has methodological implications for researchers 

seeking to study stigma experiences in individuals with SCD. It is suggested that in 

future qualitative studies assessing stigma of SCD multiple data collection points should 

be utilized to build trust amongst the interviewer and participant (Dempsey, Dowling, 

Larkin, & Murphy, 2016).  

Despite this limitation, this dissertation expands the discussion of stigma of SCD 

from mainly healthcare providers to other sources. Furthermore, results from content 



 

 

211 

analysis of qualitative data and visual analysis provide an in-depth exploration into how 

stigma impacts the self-management strategies of individuals with SCD and how they 

navigate both their personal lives and healthcare systems. These findings can be used to 

educate healthcare providers, including social workers and patient navigators, about 

issues that their patients face. Additionally, findings from this dissertation can be used 

to develop interventions to decrease and eliminate stigma in social and healthcare 

settings and help individuals improve their self-management and QoL in the presence of 

stigma.  

The MoSCS and SCD-HRSS scales have not been used or validated in Jamaica 

before. During pilot testing of the SCD-HRSS, it was determined that participants did 

not find items pertaining to stigma associated with opioid use to be relatable because 

many did not use opioids or only used had access to them in healthcare settings. The 

SCD-HRSS was used in Jamaica despite these concerns. Although it is unprovable, it is 

suspected that the regression models produced some confusing results due to use of the 

SCD-HRSS in Jamaica. Results from this dissertation study do not support use of the 

SCD-HRSS in individuals with SCD in Jamaica that do not use opioids. The MoSCS was 

not piloted in Jamaica, however it did perform well and participants found the subject 

matter of the items to be relevant to their experiences. Results from this dissertation 

support further exploration of validation of the MoSCS in Jamaica.  
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5.3 Conclusion       

The findings from the multiple studies and investigations completed in this 

dissertation provide insight into the self-management, health-related QoL, and stigma, 

experiences of individuals with SCD in Jamaica and the United States. Understanding 

these concepts and their relationships can help researchers develop interventions to 

improve self-management and QoL amongst individuals with SCD despite the barriers 

they experience. 
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Appendix A. Demographic Surveys  

Jamaica Demographic Questionnaire 

Geography 

1. What parish do you live in? 
    ____________ 

2. What community do you live in within ___ parish?  

 

Current Age 

1.  What is your birthdate?  

MM/DD/YYYY________________; 

[ ] Don't Know [ask follow-up question];   

[ ] Refused 

2.  [Follow-up question if "don't know":]  

About how old are you?  

AGE _______; 

[ ] Don't Know 

[ ] Refused  

 

Sex 

1. What is your sex?   

[ ] MALE 

[ ] FEMALE  

[ ] REFUSED  

[ ] DON'T KNOW 

[ ] Prefer to self-describe _______ 

 

Race 

1. What race or races do you consider yourself to be? Please select one or more.  

   CHECK ALL THAT APPLY 

[ ] AMERICAN INDIAN OR ALASKA NATIVE 

[ ] ASIAN  
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[ ] BLACK OR AFRICAN AMERICAN 

[ ] NATIVE HAWAIIAN OR PACIFIC ISLANDER  

[ ] WHITE 

[ ] OTHER 

[ ] DON’T KNOW 

[ ] REFUSED 

 

2. What group(s) represent your origin or ancestry (EXAMPLE: Filipino, Mexican, 
East Indian, Korean, Somoan, Nigerian, Ghanaian). Write all that apply.  

_______________________; 

[ ] Don't Know 

[ ] Refused  

 

Ethnicity 

1. Do you consider yourself to be Hispanic, Latino, or of Spanish origin?  

[ ] YES [ask follow-up question] 

[ ] NO 

[ ] REFUSED 

[ ] DON'T KNOW 

[ ] PREFER NOT TO ANSWER  

2. What group(s) represent your Hispanic/Latino or Spanish origin or ancestry 
(EXAMPLE: Cuban, Mexican, Puerto Rican, Guatemalan). Write all that apply.  

_______________________; 

[ ] Don't Know 

[ ] Refused 

3. Select the group(s) that you feel represents your national and/or cultural 
traditions most accurately.  

[ ] Jamaican  

[ ] American  

[ ] Other ________________ 
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Current Educational Attainment 

1. What is the highest grade or level of school you have completed or the highest 
degree you have received? 

[ ] NEVER ATTENDED; 

[ ] GRADE 1; 

[ ] GRADE 2; 

[ ] GRADE 3; 

[ ] GRADE 4; 

[ ] GRADE 5; 

[ ] GRADE 6; 

[ ] GRADE 7; 

[ ] GRADE 8; 

[ ] GRADE 9; 

[ ] GRADE 10; 

[ ] GRADE 11; NO DIPLOMA  

[ ] HIGH SCHOOL GRADUATE  

[ ] SOME COLLEGE, NO DEGREE; 

 

 [ ] ASSOCIATE DEGREE:    
OCCUPATIONAL, TECHNICAL, OR 
VOCATIONAL PROGRAM; 

[ ] ASSOCIATE DEGREE: ACADEMIC 
PROGRAM; 

[ ] BACHELOR'S DEGREE (EXAMPLE: 
BA, AB, BS, BBA); 

[ ] MASTER'S DEGREE (EXAMPLE: 
MA, MS, MEng, MEd, MBA); 

[ ] PROFESSIONAL SCHOOL 
DEGREE (EXAMPLE: MD, DDS, DVM, JD); 

[ ] DOCTORAL DEGREE (EXAMPLE: 
PhD, EdD); 

[ ] REFUSED; 
[ ] DON'T KNOW 

Hemoglobin Characterization   

Annotate if obtained from self-report or medical record: 
 _______________________ 

Sickle Cell Disease Phenotype: 

 SS Disease   S Beta 0 Thal   SC Disease   S Beta + Thal   Other 
variant  

 

Hydroxyurea Use 

1. Do you take hydroxyurea for your sickle cell disease?  

 [ ] Yes 

 [ ] No 

 [ ] Don’t know 

If no,  

1a. Have you ever taken hydroxyurea for your sickle cell disease?  
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 [ ] Yes 

 [ ] No 

 [ ] Don’t know 

 

Current Employment Status  

1. We would like to know about what you do --are you working now, looking for 
work, retired, keeping house, a student, or what? 

 [ ] WORKING NOW 

 [ ] ONLY TEMPORARILY LAID OFF, SICK LEAVE OR MATERNITY LEAVE 

 [ ] LOOKING FOR WORK, UNEMPLOYED 

 [ ] NOT LOOKING FOR WORK, UNEMPLOYED  

 [ ] RETIRED 

 [ ] DISABLED, PERMANENTLY OR TEMPORARILY 

 [ ] KEEPING HOUSE 

 [ ] STUDENT 

 [ ] OTHER (SPECIFY):_______________________ 

 

Family  

1. What is your current marital or cohabiting status? 

 [ ] Married 

 [ ] Not married but living together 

 [ ] Widowed 

 [ ] Divorced or annulled 

 [ ] Separated 

 [ ] Never been married 

2. How many children do you have?  

         Number of Children: ____________ 

3. Does anyone in your family have sickle cell disease? 

 [ ] Immediate Family  

 [ ] Extended family  

  



 

 

217 

Health Insurance Coverage  

1. Are you currently covered by any of the following types of health insurance or 
health coverage plans? 
a. Insurance through a current or former employer or union (of yours or another 

family member’s).  

[ ] Covered 

[ ] Not Covered 

[ ] Not Sure 

b.  Insurance purchased directly from an insurance company (by you or another 
family member).  

[ ] Covered 

[ ] Not Covered 

[ ] Not Sure 

 

2.  Does this mean you currently have no health insurance or health coverage plan? 
In answering this question, please exclude plans that pay for only one type of 
service (such as, nursing home care, accidents, family planning, or dental care) 
and plans that only provide extra cash when hospitalized. 

[ ] I do NOT have health insurance 

[ ] I HAVE some kind of health insurance 

a. What type of health insurance do you have? 
_______________________________ 

 

Occupation 

1. What is your occupation? 

 ___________________ 

 

Socioeconomic Status  

1. What is your best estimate of the total income of all family members from all 
sources, before taxes, in [last calendar year in 4 digit format]? 

[ENTER INCOME] ______________ 

2. Who lives at home with you? (Tick all that apply) 
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Persons who live with 
respondent: 

Yes 
[1] 

 
No [0] 

Number(s) 

Father    

Stepfather    

Mother    

Stepmother    

Guardian    

Grandparents/ Great 
grandparents 

   

Aunt(s)/Uncle(s)    

Brother(s)    

Sister(s)    

Other Relative(s)    

Other non-relative(s)    

Total no. of persons (Exclude 
respondent) 

   

 

3. How many rooms do you have inside your house?  
_____ Bedroom(s) 
_____ Bathroom(s) 
_____ Kitchen(s)  
_____ Living Room(s) 
_____ Dining Room(s)  
_____ Study Room(s)  
_____ Additional Room(s)  
 Describe: _______ 
 

4. How many of the following possessions do you have in your house? (Tick all that 
apply) 

 _________ Total Items  
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[ ] Sewing machine [ ] Video cassette    

recorder/VCR/DVD 

[ ] Gas stove/ Electric stove [ ] Washing machine 

[ ] Refrigerator or freezer [ ] TV set 

[ ] Microwave oven [ ] Cable TV 

[ ] Air conditioner [ ] Satellite dish/DSS 

[ ] Fan [ ] Bicycle 

[ ] Telephone [ ] Motorbike 

[ ] Radio/cassette player [ ] Car, other vehicle 

[ ] Stereo equipment/component set [ ] Computer/Printer/Fax, etc. 

[ ] Compact Disk/CD player [ ] Internet access 

 

United States Demographic Questionnaire 

Geography 

1. What is your Zip code? 

                   ___________ 

Current Age 

1.  What is your birthdate?  

 

MM/DD/YYYY________________; 

 

[ ] Don't Know [ask follow-up question];   

[ ] Refused 

    

2.  [Follow-up question if "don't know":]  

About how old are you?  
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AGE _______; 

  

[ ] Don't Know 

[ ] Refused  

Sex 

1. What is your sex?   

[ ] 1 MALE 

[ ] 2 FEMALE  

[ ] 7 REFUSED  

[ ] 8 DON'T KNOW 

 

Race 

1. What race or races do you consider yourself to be? Please select one or more.  

   CHECK ALL THAT APPLY. 

[ ] AMERICAN INDIAN OR ALASKA NATIVE 

[ ] ASIAN  

[ ] BLACK OR AFRICAN AMERICAN 

[ ] NATIVE HAWAIIAN OR PACIFIC ISLANDER  

[ ] WHITE 

[ ] OTHER 

[ ] DON’T KNOW 

[ ] REFUSED 

 

2. What group(s) represent your origin or ancestry (EXAMPLE: Filipino, Mexican, 
East Indian, Korean, Somoan, Nigerian, Ghanaian). Write all that apply.  

_______________________; 

[ ] Don't Know 

[ ] Refused  

 

Ethnicity 

1. Do you consider yourself to be Hispanic, Latino, or of Spanish origin?  

[ ] YES [ask follow-up question] 
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[ ] NO 

[ ] REFUSED 

[ ] DON'T KNOW 

 

2. What group(s) represent your Hispanic/Latino or Spanish origin or ancestry 
(EXAMPLE: Cuban, Mexican, Puerto Rican, Guatemalan). Write all that apply.  

_______________________; 

 

[ ] Don't Know 

[ ] Refused 

 

3. Select the group(s) that you feel represents your national and/or cultural 
traditions most accurately.  

[ ] Jamaican  

[ ] American  

[ ] Other ________________ 

 

Current Educational Attainment 

1. What is the highest grade or level of school you have completed or the highest 
degree you have received? 

[ ] NEVER ATTENDED/KINDERGARTEN ONLY; 

[ ] 1ST GRADE; 

[ ] 2ND GRADE; 

[ ] 3RD GRADE; 

[ ] 4TH GRADE; 

[ ] 5TH GRADE; 

[ ] 6TH GRADE; 

[ ] 7TH GRADE; 

[ ] 8TH GRADE; 

[ ] 9TH GRADE; 

[ ] 10TH GRADE; 

[ ] 11TH GRADE; 
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[ ] 12TH GRADE, NO DIPLOMA; 

[ ] HIGH SCHOOL GRADUATE; 

[ ] GED OR EQUIVALENT; 

[ ] SOME COLLEGE, NO DEGREE; 

[ ] ASSOCIATE DEGREE: OCCUPATIONAL, TECHNICAL, OR VOCATIONAL 
PROGRAM; 

[ ] ASSOCIATE DEGREE: ACADEMIC PROGRAM; 

[ ] BACHELOR'S DEGREE (EXAMPLE: BA, AB, BS, BBA); 

[ ] MASTER'S DEGREE (EXAMPLE: MA, MS, MEng, MEd, MBA); 

[ ] PROFESSIONAL SCHOOL DEGREE (EXAMPLE: MD, DDS, DVM, JD); 

[ ] DOCTORAL DEGREE (EXAMPLE: PhD, EdD); 

[ ] REFUSED; 

[ ] DON'T KNOW 

 

Hemoglobin Characterization   

Annotate if obtained from self-report or medical record: _______________________ 

Sickle Cell Disease Phenotype: 

 SS Disease   S Beta 0 Thal   SC Disease   S Beta + Thal   Other variant  

 

Hydroxyurea Use 

1. Do you take hydroxyurea for your sickle cell disease?  
 [ ] Yes 

 [ ] No 

 [ ] Don’t know 

 

Current Employment Status  

1.  We would like to know about what you do --are you working now, looking for 
work, retired, keeping house, a student, or what? 

 

[ ] WORKING NOW 

[ ] ONLY TEMPORARILY LAID OFF, SICK LEAVE OR MATERNITY LEAVE 

[ ] LOOKING FOR WORK, UNEMPLOYED 

[ ] RETIRED 
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[ ] DISABLED, PERMANENTLY OR TEMPORARILY 

[ ] KEEPING HOUSE 

[ ] STUDENT 

[ ] OTHER (SPECIFY):_______________________ 

 

Current Marital Status  

1. What is your current marital or cohabiting status? 
 

[ ] Married 

[ ] Not married but living together 

[ ] Widowed 

[ ] Divorced or annulled 

[ ] Separated 

[ ] Never been married 

 

Children 

1. How many children do you have?  
         Number of Children: ____________ 

 

Health Insurance Coverage  

1.  Are you currently covered by any of the following types of health insurance or 
health coverage plans? 
a. Insurance through a current or former employer or union (of yours or another 

family member’s). This would include COBRA coverage. 
[ ] Covered 

[ ] Not Covered 

[ ] Not Sure 

b. Insurance purchased directly from an insurance company (by you or another 
family member). This would include coverage purchased through an 
exchange or marketplace, such as HealthCare.gov. 

[ ] Covered 

[ ] Not Covered 

[ ] Not Sure 

c. Medicare, for people 65 and older, or people with certain disabilities. 
[ ] Covered 
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[ ] Not Covered 

[ ] Not Sure 

d. Medicaid, Medical Assistance (MA), the Children’s Health Insurance Program 
(CHIP), or any kind of state or government-sponsored assistance. Plan based 
on income or a disability. 

[ ] Covered 

[ ] Not Covered 

[ ] Not Sure 

e.  TRICARE or other military health care, including VA health care. 
[ ] Covered 

[ ] Not Covered 

[ ] Not Sure 

f.  Indian Health Service. 
[ ] Covered 

[ ] Not Covered 

[ ] Not Sure 

g. Any other type of health insurance coverage or health coverage plan 
[ ] Covered 

[ ] Not Covered 

[ ] Not Sure 

2. Does this mean you currently have no health insurance or health coverage plan? 
In answering this question, please exclude plans that pay for only one type of 
service (such as, nursing home care, accidents, family planning, or dental care) 
and plans that only provide extra cash when hospitalized. 

[ ] I do NOT have health insurance 

[ ] I HAVE some kind of health insurance 

a.  What type of health insurance do you have? 
_______________________________ 

 

Occupation 

1. What is your occupation? 

 ___________________ 
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Socioeconomic Status  

Which of the following ranges best describes your yearly household income?  

☐ Less than $11,000 

☐ $11,001 - $20,000 

☐ $20,001 - $30,000 

☐ $30,001 - $40,000  

☐ $40,001 - $50,000                 

☐ $50,001 - $75,000                 

☐ $75,001 - $100,000               
☐ More than $100,000  
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Appendix B. Measures  

Adult Sickle Cell Quality of Life Measurement System (ASCQ-Me) 
 

SCD Medical History Checklist 

 

1.Have you ever had open sores on your legs or feet (leg ulcers)?  

□Yes 

□No 

 

2.Has a doctor or nurse ever told you that you have lung damage?  

□Yes 

□No 

 

3.Has a doctor or nurse ever told you that you have kidney damage?  

□Yes 
□No 

 

4.Has a doctor or nurse ever told you that you have eye damage called retinopathy? 

□Yes 

□No 

 

5.Has a doctor or nurse ever told you that you have damage to your hip or shoulder due to 

sickle cell disease? 

□Yes 

□No 

 

6.Has a doctor or nurse ever told you that you have had a stroke? 

□Yes 

□No 
 

7.Has your spleen either been removed or seriously damaged due to sickle cell disease? 

□Yes 
□No 

 

8.Do you get regular blood transfusions for your sickle cell disease? 

□Yes 
□No 

 

9.Do you take pain medicine every day for your sickle cell disease? 

 

□Yes 

□No 
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Pain Episode Frequency and Severity 

 

 1. In the past 12 months, how many sickle cell pain attacks (crises) did you have?  
□ I did not have a pain attack (crisis) in the past 12 months  

□ 1  

□ 2  
□ 3  

□ 4 or more  

 

2. When was your last pain attack (crisis)?  
□ I’ve never had a pain attack (crisis)  

□ More than 5 years ago  
□ 1-5 years ago  

□ 7-11 months ago  

□ 1-6 months ago  

□ 1-3 weeks ago  
□ Less than a week ago  

□ I have one right now  

 

 3. Using any number from 0 to 10, where 0 is no pain and 10 is the worst pain imaginable, 

how severe was your pain during your last pain attack (crisis)?  
□ 0 No pain  
□ 1  

□ 2  

□ 3  

□ 4  
□ 5  

□ 6  

□ 7  
□ 8  

□ 9  

□ 10 Worst pain imaginable  

□ I’ve never had a pain attack (crisis)  
 

4. How much did your last pain attack (crisis) interfere with your life?  
□ I’ve never had a pain attack (crisis)  
□ Not at all, I did everything I usually do  

□ I had to cut down on some things I usually do  

□ I could not do most things I usually do  
□ I could not take care of myself and needed some help from family or friends  

□ I could not take care of myself and needed constant care from family, friends, doctors, or nurse  



 

 

228 

5. About how long did your most recent pain attack (crisis) last?  
□ I’ve never had a pain attack (crisis)  

□ Less than 1 hour  

□ 1-12 hours  
□ 13-23 hours  

□ 1-3 days  

□ 4-6 days  

□ 1-2 weeks  
□ More than 2 weeks  
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Pain 

 

1. In the past 7 days, how often did you have pain so bad that you could not do anything for 

a whole day?  

□ Never  

□ Rarely  
□ Sometimes  

□ Often  

□ Always  
 

2. In the past 7 days, how often did you have pain so bad that you could not get out of bed?  

□ Never  
□ Rarely  

□ Sometimes  

□ Often  

□ Always  
 

3. In the past 7 days, how often did you have very severe pain?  

□ Never  
□ Rarely  

□ Sometimes  

□ Often  
□ Always  

 

4. In the past 7 days, how often did you have pain so bad that you had to stop what you were 

doing?  
□ Never  

□ Rarely  

□ Sometimes  
□ Often  

□ Always  

 

5. In the past 7 days, how often did you have pain so bad that it was hard to finish what you 

were doing?  

□ Never  

□ Rarely  
□ Sometimes  

□ Often  

□ Always  
 

 

 

 
  



 

 

230 

Emotional Distress  
 

1. In the past 7 days, how often did you feel completely hopeless because of your health? 

□ Never  
□ Rarely  

□ Sometimes  

□ Often  

□ Always  
 

2. In the past 7 days, how lonely did you feel because of your health problems? 

□ Not at all  
□ A little  

□ Somewhat  

□ Quite  

□ Very  
 

3. In the past 7 days, how depressed were you about your health problems? 

□ Not at all  
□ A little  

□ Somewhat  

□ Quite  
□ Very  

 

4. In the past 7 days, how much did you worry about getting sick?  

□ Not at all  
□ A little bit  

□ Somewhat  

□ Quite a bit  
□ Very much  

 

5. In the past 7 days, how often were you very worried about needing to go to the hospital?  
□ Never  

□ Rarely  

□ Sometimes  

□ Often  
□ Always  
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Sleep  
 

1. In the past 7 days, how often did you stay up most of the night because you could not fall 

asleep? 
□ Never  

□ Rarely  

□ Sometimes  

□ Often  
□ Always  

 

2. In the past 7 days, how often was it very easy for you to fall asleep?  
□ Never  

□ Rarely  

□ Sometimes  

□ Often  
□ Always  

 

3. In the past 7 days, how often did you have a lot of trouble falling asleep?  
□ Never  

□ Rarely  

□ Sometimes  
□ Often  

□ Always  

 

4. In the past 7 days, how often did you stay up all night because you could not fall asleep?  
□ Never  

□ Rarely  

□ Sometimes  
□ Often  

□ Always  

 

5. In the past 7 days, how often did you stay up half of the night because you could not fall 

asleep?  

□ Never  

□ Rarely  
□ Sometimes  

□ Often  

□ Always  
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Social Functioning  
 

1. In the past 30 days, how much did you rely on others to take care of you because of your 

health?  
□ Not at all  

□ A little bit  

□ Somewhat  

□ Quite a bit  
□ Very much  

 

2. In the past 30 days, how often did your health slow you down? 
□ Never  

□ Rarely  

□ Sometimes  

□ Often  
□ Always  

 

3. In the past 30 days, how often did your health make it hard for you to do things?  
□ Never  

□ Rarely  

□ Sometimes  
□ Often  

□ Always  

 

4. In the past 30 days, how often did your health keep you from going out?  
□ Never  

□ Rarely  

□ Sometimes  
□ Often  

□ Always  

 

5. In the past 30 days, how much did your health make it hard for you to do things with 

your friends?  

□ Not at all  

□ A little bit  
□ Somewhat  

□ Quite a bit  

□ Very much  

 

 

  



 

 

233 

Stiffness  
 

1. In the past 7 days, how often were your joints very stiff when you woke up?  

□ Never  
□ Rarely  

□ Sometimes  

□ Often  

□ Always  
 

2. In the past 7 days, how often were your joints very stiff during the day?  

□ Never  
□ Rarely  

□ Sometimes  

□ Often  

□ Always  
 

3. In the past 7 days, how often were your joints so stiff during the day that you could not 

move?  
□ Never  

□ Rarely  

□ Sometimes  
□ Often  

□ Always  

 

4. In the past 7 days, how often did you wake up so stiff that you could not move?  
□ Never  

□ Rarely  

□ Sometimes  
□ Often  

□ Always  

 

5. In the past 7 days, how often did it take you a very long time to get out of bed because of 

stiffness?  

□ Never  

□ Rarely  
□ Sometimes  

□ Often  

□ Always  
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SCD Health-Related Stigma Scale 
 

Please circle the number that best reflects your agreement with each statement below. 

 
1= Strongly Disagree 

2= Disagree 

3= Somewhat Disagree 

4= Somewhat Agree 
5= Agree 

6= Strongly Agree 

 

In the following 10 statements, the word “people” refers to people in general, not members 

of your family. 

 
1. People believe that someone with sickle cell 

pain is as mentally and emotionally healthy as 
the average person. 

 
6 

 
     5 

 
       4 

 
      3 

 
       2 

 
       1 

2. People believe that it is mostly the patient’s fault 
when his/her pain does not get better. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

3. People are sympathetic when they hear about my 

pain condition. 

 

6 
 

      5 
 

       4 
 

       3 
 

       2 
 

       1 

4. People believe that sickle cell is used as an 
excuse to get pain medication. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

5. People understand the suffering experienced by 
someone with chronic pain. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

6. I feel embarrassed to tell people that I cannot do 
something because of my pain. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

7. People think less of someone who is unable to 
work because of sickle cell. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

8. People believe that having sickle cell pain is a 
sign of weakness. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

9. People think that someone taking prescription 
pain medication on a regular basis is a “drug 
addict.” 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

10. When people hear that someone has sickle cell 
pain, they think that person is also likely to have 
mental or emotional problems. 

6      5        4        3        2        1 
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In the following 10 statements, the word “doctor” refers to all of the doctors you have seen 

for sickle cell pain in the last month. 

 

1= Strongly Disagree 
2= Disagree 

3= Somewhat Disagree 

4= Somewhat Agree 

5= Agree 
6= Strongly Agree 

 
1. Most doctors believe that there is a real physical 

cause for sickle cell pain. 
 
6 

 
     5 

 
       4 

 
      3 

 
       2 

 
       1 

2. Doctors think that people with sickle cell 
exaggerate their pain. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

3. Many doctors think that people with sickle cell 
pain want more pain medication than is 
necessary for their physical pain. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

4. Doctors think that sickle cell pain is mostly a 
mental or emotional problem. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

5. Most doctors think that people with sickle cell 
use pain medication appropriately. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

6. Most doctors think that people with sickle cell 
complain about their illness about as much as 
people with other medical conditions. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

7. Many doctors believe that people with sickle cell 
could be more physically active if they wanted. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

8. Many doctors think that people with sickle cell 
are less emotionally stable than people with 
other medical problems. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

9. Many doctors think that people with sickle cell 

pain are “drug addicts”. 

 

6 
 

      5 
 

       4 
 

       3 
 

       2 
 

       1 

10. Most doctors would prefer not to treat people 
with sickle cell disease. 

6      5        4        3        2        1 
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In the following 10 statements, the word “family” refers to the people who are most 

important and significant to you. 

1= Strongly Disagree 

2= Disagree 
3= Somewhat Disagree 

4= Somewhat Agree 

5= Agree 

6= Strongly Agree 

 
1. My family understands that I have physical pain.  

6 
 
     5 

 
       4 

 
      3 

 
       2 

 
       1 

2. My family thinks I need less pain medication 
than I take. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

3. My family feels that I exaggerate how much I 

hurt in order to get out of doing things that I 
don’t want to do. 

 

6 
 

      5 
 

       4 
 

       3 
 

       2 
 

       1 

4. My family understands that I can use only as 
much pain medication as is medically necessary. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

5. My family thinks that I could be more physically 
active if I wanted. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

6. My family thinks that by taking pain medication 
on a regular basis, I have become a “drug 
addict”. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

7. My family understands that sickle cell is a real 
medical condition. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

8. I feel that my family has less respect for me 
since I have sickle cell. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

9. My family thinks that sickle cell pain is more of 
a mental or emotional problem than a physical 
problem. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

10. My family feels embarrassed to tell people that I 
have sickle cell. 

 

6      5        4        3        2        1 
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In the following 10 statements, the word “nurse” refers to all of the nurses you have seen for 

sickle cell pain in the last month. 

1= Strongly Disagree 

2= Disagree 
3= Somewhat Disagree 

4= Somewhat Agree 

5= Agree 

6= Strongly Agree 
 

1. Most nurses believe that there is a real physical 
cause for sickle cell pain. 

 
6 

 
     5 

 
       4 

 
      3 

 
       2 

 
       1 

2. Nurses think that people with sickle cell 
exaggerate their pain. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

3. Many nurses think that people with sickle cell 

pain want more pain medication than is 
necessary for their physical pain. 

 

6 
 

      5 
 

       4 
 

       3 
 

       2 
 

       1 

4. Nurses think that sickle cell pain is mostly a 
mental or emotional problem. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

5. Most nurses think that people with sickle cell 
use pain medication appropriately. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

6. Most nurses think that people with sickle cell 
complain about their illness about as much as 
people with other medical conditions. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

7. Many nurses believe that people with sickle cell 
could be more physically active if they wanted. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

8. Many nurses think that people with sickle cell 
are less emotionally stable than people with 

other medical problems. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

9. Many nurses think that people with sickle cell 
pain are “drug addicts”. 

 
6 

 
      5 

 
       4 

 
       3 

 
       2 

 
       1 

10. Most nurses would prefer not to care for people 
with sickle cell disease. 

6      5        4        3        2        1 
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Measure of Sickle Cell Stigma (MoSCS) Scale  

 

Instructions 

 
The statements below are based on some experiences of people with sickle cell disease (SCD). 

It is not a test, so there are no “right” or “wrong” responses. Therefore, please respond to each 

statement as openly and honestly as you possibly can. There is no need to worry about the privacy 

of your answers or how they might compare to the answers of others, because we are interested in 
overall views, not individual points of view. Choose a number using the scale below that best 

indicates your agreement with each statement and write it in the corresponding space. 

 
These numbers mean the following: 

1 = completely false 

2 = mostly false 

3 = somewhat false (more false than true) 
4 = somewhat true (more true than false) 

5 = mostly true 

6 = completely true 
 

 1 2 3 4 5 6 

People have physically backed away from me because 

I have SCD. 

      

As a rule, telling others that I have SCD has been a mistake.       

People seem to be afraid of me because I have SCD.       

I feel guilty because I have SCD.       

Having SCD makes me feel that I am a bad person.       

I feel I am not as good as others because I have SCD.       

In many areas of my life, no one knows that I have SCD.       

I am very careful who I tell that I have SCD.       

Telling someone that I have SCD is risky.        

People lose jobs when employers learn they have SCD.       

I worry about people discriminating against me because I have SCD.       
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Appendix C. Interview Guide   

Interview date:  
Participant ID number:  

 

Self-Management Strategies (Addresses what self-management strategies were 

adopted and why the strategies were adopted) 

Intro Statement for interviewer: My name is Dominique Bulgin and I’m a PhD 

student at Duke School of Nursing. This study is my dissertation project. I’m interested in 

finding out more about 1) how people with sickle cell take care of themselves and 2) how 

stigma may influence the way people take care of their disease and their quality of life. 

The first half of this interview will focus on finding out more about how you take care of 

yourself and the second half of the interview will focus on finding more about your 

experiences with stigma and how that may or may not affect how you take care of 

yourself. First, I’ll start with a very broad question… 

1. Describe a typical day in your life.  

o Prompts  

 What time do you wake up?  

 What do you eat?  

 Do you go to school/work? 

 Tell me about your sleep.  

 What do you do daily to stay healthy?   

 What about stress levels/ stress management?  

 What about exercise? 

 Do you take any medications/vitamins? How do you remember to 

take your medications? 

 Do you use any alternative pain management methods like heat, 

massage, marijuana use, and/or herb use? How do those work for 

you?  
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Statement for interviewer: Many people with SCD experience physical health 

problems like pain, stroke, acute chest syndrome, and avascular necrosis. Some people 

with sickle cell also experience mental health issues like depression and anxiety. I want 

to know overall how your health has been affected by sickle cell disease.  

2. How has your health been affected by your sickle cell disease?  

o Prompts  

 What health problems are you concerned about due to having 

sickle cell disease?  

 What do you do to prevent and prepare for these health 

problems? 

3. How do you take care of yourself with your sickle cell disease? 

o Prompts 

 What do you do to take care of your sickle cell? 

 What are some general things you do to take care of yourself? 

 Do you have everything you need to take care of your SCD? 

 Where do you go to take care of your sickle cell disease?   

 What kind of doctors and nurses do you see? 

 What else do you use to take care of your SCD?  

4. How did you learn how to take care of your sickle cell disease? (Examples: 

researching sickle cell, family, healthcare workers, trial and error)  

5. Describe any things that make it difficult for you to look after yourself.  

6. How does our race, gender, and age affect your ability to take care of yourself?  

7. Do you feel that your race, gender, and age affects the healthcare you receive?  

Stigma (Addresses how individuals from different segments of life may influence 

disease management, if and how self-management strategies are stigmatized, and 

additional sources of stigma) 

Intro statement from interviewer: Now I want to ask you some questions about 

your experiences with stigma. Some people with SCD have described stigma as bad 

judgement, negative attitudes, and stereotyping. Many people with sickle cell experience 
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stigma from healthcare workers and people in their daily lives. I would like to ask you 

some questions about stigma, whether or not you experience it. 

1. How do you define stigma related to sickle cell disease?   

2. How has stigma affected you?  

3. Do you tell people you have sickle cell?  

o Prompts: 

 How do you decide who to tell?  

 How do you go about telling people you have sickle cell disease? 

 What would happen if people you do not wish to know found out 

you had sickle cell disease?  

 How does telling individuals you have SCD change your 

interactions or relationship with people? 

4. If you’re having a health problem outside of the home, how do you go about 

telling and explaining that to those around you?  

5. Is there anything regarding your care that you don’t do because of the possibility 

of experiencing stigma?  

6. Do you think XXX understands your sickle cell disease? How does XXX influence 

the way you take care of your sickle cell disease? 

o XXX 

 Family  

 Friends 

 Healthcare workers (examples: nurses, doctors, social workers)  

 People in your workplace (examples: boss, co-workers, HR reps) 

 People in your school (examples: teachers, classmates, deans)  

 People in the general public (examples: strangers)  

o Prompts  

 How do you communicate with XXX about your sickle cell 

disease?  

 How do your XXX react to your sickle cell and the activities you do 

to take care of yourself?  

 If it were possible, is there anything you would change about XXX 

that would make it easier for you to take care of your sickle cell? 

What would you change? Why would you change it?  

7. How has stigma affected your ability to take care your SCD? 

Ending Questions  
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Intro statement from interviewer: Thank you for sharing your experiences. We are 

nearing the end of the interview. I just want to ask a few more questions to wrap up.  

1. What do you think is the most important thing to take care of sickle cell disease?  

2. What advice about would you give to someone younger than you with sickle cell 

disease who is learning how to take care of themselves? 

3. Is there anything that you might not have thought about before that occurred to 

you during this interview? 

4. Is there anything you would like to ask me about this interview? 
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Appendix D. Data Display Example   
 

Table A.1 

Example of Data Display using Comparisons of Qualitative Self-management across the Dimension of Stigma  
Stigma  Self-Mgt* 

Strategies  
Stigma’s 
Influence 
on Self-
Mgt 

Demographic 
Characteristics  

Clinical 
Characteristics 

Stigma  
SCD-HRSS 

Quality of 
Life  

Low 
(<X on 
SCD-
HRSS) 
n=X 

Codes, 
themes, 
quotes 

Codes, 
themes, 
quotes 

Country 
Age 
Race 
Ethnicity 
Sex 
SES  
Marital status 
Number of 
children 
Employment 
status 
Educational 
status 
Geography  

Disease 
Severity 
Genotype  
Hydroxyurea 
Use 
 

Doctors  
Nurses 
General Public  
Family/Friends 
 

Emotional 
impact 
Pain 
episodes 
Pain 
impact, 
Sleep 
impact 
Social 
functioning 
impact 
Stiffness 
impact 

Medium 
(X-X on 
SCD-
HRSS)  
n=X 

Codes, 
themes, 
quotes 

Codes, 
themes, 
quotes 

Country 
Age 
Race 
Ethnicity 
Sex 
SES  
Marital status 
Number of 
children 
Employment 
status 
Educational 
status 
Geography 

Disease 
Severity 
Genotype  
Hydroxyurea 
Use 
 

Doctors  
Nurses 
General Public  
Family/Friends 
 

Emotional 
impact 
Pain 
episodes 
Pain 
impact, 
Sleep 
impact 
Social 
functioning 
impact 
Stiffness 
impact 

High 
(>X on 
SCD-
HRSS) 
n=X  

Codes, 
themes, 
quotes 

Codes, 
themes, 
quotes 

Country  
Age 
Race 
Ethnicity 
Sex 
SES  
Marital status 
Number of 
children 
Employment 
status 
Educational 
status 
Geography 

Disease 
Severity 
Genotype  
Hydroxyurea 
Use 
 

Doctors  
Nurses 
General Public  
Family/Friends 
 

Emotional 
impact 
Pain 
episodes 
Pain 
impact, 
Sleep 
impact 
Social 
functioning 
impact 
Stiffness 
impact 

*Self-Mgt = Self-Management   
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