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Abstract 

Meeting the comprehensive needs of patients with Sickle Cell Disease (SCD) includes 

addressing psychosocial issues, encouraging participation in treatment, and facilitating 

in a psychologically positive hospital experience (Hirsch & Meckes, 2000).   

Literature is reviewed to provide a foundation of knowledge about the disease, SCD 

pain, medical staff involvement, and adherence to recommended medical treatment.  

The review also includes information on psychosocial support and how it affects 

indicators for improved adherence.  Music therapy is introduced as a viable modality 

for achieving improved psychosocial support.  A program manual utilizing music 

therapy within a social work support group context is presented to assist in developing 

a music therapy and social work support group for patients with SCD. 
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Introduction 

Sickle cell disease (SCD) accounts for approximately 113,000 hospital 

admissions annually in the United States, at a cost of approximately $500 million 

(Brousseau, Panepinto, Nimmer, & Hoffmann, 2009).  An estimated 5.2% of patients 

with three to ten or more pain events per year make up 33% of all hospitalizations 

(Brandow & Panepinto, 2010).  Patients that have extremely high hospital use (EHHU) 

experience symptoms that are often triggered by a psychological or physical stressor 

(Weisberg, Balf-Soran, Becker, Brown, & Sledge, 2013).  Individuals who are high users 

of hospital services have predominantly high levels of negative thinking and passive 

styles of coping which may lead to medical non-adherence (Anie, Steptoe, & Bevan, 

2002; Gil, et al., 1992; Smith, et al., 2005).  

 A number of factors contribute to the problem of non-adherence including a lack 

of knowledge about the disease and treatment.  If patients do not fully understand the 

implications of their condition they may lack the ability to understand why it is 

important to follow through on their recommended treatment plan (Butler & Beltran, 

1993).  Frontal-lobe infarctions may be a byproduct of SCD, which may cause cognitive 

impairments, making communication and retention of information difficult (Watkins, et 

al., 1998).  Furthermore, negative patient provider relationships affect treatment 

(Elander & Midence, 1996).  Patients may be viewed as drug seeking making the 

patient-provider relationship strained.  Stigmatization is created by provider 

perceptions of a select subgroup of patients who have substance abuse issues and/or 

have behavior that is difficult to manage (Haywood, et al., 2011).  If patients and 
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providers could experience meaningful interactions these negative relationships may 

have the potential to become positive (Haywood, et al. 2011). 

In a study with 232 participants, researchers found that patients with SCD might 

be assisted by improving self-care ability, self-efficacy, assertiveness, and social support 

(Jenerette & Murdaugh, 2008).  Self-care correlates with improved quality of life, 

improved health status, and diminished healthcare costs (Haywood, et al., 2009; Lenoci, 

Telfair, Cecil, & Edwards, 2002).  Therapies to address these issues would be beneficial 

for this patient population. 

  Music therapy may be an effective self-care intervention for patients with SCD to 

improve health outcomes.  Music therapy has been shown to alleviate stress (Bittman et 

al., 2001; Knight & Rickard, 2001), provide effective for pain management (Kenny & 

Faunce, 2004), address cognitive deficits and information retention (Judde & Rickard, 

2010), aid in fostering relationships important to establish treatment (Choi, Lee, & Lim, 

2008; Silverman, 2011) and improve overall quality of life (Grocke, Bloch, & Castle, 

2009; Hilliard, 2005).  Music therapy has been shown to be a cost effective treatment 

for other medical patient populations (DeLoach Walworth, 2005; Romo & Gifford, 

2006).  There is a paucity of research or publications that propose music therapy 

programming for patients specifically with SCD.  Music therapy could be an effective 

intervention for patients with SCD to decrease psychosocial stress. 

Definition of Terms 

 For the purpose of this project, this author has identified the following 

definitions of terms. 
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Sickle Cell Disease (SCD): an inherited blood disorder that affects red blood 

cells (Sickle Cell Disease Association of America [SCDAA], 2013).  The hallmark of the 

disease is pain.  Vaso-occlusive crisis, also known as a pain crisis, is the most common 

reason patients with SCD are hospitalized (Rees, Olujohungbe, Parker, Stephens, Telfer, 

& Wright, 2003). 

Adherence: applies to long-term therapy and is the extent to which a person’s 

behavior; taking medication, following a diet, and/or executing lifestyle changes, 

corresponds with agreed recommendations from a health care provider (Sabatè, 2003).   

Provider: a medical staff person who provides services of care to patients, 

including medical treatments, prescriptions, or advice about treatment options in a 

medical setting. 

Music Therapy: 

Music therapy is the clinical and evidence-based use of music 

interventions to accomplish individualized goals within a 

therapeutic relationship by a credentialed professional who has 

completed an approved music therapy program.  Music therapy is 

an established profession in which music is used within a 

therapeutic relationship to address physical, emotional, cognitive, 

and social needs of individuals.  (American Music Therapy 

Association [AMTA], 2013, para 1 and 2)  

Patient: a person receiving care from a medical staff person.  This care may 

include medical treatments, prescriptions, or advice about treatment options in a 

medical setting. 
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Social Support: One’s internal perception of interpersonal transactions 

including expression of positive affect, affirmation of another’s behaviors or views, or 

giving symbolic or material aid (Jenerette & Murdaugh, 2008). 

At the time of this project several offerings of music therapy programming have 

been introduced to patients at a large urban teaching hospital in the Midwest with 

positive response.  There is potential to increase collaboration with other staff 

members to improve the quality of patient care.   

The purpose of this project is to develop a manual for music therapy 

programming within the context of a social work support group that will address the 

needs of adult sickle cell patients and their care providers.  It is hoped that this project 

will create a foundation of treatment that will address patients’ psychosocial needs, 

increase positive patient behaviors and practices, and improve patient-provider 

relationships that may lead to greater medical adherence.  The manual will consist of 

music therapy techniques and interventions that provide education, self-efficacy, and 

self-care techniques drawing from this author’s clinical work with this patient 

population.  Interventions that have been noted in the literature for patient populations 

with similar goals and objectives will also be included.      
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Literature Review 

Sickle Cell Disease 

Sickle Cell Disease (SCD) is an inherited blood disorder that affects red blood 

cells (Sickle Cell Disease Association of America [SCDAA], 2013).  People with SCD have 

red blood cells that contain mostly hemoglobin S.  When there is a lack of oxygen, red 

blood cells can become sickle shaped which makes it difficult for them to pass through 

blood vessels.  The blood vessels can become blocked which reduces the blood flow to 

the particular area and this decreased perfusion can lead to painful tissue damage. 

(Centers for Disease Control [CDC], 2011; SCDAA, 2013).  Types of SCD include Sickle 

Cell Anemia (SS), Sickle-Hemoglobin C Disease (SC), Sickle Beta-Plus Thalassemia, and 

Sickle Beta-Zero Thalassemia with this form and SS being the most severe (SCDAA, 

2013).  SCD is estimated to affect 90,000 to 100,000 Americans (CDC, 2011; Hassell, 

2010).   

Sickle Cell Disease began to emerge in areas where malaria is or was common.  

These areas include sub-Saharan Africa, Spanish-speaking regions in the Western 

Hemisphere (South America, the Caribbean, and Central America), Saudi Arabia, India, 

and Mediterranean countries (Turkey, Greece, and Italy) (CDC, 2011). SCD occurs in 

about 1 out of every 500 Black or African-American births and about 1 out of every 

36,000 Hispanic-American births in the United States (CDC, 2011).   

The first recorded case of SCD in the United States was in 1910 in the Archives of 

Internal Medicine (Savitt, 2010).  Under magnification red blood cells were found to be 

“sickle” shaped (like a common farm tool).  The shape of the cell makes it difficult to 

pass through small blood vessels.  When tissue does not receive adequate blood it 
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eventually causes damage (SCDAA, 2013).  Medical problems associated with SCD 

include anemia, jaundice, formation of gallstones, acute chest syndrome, pain episodes, 

stroke, and priapism (the condition of painful, purposeless, persistent penile erection 

[Adeyoju et al., 2002]).  It also can cause damage to most organs including the spleen, 

kidneys, and liver (SCDAA, 2013). 

Sickle Cell Disease and Pain 

 “Pain is the unpleasant sensory or emotional experience associated with actual 

or potential tissue damage, or described in terms of such damage” (IASP Task Force on 

Taxonomy, 1994, p. 209).  Pain is the main symptom of SCD.  Types of sickle cell pain 

include acute recurrent painful crises, chronic pain syndromes, and neuropathic pain 

(Ballas, Gupta, & Adams-Graves, 2012).  Acute pain typically referred to as a “pain 

crisis,” is the most common reason for hospitalization.  SCD accounts for approximately 

113,000 hospital admissions annually in the United States, at a cost of approximately 

$500 million with the majority of admissions are due to these painful episodes 

(Brandow & Panepinto, 2010; Brousseau, Panepinto, Nimmer, & Hoffmann, 2009).  An 

estimated 5.2% of patients with three to ten pain events per year make up 33% of all 

hospitalizations (Brandow & Panepinto, 2010).   

A minority of patients are admitted as often as several times per month, 

persistent over successive years, a phenomenon called extremely high hospital use 

(EHHU); in comparison most individuals with SCD average sporadic admissions 1.5 

times per year (Weisberg et al., 2013).  These EHHU patients account for a 

disproportionate share of total costs, and may suffer worse health outcomes (p. 42). 

Treatment requires intravenous fluids and parenteral opioid pain medication, 
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particularly morphine patient controlled analgesia (PCA) (Majumdar, Thompson, 

Naveed, Gordon, & Addison, 2013).  

Many factors contribute to acute pain crisis including psychological states such 

as depressed mood (Gil et al., 2004; Porter, Gil, Carson, Anthony, & Ready, 2000) and 

can also be triggered by a psychological or physical stressor (Weisberg, et al., 2013).  

Patients with SCD also exhibit hypersensitivity to thermal stimuli contributing to SCD 

pain (Brandow, Stucky, Hillery, Hoffmann, & Panepinto, 2013).  This hypersensitivity 

typically happens when patients are exposed to extreme temperature shifts due to 

weather.  Managing pain in the first stage of a pain crisis with hydration, anti-

inflammatory drugs, aggressive analgesia, and possibly vasodilators could stop or 

minimize the crisis (Ballas et al., 2012).  

To improve patient quality of life and to decrease healthcare costs in the 

management of SCD, there has been increased focus on predicting high utilization and 

identifying strategies to decrease hospitalization rates, especially among patients with 

EHHU (Carroll, Haywood, & Lanzkron, 2011; Chen, Cole, & Kato, 2004, as cited in 

Weisberg et al., 2013).  Patients that manage pain at home most frequently utilize short-

acting oxycodone and acetaminophen analgesics.  Patients utilizing PCA opioids may be 

treated in hospitals with outpatient SCD clinics, which decreases the frequency of 

hospital admissions and Emergency Department (ED) visits (Ballas et al., 2012). 

Medical Treatments for Sickle Cell Disease 

Current medical treatments include blood transfusions, hydroxyurea (a drug 

that decreases the sickling of red blood cells), and bone marrow transplants.  Patients 

with repeated blood transfusions can often acquire organ damage when iron 



 
 

 

8 

accumulates in the body reaching toxic levels, gathering in the heart, liver, and other 

organs (Steinberg et al., 2003; SCDAA, 2013).  Iron chelation therapy rids iron from the 

body (Ballas, 2001).  Approved by the Food and Drug Administration (FDA) in 1998, 

hydroxyurea is currently the only approved prescription treatment in the United States 

for severely affected adults with SCD (Charache et al., 1995).  When taken as prescribed 

it may lower annual rates of pain crisis, extending the length of time between first and 

second pain episodes.  It also reduces the need for blood transfusions as well as reduces 

the frequency of acute chest syndrome (a serious life threatening condition requiring 

hospitalization; SCDAA, 2013).  In 12 months following hydroxyurea initiation, 

adherence was associated with reduced risk of SCD-related hospitalization (Candrilli et 

al., 2011).  Research suggests that patients underutilize hydroxyurea (Brawley et al., 

2008; Zumberg et al., 2005).  Hypothesized reasons for underutilization include lack of 

patient knowledge about the drug, misperceptions about its side effects, and poor 

health literacy (LaVista, et al., 2009 as cited in Haywood, et. al., 2011).  It is also known 

that a clinical response from hydroxyurea can take a minimum of 3 to 6 months to 

manifest (Haywood et al., 2011, p.4).  Without immediate results patients may not be 

motivated to take the drug the prescribed duration in order to experience benefits.  

Bone marrow transplant (BMT) is limited in use due to requiring a related donor (Smith 

et al., 2008).   

Sickle Cell Disease and Adherence 

It is important for clinical staff working with SCD patients to be knowledgeable 

about treatment options and benefits to communicate to patients why adherence to 

their plan of care is vital to their health.   “Adherence to long-term therapy is the extent 
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to which a person’s behavior- taking medication, following a diet, and/or executing 

lifestyle changes, corresponds with agreed recommendations from a health care 

provider” (Sabatè, 2003, p. 3).   Candrilli, et al. (2011) found that in a population of 312 

users, only 35% were considered to be adherent to their therapy.   In a social work 

study by Butler and Beltran (1993) group members with sickle cell evidenced a poor 

understanding of SCD holding many myths about the disease, its precipitants, and 

treatment as well as lacking mastery of relevant medical terms. 

Socio-economic and health-need vulnerability factors have negative impact on 

health outcomes (Jenerette & Murdaughj, 2008).  There is a strong link between social 

support and appointment keeping behavior (Belgrave & Lewis, 1994, Haynes, 1979; 

Haywood, et al., 2009).  Psychosocial factors most commonly associated with patients 

with sickle cell include increasing anxiety about death, disruption of their social support 

network, disability, dependence on pain medication, and conflicts with health care 

providers (Butler & Beltran, 1993).  In addition to these common themes, participants 

in the 1993 study identified with having disabling pain; being treated with suspicion 

and distrust from health care providers; having periods of dysphoria, sadness, and 

depression; experiencing developmental delays (i.e., physical growth, cognitive 

development, and sexual maturation); feeling afraid of becoming dependent on pain 

medication and premature death; having difficulty fulfilling occupational roles due to 

health disruptions; and experiencing disenfranchisement of public awareness.  Some 

medical staff may view pain as purely physical with no consideration for psychosocial 

factors that cause physical pain (Edwards & Edwards, 2010).  Psychosocial factors, such 

as stressors from the above list of themes, are reported to influence the onset of pain 
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crises (Butler & Beltran, 1993).  Protocols used to address patients’ needs must be 

based on pharmacologically, psychologically sound approaches and must be flexible 

(Shaprio et al., 1997).  

Medical Staff and Patient Adherence 

The relationship that is established between the patient and the care providers 

sets the tone in which the patient’s care plan is carried out.  Medical staff plays a crucial 

role in establishing a positive hospital experience for patients with sickle cell.  Maxwell, 

Streetly, and Bevan (1999) identified four negative themes in sickle cell patient care: 

mistrust of patients, stigmatization, excessive control (including both overtreatment 

and under treatment of pain) and neglect.  These factors may contribute to the belief 

that patients are addicted to pain medications.  In a study conducted by Shapiro, 

Benjamin, Payne, and Heidrich (1997), 53% of ED physicians and 23% of the 

hematologists thought that more than 20% of patients are addicted to analgesics.  In 

another study by Pack-Mabien, Labbe, Herbert, and Haynes (2001), 63% of the nurses 

surveyed believed addiction in SCD patients was prevalent.  However, despite these 

common misconceptions by medical professionals, the vast majority of patients are 

actually not addicted.  One study of United Kingdom SCD patients showed that only 2% 

met authentic criteria for substance dependence, whereas almost one-third behaved in 

ways that could be misperceived or misinterpreted as substance dependence (Elander 

et al., 2003 as cited in Elander, Beach, and Haywood, 2011). 

Provider-targeted interventions can improve appropriate provision of pain 

medications for patients with acute crisis.  For example, one intervention documented 

by Haywood et al. (2011) decreased negative attitudes and endorsement of patient 



 
 

 

11 

behaviors as concerning.  A video depicting sickle cell disease from the patient 

perspective was shown to 276 nurses.  Challenges in receiving treatment for pain 

related to the disease were discussed.  Attitudes towards patients were assessed pre 

and post-viewing with an increase in positive attitudes towards patients post-survey.  

This study demonstrates that clinical practice is based on not only knowledge and data, 

but also on conscious and unconscious attitudes, belief systems, and prejudices 

(Elander & Midence, 1996).  Patients would benefit from meaningful interactions with 

care providers to address these common misconceptions.  

Psychosocial Support and Improved Adherence 

By improving self-care ability, self-efficacy, assertiveness, and social support 

patients with SCD may achieve a higher quality of life (Bodenheimer, Lorig, Holman, & 

Grumbach, 2002; Jenerette & Murdaugh, 2008).  A Chronic Illness Assessment 

Interview for Sickle Cell Disease (CIAI-SCD) was administered to 104 adults with SCD 

(Lenoci, Telfair, Cecil, & Edwards, 2002).  High scores on the Perceived Satisfaction and 

Control subscale suggested that higher perceived satisfaction and control correlated 

with fewer physician and ED visits as well decreased levels of SCD-related pain.  High 

scores were also associated with greater levels of self-esteem, self- efficacy and 

mastery.  Improved self-care correlates with improved quality of life, improved health 

status, and diminished healthcare costs (Haywood, et al., 2009; Lenoci, Telfair, Cecil, & 

Edwards, 2002).  A social environment where patients with SCD can receive support in 

acquiring the skills, resources, and support to make these gains may be beneficial.    

There are different types of approaches within the social context that goals may 

be achieved.  Cognitive Behavioral Therapy (CBT) for SCD patients was most supported 
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by the literature over other types of psychosocial treatments for pain management and 

coping (Chen, Cole, & Kato, 2004; Edwards & Edwards, 2010).  CBT in a group setting 

was also identified as more effective than a standard care group (Butler and Beltran, 

1993; Gil et al., 1996; Thomas Dixon, & Milligan, 1999).  Although CBT may result in a 

reduction in the frequency and intensity of pain, pain relief is not the primary goal 

(Thomas, Wilson-Barnett, & Goodhart, 1998).   The goals of CBT include providing 

relaxation, imagery, modification of cognitive distortions, and changing negative 

thoughts into positive (Edwards & Edwards, 2010).  A greater state of relaxation and 

improved outlook may influence physical states of being.  A study of 59 participants 

was conducted by Thomas, Dixon, and Milliagn (1999), to research the use of CBT and 

to assess its effect on well-being, pain, and coping.  One-hour weekly sessions were 

conducted over a period of two months.  The sessions included cognitive therapy, 

relaxation training, and health education.  Pre-intervention participants reported high 

levels of psychological distress and a greater reliance on chance and faith in a higher 

power to control pain vs. self-reliance or personal control.  When in pain the 

participants also had an increase in isolating behaviors.  Intervention included 

combined cognitive therapy (the identification and modification of maladaptive pain-

related cognitions and their relation to feelings and behavior), relaxation training, and 

health education.  Post-intervention, participants had lower levels of psychological 

distress and increased confidence in the ability to control their pain (Thomas, Dixon, & 

Milligan, 1999).   

Stress and mood management may be important additions to a cognitive-

behavioral pain management program (Gil et al., 2000; Gil et al., 1996; Porter et al., 
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2000).  In another study, 232 subjects completed daily diary entries for up to six 

months (Levenson et al., 2008).  The subjects reported sickle cell pain intensity, 

distress, interference, whether they were in sickle cell crisis, and their health care and 

opioid utilization.  Entries were analyzed and measured using the Patient Health 

Questionnaire (PHQ), a screening instrument based on subjects’ self-reported 

symptoms.   It was found that 27.6% were depressed and 6.5% had anxiety.  Depression 

and anxiety predicted more daily pain and poorer physical and mental quality-of-life in 

adults with SCD.  Addressing these needs in a support group, specifically for this 

population, has been shown to be especially helpful (Butler & Beltran, 1993; Hirsch & 

Meckes, 2000).  Although research has supported the use of CBT to help patients with 

SCD, other therapies, such as music therapy, have been less examined.  Further research 

is needed on how the needs of this patient population may be addressed through music 

therapy.  Interventions in this type of therapy can provide opportunities to achieve 

desired outcomes in a supportive social setting. 

Music Therapy 

Meeting the comprehensive needs of patients includes addressing their 

psychosocial issues, encouraging participation in treatment, and facilitating a 

psychologically positive hospital experience (Hirsch & Meckes, 2000).  These needs can 

be achieved through the application of music and psychology in the hospital 

environment, which requires a trained and experienced music therapy professional.  

Music therapy can increase opportunities to communicate, helping people express 

feelings thus fostering supportive interactions.  Music therapy may also enable patients 
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to maintain some degree of physical well being and alleviate the pain experience 

(O’Callaghan, 1996).   

In a study by Gallagher, Lagman, Walsh, Davis, and Legrand (2006) 200 

participants with chronic and/or advanced illnesses were prospectively evaluated.  

Music therapy improved anxiety, body movement, facial expression, mood, pain, 

shortness of breath, and verbalizations.  All outcomes were statistically significant (p < 

0.001).  In another palliative care study Gutgsell et al. (2012) analyzed the effects of a 

single music therapy intervention incorporating therapist-guided relaxation with 

visualization and live music.   A significantly greater decrease in numeric rating scale 

pain scores was seen in the experimental group (p < 0.001) as compared to the control 

group, which received standard care alone (nursing care and scheduled analgesics).   

Songwriting in music therapy can be an effective means to address the needs of 

patients with SCD.  Songwriting about coping skills can be as effective as 

psychoeducation, but can also help to establish relationship between the patient and 

therapist (Silverman, 2011).  It can provide greater understanding and empathy of 

provider and patient viewpoints when shared through the lyrics and music produced.  

Lyric analysis of song writing can also enhance the music therapist’s assessment of 

treatment and evaluate music therapy’s effect the patient’s goals of treatment 

(O’Callaghan & Grocke, 2009) 

Although there is a gap in the literature on music therapy with patients with 

SCD, one empirical study was located.  In a 2004 clinical case study article by Shaiova 

and Wallenstein an outpatient pain program for selected patients with SCD was 

recognized at Beth Israel Hospital in New York City.  In collaboration with physicians, 
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pain management and psychosocial support was offered to participants to decrease ED 

visits and hospital admissions.  At the start of the participants’ monthly three-hour visit, 

they, along with accompanying relatives or friends, attended a group music therapy 

session.  There were no details of the music therapy interventions used or specific 

outcomes directly related to the music therapy sessions.  The music therapy sessions 

preceded their medical care that included comprehensive blood work and medical tests 

when appropriate.  Between visits, pain and palliative care physicians saw participants 

as needed.  For all three clinical cases discussed in the article their typical six to 13 

hospital admissions decreased to an average of one or less per year.  These admission 

rates remained consistent for more than three years.  This program models 

multidisciplinary collaboration that facilitates communication, coordination, and 

continuity of care, which is needed in working with patients with SCD (Shapiro, et al., 

1997; Weisberg, et al., 2013).   

Music Therapy and Social Work Support 

The combination of the use of music therapy and a social work program was 

supported in the literature as being effective for other patient populations (Maddick, 

2011).  Music therapy became an established program within the Social Work 

Department for patients with spinal cord injury (SCI) after showing a significant 

contribution to physical and cognitive recovery.  Music therapy improved engagement 

in rehabilitation, emotional adjustment, and self-expression.  In a study by Belgrave and 

Lewis (1994), 127 participants (49 of which were patients with SCD, 118 were patients 

with diabetes) were administered the social support index developed by Wilcox (1983 

as cited in Belgrave & Lewis, 1994) to determine frequency of supportive behaviors 
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performed by others on their behalf.   These behaviors included three types of support: 

emotional, cognitive, and instrumental.  Social support was significantly associated with 

appointment keeping (r = .47, p. < .01).  The greater report of the availability of social 

support, the greater the compliance to appointments.  Patients that were non compliant 

(those who never attended clinics) were not represented in the study.  

Patients with SCD have numerous socio-economic and chronic health factors 

that can have a negative impact on health outcomes (Jenerette & Murdaugh, 2008).  

Providers who effectively treat these patients will also consider their psychosocial 

needs and address them in their care.  Music therapy is one therapeutic medium where 

both provider and patient may find interventions that lead to better health outcomes.  

People with SCD need effective, personalized care that addresses the complex 

psychosocial factors of having a chronic and often stigmatized illness (Edwards, et al., 

2005; Hirsch & Meckes, 2000).   Music therapy has been shown to provide 

individualized treatment to address pain, provide relaxation, and provide a means for 

increased self-expression and communication (Koenig, et al., 2013).   In addition, 

providers and patients need greater trust to achieve adherence (Haywood, et al., 2010).   

Music therapy can provide a means to achieve greater trust between patient and 

provider (Silverman, 2011), and yield improved treatment adherence for many patients 

with SCD.  

Purpose 

The purpose of this project is to develop a comprehensive music therapy and 

social work program manual to address the needs of adult patients with SCD and their 

care providers in a co-led social support group.  The manual will consist of music 
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therapy techniques and interventions, within a social work group context, that will 

provide education, self-efficacy, and self-care skills that are indicators linked to 

improved medical care plan adherence.  
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Development 

Design 

 This clinical project will be a program manual to be utilized by music therapists, 

social workers, health care administrators, and other health care management staff, to 

promote music therapy treatment for patients with SCD.  The program will be designed 

to address barriers to adherence of SCD patients in inpatient and outpatient settings.  

Music therapy interventions will be included to address patient needs and strategies to 

improve knowledge about the disease, self-efficacy, and self-care skills, which affect 

patient adherence. 

Steps in the Development of the Clinical Project 

The author will take the following steps to develop a music therapy program 

manual to be completed in six weeks.  The author will review the literature to develop 

an understanding of the needs of patients with SCD and the barriers to adherence; 

current therapies to address needs of: coping skills, expression, and social support; and 

music therapy-based interventions that will address these needs (week 1).   The author 

will develop music therapy interventions within session plans that will address the 

common themes found in literature as challenges for patients with SCD including: 

communication with care providers, understanding medications and treatment, coping 

and stress management, and lack of social support.  The interventions used will consist 

of songwriting, relaxation techniques, instrument playing, and lyric analysis (week 2).   

Special projects will be created that will involve music therapists, staff, and patient 

collaboration (i.e. video production on sickle cell awareness and an educational CD 

including songs written by patients about different aspects of treatment and life 
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experiences) for advocacy and disease awareness (week 3).  Resources will be 

identified that are needed for music therapy services (week 4).  The manual will be 

designed in chapters utilizing current literature from reliable health care and music 

therapy resources.  The following chapters will develop through this process: 

I. Introduction 

II. Getting Started: Forming the Social Support Group 

III. Session Plans for Music Therapy and Social Work Support Group 

IV. Special projects 

V. Resources and evaluation 

VI. Implementation and future research 

Project Evaluation 

 The author will consult with a health care professional that works closely with 

patients with SCD to review the manual and give feedback on the content and structure 

(week six).  To implement a review of the project the professional will be given an 

evaluation form including a section for each chapter to be evaluated on content.  Three 

questions will be answered: (1) What parts of the programming do you perceive as 

feasible for this population and why?  (2) What parts of the programming to you 

perceive as unfeasible and why?  (3) What comments do you have in response to the 

information presented?  Necessary changes will be made to ensure feasibility of 

implementation.  Reflections on the evaluation will be included in the final chapter of 

this clinical project.  It is the hope of this author that the information would facilitate a 

foundation for clinical implementation and future research that will secure funding for 

music therapy with this population. 
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Manual Chapter 1: Introduction 

Sickle Cell Disease (SCD) is an inherited blood disorder that affects red blood 

cells (Sickle Cell Disease Association of America [SCDAA], 2013).  The hallmark of the 

disease is vaso-occlusive crisis, otherwise known as a pain crisis (Rees, et al., 2003).  

Due to the chronic and acute nature of the disease and the many psychosocial factors 

that compound the physical effects of the illness, patients with SCD would benefit from 

additional social support.   

   This manual will be designed using guidance from the research literature on 

patients with SCD and is intended to promote patient involvement in a combined music 

therapy and social work support group that would address needs indicated as playing a 

significant role in addressing adherence to medical treatment plans.  It is reported in 

the literature that patients that have social support are more likely to follow the 

recommendations of their care providers and have better health outcomes (Belgrave & 

Lewis, 1994; Edwards & Edwards, 2010).  In this manual the following topics will be 

highlighted with accompany suggested session plans:  communication with care 

providers, education about medications and treatment, coping and stress management, 

and opportunities for supportive interaction.  The interventions used will consist of 

songwriting, relaxation techniques, instrument playing, and lyric analysis in the context 

of a traditional social work support group.   

The social worker’s role is to aid in the discussions that will lead into or come 

about during the course of the group session and aid in providing supports that are 

identified as needs as patient’s dictate.  The author will provide a description of each 

intervention, goals, and supplies needed.  The suggested session plans are intended to 
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be used by a board-certified music therapist after an assessment of the group’s needs 

and necessary adaptions to the suggested material are made.  Ideas for special projects 

that could involve music therapists, staff, and patient collaboration (i.e. video 

production on the SCD awareness, educational CD including songs written by patients 

about different aspects of treatment and life experiences) for advocacy and disease 

awareness will also be included in the subsequent chapter.  If a music product is 

produced from the session and the group would like to share it with others, follow your 

institution’s policy on release of information.  A sample release form is included in the 

appendix.   

In an interdisciplinary team approach to treating patients with SCD the following 

professionals may be involved from the following specialties: physicians, advanced 

practice nurses, hematology, cardiology, gynecology, psychiatry, social work, spiritual 

care, and complementary therapy providers such as art and music therapists.  

Resources will be identified that are needed for music therapy services.  The manual 

will be designed in chapters utilizing current literature from reliable health care and 

music therapy resources.  In addition, it is hoped that the information provided will 

assist music therapists, co-collaborators, and those that employ these staff, on the 

benefits of a dynamic music therapy and social support group.   It is also hoped that this 

manual will give a clear idea of what is needed to develop collaborative endeavor.   
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Manual Chapter 2: Getting Started: The formation of a Music Therapy and Social 
Work Support Group for Patients with Sickle Cell Disease 

Group Promotion 

  Patients who are currently receiving care on an inpatient or outpatient basis, 

clinical staff, physicians, and friends and family of patients are invited to attend the 

music therapy and social work support group.   Information about the group can be 

shared via flyers (Appendix A) available at all clinic reception areas.  Flyers may also be 

obtained from clinical staff during direct care outpatient visits or when the patient is 

admitted.  Information about the group could also be displayed on all digital 

information kiosks located throughout the hospital.  Phone calls to personally invite 

patients can be made through the patient navigation office as well as by the music 

therapist and social worker.   

Logistics 

The group should meet in a space that will adequately accommodate the 

anticipated number of attendees and be centrally located near clinical areas for easy 

access.  The room should include chairs that can be arranged in a circular formation to 

accommodate intervention logistics and also include tables for food service.  The group 

may meet on the same day clinic appointments are held for the patients’ convenience.  

Perhaps the best time to start a new social support group for patients with SCD 

would be during a time of year when the weather is neither extremely cold nor hot as 

patients with SCD are extremely sensitive to weather conditions.  Exposure to the 

elements can cause a person with SCD to go into pain crisis (Brandow, Stucky, Hillery, 

Hoffmann, & Panepinto, 2013).  The first meeting should be a casual gathering to collect 

information about patient needs and desires for group outcomes.   The following survey 
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(Appendix B) can be distributed to gather information after the initial group meeting 

with directions on where to return the form.  Ideally patients could also have access to a 

brief survey via Survey Monkey that can be completed via Internet on a computer or 

smart device.  All written media should be cleared through health literacy assessment 

software.  Considering patients with SCD may have impaired cognitive functioning due 

to the disease process the survey should be worded at a reading level suitable for this 

patient population. 

Sessions would be held for a period of time conducive to accomplishing:  

greetings, topic of the day, intervention, processing time, and time for socialization and 

refreshment.  The author proposes 1.5 hours of meeting time.  The following is a basic 

proposed session format. 

Welcome:   

1. As participants gather in the room the group is being held, play a soft, simple 

rhythmic pattern on the djembe.  

2. Encourage patient participation in drumming with additional djembes, hand 

percussion, spoken word and/or vocalization.  Music therapists will model music 

making to support group members and provide foundation of sound.   

Introduction: 

1. Introduce group members, participating health care providers and therapists. 

2. Introduce purpose and topic of the day. 

Presentation and Discussion: 

1. Social worker or health care provider presents and educates on topic of the day 

2. The social worker invites patients to dialogue and ask questions. 
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3. Patients, music therapist, social worker, and health care providers engage  

      in collaborative songwriting, music making, or lyric discussion. 

Conclusion of Music Intervention: 

       1.  Group music making 

       2.  Each participant gives a few words to summarize experience. 

Social Time: 

1. Time for Individual conversations and questions with refreshments 
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Manual Chapter 3: Session plans for Music Therapy and 
Social Work Support Group 

 

Title:  Communicating With My Care Team 

 

Description of Problem:  SCD is a genetic, chronic illness that affects every aspect of 

an individual’s life that is suffering from it.  Individuals are born with it.  As children 

growing up they may often spend much time absent from school managing pain.  In a 

study by Shapiro et al. (1995) adolescents were absent from school on 21% of 3,186 

school days, with half of the absenteeism on days with reported pain.  Individuals with 

this disease may experience isolation from typical childhood activities including playing 

sports, playing outside in above average hot or cold weather, and may have interrupted 

schedules that affect work and school to attend to pain management (Brandow, et al., 

2013; Fuggle, Shand, Bill, & Davies, 1996).   Key issues that adversely affected 

participants’ pain management in a study by Booker, Blethyn, Wright, & Greenfield 

(2006) included feeling isolate by their experience of ‘crisis’ pain, not being listened to, 

and limitations to social support networks.  Expressing the feelings associated with 

these circumstances with the group may provide a way for group members to feel 

heard and find support in a shared experience. 

 

Goal:  To empower patients to communicate, through music, what they wished was 

known about their personal experience living with the disease 

 

Materials:  Various drums and hand percussion  
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Procedure:   

1.  Social worker asks several open ended questions about life with sickle cell disease 

and invites participants to share experiences.  For example: 

 a.  What is one thing you wished your doctor knew about you? 

 b.  If there was one thing you could change about your hospital experience what  

     would it be? 

c.  Describe a social situation where you didn’t fit in because of having sickle cell. 

2.  As each participant is finished sharing one phrase is created to sum up the content of 

their contribution and is scribed for later use (preferably written in an area where 

everyone can see). 

3.  Introduce various music instruments by showing the participants how each 

instrument sounds and how it can be played.   

4.  Invite individual participants to select one phrase to sing or play on a music 

instrument to convey feeling and content. 

5.  Once everyone has shared invite everyone to say and play his or her phrase all 

together. 

6.  Experiment playing the rhythms without speaking the phrase and encourage the 

group to be aware of the other participants’ playing. 

7.  Encourage the group to brainstorm on one positive phrase for empowerment to 

persevere. 

8.  Experiment on different ways to play the same phase by accenting different words. 

9.  Encourage group to play with one or several ways to play phrase with and without 

spoken word.  
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10.  Once participants are playing together and comfortable with the phrases invite 

group members to conduct their phrase, leading others in the way they would like it 

played (loud/soft, fast/slow, accenting certain words, etc.). 

 

 Expansion Ideas: 

-An art therapist may provide materials for making a banner with empowering 

statement. 

-Invite spiritual care staff to lead group experience that capitalizes on the group’s 

positive phrase in relation to spiritual practice. 

-Gain the group’s verbal or written permission to relay topics of group discussion to 

care providers.  
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Title:  Living with Sickle Cell Disease 

 

Description of Problem:  Reference page 26 

 

Goal:  To give participants the opportunity to tell their story about living with the 

disease 

 

Materials: Recording equipment, access to recordings of preferred, inspirational, 

patient music, computer, blank CD-Rs 

 

Procedure: 

1.  Social worker distributes questions for life review.  Questions may include: 

 a.  How old were you when knew you had SCD?  

 b.  What was it like to grow up in your family? 

 c.  What occupation did/do you pursue and what challenges do you   

     face? 

d.  What helps you to persevere? 

2.  Music therapist gathers patient preferred music titles. 

3.  Participants volunteer to share most meaningful answers to questions by reading 

allowed. 

4.  Participants set up time with music therapist at following clinic visit to record 

patient story to be set to preferred recorded song.  

5.  A copy of the finished product to be given to participant once completed. 
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Expansion Ideas: 

-The art therapist comes the following session to provide the opportunity to make a CD 

cover for recording.  
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Title:  Emergency Department Script 

 

Description of problem:  Patients who are in need of immediate medical assistance 

due to pain crisis or other acute conditions may find themselves in the Emergency 

Department (ED) to seek medical attention.  Not all patients with SCD have the same 

care plan.  Along with that fact not all medical staff with whom a person with SCD 

comes in contact in the ED is aware of the complexity of pain these they endure or their 

unique individualized needs.  Due to the severity of pain and lack of knowledge a trip to 

the ED may be a very time consuming and arduous process.  Because of the intense pain 

and feelings of being misunderstood it is helpful for patients with SCD to have 

knowledge about and a plan for such visits.  The best course of action would be for 

patients to utilize the Acute Care Clinic specifically intended to negate such events but 

ED visits cannot always be prevented. 

 

Goal:  To equip patients with an informational music composition to remember 

important phone numbers and information about his or her individualized care plan 

 

Materials: Input from medical staff of important information patients need to convey 

when using the ED, paper and writing utensil, iPad with Garageband app  

 

Procedure: 

1.  Obtain general information needed by most patients from a care provider (i.e. phone 

number of care provider) prior to group. 
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2.  Social worker beginnings discussion about information that may be needed to share 

with providers who are unfamiliar with the patients’ care plan. 

3.  Patients write down one piece of information that is needed by all group members 

during ED visit. 

4.  Lead group in short song writing by giving the group members options on digital 

beat track produced on Garageband and practice “rapping” the brief piece of 

information to beat. 

 

Expansion Ideas: 

-Offer to meet with each patient individually during next scheduled clinic visit to 

compose brief rap for ED use. 

-Emergency department physician attends group to engage in dialog about patient 

needs in emergency care. 
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Title:  My Pain Sounds Like This 

 

Description of Problem:  “Pain is the unpleasant sensory or emotional experience 

associated with actual or potential tissue damage, or described in terms of such 

damage” (IASP Task Force on Taxonomy, 1994, p. 209).  Pain is the main symptom of 

SCD.  Types of sickle cell pain include acute recurrent painful crises, chronic pain 

syndromes, and neuropathic pain (Ballas, Gupta, & Adams-Graves, 2012).  Acute pain 

typically referred to as a “pain crisis,” is the most common reason for hospitalization.  

Maxwell, Streetly, and Bevan (1999) identified four negative themes in sickle cell 

patient care: mistrust of patients, stigmatization, excessive control (including both 

overtreatment and under treatment of pain) and neglect.  A shared experience of 

expressing what pain experience is like may give participants a sense of being heard. 

 

Goal:  To encourage patient expression 

 

Materials:  Various music instruments with various tambours and tones 

 

Procedure: 

1. Social worker invites patients to talk about pain experience by asking questions 

such as: 

a. Where do you usually experience pain? 

b. How do you manage your pain at home? 
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c. How do you know when you need to take action on pain experience (i.e. 

make appoint for Acute Care Clinic, take additional medication)? 

2.  After discussion patients with similar pain experience pair up to play “pain 

soundscape” with various music instruments for group. 

3. Give opportunities for group members to comment on “pain soundscape.” 

4. Invite duo to play new composition of what they wished their soundscape 

sounded like.  Participants can choose to keep the instruments used for first 

example or choose new. 

 

Expansion Ideas:  

-Recordings of soundscapes made to share with the care providers, whom the patients 

believe, do not understand the intensity of their pain (patient written or verbal consent 

obtained prior to release).  
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Title:  Taking Medications: Hydroxyurea, Exjade, Pain Medications 

 

Description of Problem:  In a social work study by Butler and Beltran (2004) group 

members with sickle cell evidenced a poor understanding of SCD holding many myths 

about the disease, its precipitants, and treatment as well as lacking mastery of relevant 

medical terms.  A number of factors contribute to the problem of non-adherence 

including a lack of knowledge about the disease and treatment.  If patients do not fully 

understand the implications of their condition they may lack the ability to understand 

why it is important to follow through on their recommended treatment plan (Butler & 

Beltran, 1993).  Frontal-lobe infarctions may be a byproduct of SCD, which may cause 

cognitive impairments, making communication and retention of information difficult 

(Watkins, et al., 1998). 

 

Goal:  To understand and retain information about prescription regimen 

 

Materials: Accompanying instrument or beat track, projected lyrics on screen, 

prescription props 

 

Procedure: 

1.  Social Worker or nurse practitioner presents information on medications using 

prescription props.  

2.  Model patient describes experience of benefiting from taking a prescribed drug. 
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3.  Participants are given “medication rap” lyrics with pertinent words left blank for 

patient to fill in. 

4.  Group members fill in blanks to lyrics. 

5.  Participants practice rap with guidance from group leader. 

 

Expansion Ideas:   

-Art therapist provides materials to make journal to keep questions for care providers 

and pertinent information from medical visits.  The journal could also be used to keep a 

record of benefits or reactions to medication.   
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Title:  Taking Care of Me: Coping & Stress Management Techniques 

 

Description of Problem: Individuals who are high users of hospital services have 

predominantly high levels of negative thinking and passive styles of coping which may 

lead to medical non-adherence (Anie, Steptoe, & Bevan, 2002; Gil, et al., 1992; Smith, et 

al., 2005).   By improving self-care ability, self-efficacy, assertiveness, and social support 

patients with SCD may achieve a higher quality of life (Bodenheimer, Lorig, Holman, & 

Grumbach, 2002; Jenerette & Murdaugh, 2008).  Self-care has been shown to correlate 

with improved quality of life, improved health status, and diminished healthcare costs 

(Haywood, et al., 2009; Lenoci, Telfair, Cecil, & Edwards, 2002).  

 

Goal:  To equip patients with strategies to address coping and stress management at 

home 

 

Materials:  Instrumental recorded music informed by patient preference 

 

Procedure: 

1.  Social worker presents information on stress and the importance for management 

techniques. 

2.  Provide group relaxation experience: 

 a. Invite participants to get in comfortable position. 

 b. Provide the suggestion to close his or her eyes. 

 c.  Initiate progressive relaxation. 
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 d.  Provide brief imagery experience pertaining to positive aspects of current  

seasonal weather. 

e. Conclude experience by bringing group to present awareness of self and 

current surroundings.  

3.  Provide resource information with home use instruction.  The session may be 

recorded and participants may be given a CD of the experience. 

 

Expansion Ideas: 

-Patients share management strategies that have been beneficial. 

-Art therapist extends imagery experience to include painting or drawing imagery on 

canvas or paper as a “post card” invitation to return image when desired. 
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Title:  We’re All in This Together: Drumming and Group Instrument Playing 

Description of Problem:  Reference page 26 

Goal:  To provide sense of support in shared music experience 

Materials:  Drums and small hand percussion 

Procedure: 

1.  Introduce drum and techniques for playing including safety. 

2.  Invite patients in call and response to get familiar with the drum. 

3.  Invite patients to play rhythmically with therapist. 

4.  Encourage creativity in playing. 

5.  Model gestures in leading group in musical experience including: slow, fast, quiet, 

loud.  

6. Invite participants to lead group in desired musical fashion.   

Expansion Ideas: 

-Introduce body percussion and rhythm tracks for home use 
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Manual Chapter 4: Special Projects 

Educational CD  

Patients that would like to share their thoughts about having SCD with a wider 

audience may enjoy participating in a collaborative group project.  The CD could include 

songs written about different aspects of treatment generated by patient and provider 

discussion and input.  It is important that the patients involved in the project are aware 

that recorded songs may be shared with others and consent to share them must be 

obtained (Appendix C1 & C2).  It is suggested that two music therapists are present to 

field responses, lead discussion, and attend to individual needs during the group 

experience.  The following is a possible process that may occur over successive weeks.  

Prior to establishing the group determine how many weeks the group will meet.  

 

Materials:  Computer, projection screen, CD player, instruments for accompaniment, 

recording device, blank CDs and CD cases 

 

Procedure:  

I.  Brainstorm  (Week 1) 

a. Through group discussions clients are encouraged to contribute thoughts 

and feelings around identified issues and themes presented by the group 

leaders.  These issues and themes may be closely related to the session 

themes in Chapter 3 of this manual.  Patients may include their issues and 

themes as well.   
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b. During the discussion client responses may be transcribed on a computer 

and projected on a projector screen for participants to see.    

c. Keep this document as a reference for following sessions.   

d. Lead discussion on the participants’ preferences on music styles and 

invite them to share selections the following week to gain perspective on 

the music content that may be incorporated in the song. 

e. Consider concluding the session with making music to a preferred song 

with live accompaniment. 

II. Create lyrics (Week 2 and 3) 

a. Participants, music therapist, and health care providers engage in 

collaborative songwriting predetermined by discussion topics from the 

previous week.   

b. Revisit discussion topics for further input from group members showing 

discussion material from the previous week on a projection screen. 

c.  Identify a main idea for the content of the chorus. 

d. From this material the group leader forms several options for lyric 

formation for the chorus and participants decide on what best represents 

their ideas.   

e. Discuss patient music preferences allowing patients to share music 

selections.  The music therapist should make note of these preferences 

and be prepared to present styled sample accompaniments for the 

following week.    
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f. In preparation for week 4 the music therapist may review the discussion 

content and group the information into subgroups.  Each subgroup can be 

used to create a verse of the song and lyrics can be created using the same 

process as the chorus.   

III. Create music  (Week 4) 

a. Present and review the lyrics for the chorus from the previous week and 

invite participants to make any changes. 

b. Present sample accompaniments for the chorus and gain the group’s 

decision on the instrumentation and style. 

c. Repeat this process for the verses until all are completed. 

d. One final week should be included to review the song and make final 

edits.   

IV. Record  (final weeks) 

a. Present the finished song for review and rehearse; reminding 

participants that the final product does not need to be perfected. 

b. Encourage maximum participation from the participants by encouraging 

all to make music with hand percussion or on instruments as the abilities 

in the group lend.   

c. Record the song via a recording device. 

d. No "perfect take" required as music therapist can edit and mix following 

session if requested. 

V. Playback recording (final week) 
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a. Gain patient feedback on thoughts about experience through group 

discussion. 

b. Gain consent for sharing song as your facility dictates. 

 

Video Production for Sickle Cell Disease Advocacy  

 Persons with SCD constitute a patient population in which clinician attitudes 

may have a particularly pronounced impact on healthcare quality and these attitudes 

toward SCD patients may serve as a barrier to quality pain management (Haywood, 

2011).  Maxwell, Streetly, and Bevan (1999) identified four negative themes in sickle 

cell patient care: mistrust of patients, stigmatization, excessive control (including both 

overtreatment and under treatment of pain) and neglect.  These factors may contribute 

to the belief that patients are addicted to pain medications.  Video would consist of 

patient interviews about various topics concerning patients with SCD.   

The video could provide the following positive outcomes: (a) Give a patient with SCD 

the opportunity for him or her to tell their story and have someone listen; (b) Provide 

the opportunity for someone that does not know about SCD to learn more about the 

disease; (c) Create advocates for people with SCD and new advocacy initiatives; (d) 

Change the perceptions of care providers and increase the potential for compassion and 

better care; (e) Gaining advocates could produce money or resources to aid those with 

the disease. 

September is Sickle Cell Awareness month in the United States.  Blood drives are 

particularly important to patients with SCD as many patients rely on blood transfusions 

or exchanges.  Blood donations from African Americans are especially sought for 
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patients with SCD because the blood donated from those with the same ethnic 

backgrounds have a closer antibody match that is important to improved health status 

(Price, Boyd, Watkins, Fleming, & DeBaun, 2006).  Production of an informational video 

to present to possible donors may give patients with SCD the opportunity to be 

empowered while gaining the possible benefit of increased awareness and blood 

donation.   
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Manual Chapter 5: Implementation and Foreseen Challenges 

 Many factors lead to increased adherence.  The first step to adherence is to 

establish patient/provider contact.  In many cases patients with SCD come to the 

hospital only when there is an acute need.  A music therapy and social work support 

group may be beneficial but only if a patient attends.  Therefore, it may be challenging 

to implement the suggested group for a number of factors.  Patients may not: (a) 

perceive a support group to be beneficial just as they see other treatment options; (b) 

want to be at the hospital more than their needs warrant medical attention; (c) trust the 

health system or institution; (d) attend the group if staff members are present that they 

have strained relationships with; and (d) have access to transportation.  It is possible 

that those who would benefit most from this type of programming may have the same 

obstacles to attending as those that keep them from partaking in their prescribed care 

plan.  The very challenges that the group aims to address may likely be same that keep 

them from attending the group.  Establishing a core group of people that regularly 

attend may be difficult which may limit the development of trust and rapport amongst 

patients and providers further limiting the possibilities for growth towards other 

positive outcomes.  It may happen that only one or two people show up on any given 

meeting date and without feeling a sense of anonymity they may shy away from 

attending again.   

 Another challenge may be formulating the content that both patients and 

providers find mutually desiring and beneficial.  Early on in establishing the group it 

may be advantageous to obtain potential members’ perceived needs and desires so 

leadership can create a vision to introduce at several interest meetings before starting a 
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regularly scheduled meeting time.  A simple and brief questionnaire (Appendix B) can 

be distributed to gain perspective on what a successful group may entail.   

 Because many patients with SCD have difficulty trusting the medical community 

and some may have cognitive impairments, it may be difficult to go beyond the surface 

content of discussion.  Patients may be unwilling to share personal information or be 

unable to employ cognitive processes that warrant abstract thinking or rationale.  

Additionally, the group structure may contain members with varied cognitive 

functioning levels. For this reason it is imperative to have the leaders of the group to be 

trained professionals, equipped to make adjustments and be flexible to meet the needs 

of the individuals.    

 

 

 

 

 

 

 

 

 

 

 

 

 



 
 

 

47 

Conclusion 

It is reported in the literature that patients that have social support are more 

likely to follow the recommendations of their care providers and have better health 

outcomes (Belgrave & Lewis, 1994; Edwards & Edwards, 2010).  Providing a combined 

music therapy and social work program would provide this support packaged with the 

novel medium of music.  With the expertise of the social worker, music therapists, and 

other care providers, patients will receive pertinent information about their health 

condition and have contact outside of medical appointments and hospital visits to join 

other patients who may have similar experiences.  In the context of a group, the social 

worker gains important insight into patients’ perceptions, needs, and relational trends.  

This knowledge would be beneficial for care providers to guide the patient to partake in 

healthy choices, which may lead them to be less dependent on the health system. 

Through the use of music, participants will have experiences that focus on topics 

that are traditionally challenging for this patient population.  Music will be utilized to 

increase communication, self-care, and education, which have been linked to improved 

adherence.  Songwriting gives participants tools for communicating with health care 

providers and opportunities for self-expression.  Through the use of lyrics, rhythm, and 

repetition, educational material may be reinforced and retained.  Music relaxation 

experiences can be offered during the group and participants may discover ways to 

utilize music for self-care at home.  It can increase opportunities to foster supportive 

interactions, which may alleviate the psychosocial affects of the pain experience.  Music 

therapy is dynamic in its ability to reach patients physically, cognitively, and spiritually 

while giving voice to patients who often express that they are voiceless.   



 
 

 

48 

Manual References 

Anie, K. A., Steptoe, A., & Bevan, D. H. (2002). Sickle cell disease: Pain, coping and quality  

of life in a study of adults in the UK. British journal of health psychology, 7(3), 

331-344. 

Ballas, S. K., Gupta, K., & Adams-Graves, P. (2012). Sickle cell pain: a critical  

reappraisal. Blood, 120(18), 3647-56. 

Belgrave, F. Z., & Lewis, D. M. (1994). The role of social support in compliance and  

other health behaviors for African Americans with chronic illnesses. Journal of 

health & social policy, 5(3-4), 55-68. 

Bodenheimer, T., Lorig, K., Holman, H., & Grumbach, K. (2002). Patient self- 

management of chronic disease in primary care. The Journal Of The American 

Medical Association, 288(19), 2469-2475. 

Booker, M. J.  Blethyn, K. L., Wright, C. J., & Greenfield, S. M. (2006). Pain management in  

sickle cell disease.  Chronic Illness, 2(1), 39-50. 

Brandow, A. M., Stucky, C. L., Hillery, C. A., Hoffmann, R. G., & Panepinto, J. A. (2013).  

Patients with sickle cell sensitive to cold and heat. American Journal of  

Hematology, 88(1), 37-43. 

Butler, D. J. & Beltran, L. R. (1993). Functions of an adult sickle cell group:  

Education, task orientation, and support. Health & Social Work, 18(1), 49-56. 

Edwards, L. Y. & Edwards, C. L. (2010). Psychosocial treatments in pain management  

of sickle cell disease. Journal of the National Medical Association, 102(11), 1084-

1094. 

Fuggle, P., Shand, P. A. X., Gill, L. J., & Davies, S. C. (1996). Pain, quality of life, and coping  



 
 

 

49 

in sickle cell disease. Archives of Disease in Childhood, 75, 199-203. 

Gil, K. M., Abrams, M. R., Phillips, G., & Williams, D. A. (1992). Sickle cell disease pain: II. 

Predicting health care use and activity at 9-month follow-up. Journal of 

Consulting and Clinical Psychology, 60(2), 267-273. 

Haywood, C., Jr., Lanzkron, S., Hughes, M. T., Brown, R., Massa, M., Ratanawongsa,  

N., & Beach, M. C. (2011). A video-intervention to improve clinician attitudes 

toward patients with sickle cell disease: the results of a randomized experiment. 

Journal of General Internal Medicine, 26(5), 518–523. 

Haywood Jr, C., Beach, M. C., Lanzkron, S., Strouse, J. J., Wilson, R., Park, H., ... & Segal, J. B.  

(2009). A systematic review of barriers and interventions to improve 

appropriate use of therapies for sickle cell disease. Journal of the National 

Medical Association, 101(10), 1022. 

IASP Task Force on Taxonomy (1994). “Part III: Pain Terms, A Current List with  

Definitions and Notes on Usage” (pp 209-214) Classification of Chronic Pain, 

Second Ed., IASP Task Force on Taxonomy.  

Jenerette, C. M. & Murdaugh, C. (2008). Testing the theory of self-care management  

for sickle cell disease. Research in Nursing & Health, 13, 355-369. 

Lenoci, J. M., Telfair, J., Cecil, H., & Edwards, R.R. (2002). Self-care in adults with  

sickle cell disease.  Western Journal of Nursing Research, 24(3), 228-245. 

Maxwell, K., Streetly, A., & Bevan, D. (1999). Experiences of hospital care and  

treatment seeking for pain from sickle cell disease: qualitative study. BMJ, 

318(7198), 1585-1590. 

O’Callaghan, C. C. (1996). Pain, music creativity and music therapy in palliative care. 



 
 

 

50 

American Journal of Hospice and Palliative Medicine, 13(2), 43-49. 

Price, C. L., Boyd, J. H., Watkins, A. R., Fleming, F., & DeBaun, M. R. (2006). Mailing of a  

sickle cell disease educational packet increases blood donors within and African 

American community. Transfusion, 46(8), 1388-1393. 

Rees, D. C., Olujohungbe, A. D., Parker, N. E., Stephens, A. D., Telfer, P., & Wright, J.  

(2003). Guidelines for the management of the acute painful crisis in sickle cell 

disease. British journal of Hematology, 120(5), 744-752. 

Shapiro, B. S., Dinges, D. F., Orne, E. C., Bauer, N., Reilly, L. B., Whitehouse, W. G., … &  

Orne, M. T. (1995). Home management of sickle cell-related pain in children and  

adolescents: Natural history and impact on school attendance. Pain, 6(1). 139-

144. 

Sickle Cell Association of America, Inc. (SCDAA). (2013) What is Sickle Cell Disease 

(SCD)?. Retrieved from 

http://www.sicklecelldisease.org/index.cfm?page=about-scd 

Smith, W. R., Bovbjerg, V. E., Penberthy, L. T., McClish, D. K., Levenson, J. L., Roberts, J. D.,  

... & Aisiku, I. P. (2005). Understanding pain and improving management of sickle 

cell disease: the PiSCES study. Journal of the National Medical association, 97(2), 

183. 

Watkins, K. E., Hewes, D. E. M., Connelly, A., Kendall, B. E., Kingsley, D. P. E., Evans, J.  

E. P., ... & Kirkham, F. J. (1998). Cognitive deficits associated with frontal‐lobe 

infarction in children with sickle cell disease. Developmental Medicine & Child 

Neurology, 40(8), 536-543. 

Manual Appendices 



 
 

 

51 

Appendix A 

Sickle Cell Success Support Group 

When:  1st Wednesday of every month 

Where: Hospital outpatient area,  

1st floor room 123 

For More Info Call: Jane Smith, LISW 

      216-123-4567 

You are not alone…….  

 

 

 

    Live Well With 
       Sickle Cell 
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Music Therapy and Social Work Sickle Cell Support Group Survey 

1.  Why did you attend the support group today? 

_____________________________________________________________________________________________________ 

_____________________________________________________________________________________________________ 

2.  Have you attended a sickle cell support group before? 

_____yes _____no   

If yes, please include name and/or location 

_____________________________________________________________________________________________________ 

3.  What music experiences are you interested in during this group? 

_____Songwriting     _____Talking about music and lyrics 

_____Instrument playing    _____Music Relaxation Techniques 

_____Group Drumming    _____I am not interested in music 

4.  What information would be helpful to you? 

_____Using pain management strategies at home _____Relaxation techniques  

_____ Information on Hydroxyurea    _____Taking medications 

_____ Information on Exjade    _____ Sickle cell type and trait 

_____ Information about the Acute Care Clinic  _____ Information on family planning 

_____ How to communicate with my doctor _____ How to talk to my family about 

  sickle cell disease 
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Agreement, Release, and Assumption of Risk Agreement 
Medical Institution for itself, its subsidiaries and their directors, officers, employees, medical 
staff members, agents and contractors (collectively, “MI”) disclaims any and all claims to 
ownership or other rights in or responsibility for the work-product developed by the 
undersigned as part of the Music Therapy program at MI, at any time whether recorded or 
made before or after the date of this Agreement unless and until this Agreement is revoked in 
writing delivered to the other party.   I understand that if I choose to use, distribute, 
reproduce, perform, display, transfer, post on the internet/Youtube, etc., license, make 
derivative works or otherwise distribute or use such work-product, I shall first obtain all 
necessary written consent(s) from the owner(s) or lawful rights holder(s) to any music, lyrics 
or other intellectual property content.    
 
I understand that all content and any information, views or opinions presented in the work-
product are solely those of me as the patient and do not represent those of MI and shall not 
use the name, logo(s) or trademark(s) of MI without prior written consent.  In consideration 
of the foregoing, I hereby release MI from any and all liability related in any way to the 
work-product, including the content and use of the recording.  I agree that MI is not and will 
not be responsible for any expense or liability incurred as a result of this work-product.  
 
I understand that this document is a legally binding Agreement and is intended to provide a 
comprehensive general release of any and all liability except as prohibited by law.  I am 
aware that by signing this Agreement I waive certain legal rights including the right to sue 
MI in connection with the work-product.  If any part of this Agreement is deemed 
unenforceable, all other parts shall be given full force and effect.  In the event of my death or 
incapacity, this Agreement shall be effective and binding upon my heirs, next of kin, 
executors, administrators, assigns and representatives.  
I represent that I have read and understand the foregoing statement, and am competent to 
execute this Agreement.    
 
Date:                       
   Signature 
            
   Print Name 
 
As Legal Guardian of __________________________________________, I consent to the 
above terms and conditions. 
 
 
Date:             
   Signature of Parent/Guardian of Participant 
 
Witnessed by:             
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Photograph, Image and Audio Release Form 

 (Two Copies Required) 
 

______________________________________________________________________________________________________ 
(Name- please print) 

hereby consents to the use of photographs, slides, video and/or audio tapes, or films in which 

he/she is identifiable for the following purposes (please check categories which apply): 

 ____ News media. 

 ____ University Hospitals publications and/or audio-visual presentations. 

 ____ Publication in medical or scientific journals. 

 ____ Inclusion in research papers. 

 ____ Legal purposes. 

 ____ Education. 

 ____ Patient care. 

 ____ Other____________________________________________________________________________ 

     (please specify)  

 Name of person   

giving consent*________________________________________________________________________ 

 

 If person giving consent is other than above-mentioned,  

please designate relationship_______________________________________________________ 

 

Address of person  

Giving consent_________________________________________________________________________ 

 

Signature_______________________________________________________________________________ 

 

Date_____________________________________________________________________________________ 

*Parent or guardian signature is required for minors.  Please indicate relationship. 

 

Distribution:     Original=Medical Record, Personnel File or Credentialing File 
 

       Photocopy=Corporate Communications Department 
 

Reflection 
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My interest for this project grew from an observed need and a growing interest 

in the welfare of patients with SCD at the facility where I am employed.  My first 

exposure to the population was when I was invited by another music therapy colleague 

be part of a transition program for adolescents transitioning from the pediatric care at 

the children’s hospital to the adult clinic.  The program was over several days and each 

day we had about 30 minutes to reinforce goals of the education team, which included 

songwriting, group drumming, and pain management experiences.  The programming 

was well received but there was a very low attendance rate even with dinner and 

transportation provided.  Listening to the practitioners talk about struggles with these 

particular patients including the lack of social supports, issues with coping, pain, and 

problem behaviors, I realized there was a high need for extra support for this 

population and began thinking that this may be a good area to focus on for my thesis 

work.   I knew music therapy had something to offer in this challenge.  I had witnessed 

the power of music to help other patients communicate in difficult situations, aid in 

pain management, and give the voiceless a voice.  Why not these patients and this group 

of staff members?  The few patients that attended the sessions went from having a flat 

affect during the lecture part of the program to brightened affect, increased verbal 

communication, and attention to task during the music therapy portions.  I wasn’t sure 

where to start but I was optimistic about the possibilities.   

I currently work as a music therapist in an Acute Care Clinic specifically 

established to provide care for patients with SCD.  This clinic is supported by the cancer 

center of which I am employed.  There are 250-300 adult patients with sickle cell 
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disease that utilize the clinic and it has the potential to reach many more of the nearly 

1,200 people with SCD in the greater Cleveland area. 

The manual that I produced for this thesis was evaluated by the licensed social 

worker that oversees the current social work support group at the Acute Care Clinic.  I 

designed an evaluation form to be utilized by the evaluator of this manual.  The form 

contained a section for each chapter to be evaluated based on content.  The following 

questions were included: (1) What information was most helpful to include in this 

chapter? (2) What information is lacking in this chapter? (3) What are some of your 

general comments in response to the chapter?  The evaluator gave the following 

comments for the manual through written communication on June 12, 2014.  I included 

all comments made.  I plan on implementing the suggestions prior to disseminating or 

publishing this project.  

Comments for “Chapter 1: Introduction” include (1) “Your explanation of the 

manual and the structure of the group are clear and concise. Nicely done”; (2) “The 

research cited in paragraph 2 about patients who have social support being more 

adherent to medical treatment plans is vague. Could you say more about this research 

here? I think perhaps looking at expanding your initial definition of “social support” 

could help better explain your intentions for this project as well.  The definition of social 

support in the research you cited in the definition of terms section is much broader and 

could be better defined here in the introduction”; (3) “I think it is really important to 

define the difference between ‘social support’ and a therapeutic intervention and 

education. While it is true that many SCD patients lack a solid social structure in their 

daily lives, I also think we need to be cautious not to perpetuate further dependence on 
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the medical system. Teaching them skills that promote better adherence using a 

person-centered approach is the intervention that will hopefully modify and improve 

their social support, as defined in the introduction to this paper.  I think its important to 

define somewhere that the roles of the professionals in this group is to provide 

education and therapeutic interventions while offering a social component byway of 

doing the work in a group setting. “  In the future I will be more specific about the 

research indicating the correlation between social support and adherence to medical 

treatment plans.  I will also expand the initial definition of “social support” in the 

literature review to more specific applications.  Finally, I will attempt to define the 

difference between social support, therapeutic intervention and education and roles of 

the social worker and music therapist in achieving the goals of the group. 

Comments for “Chapter 2: Getting Started: The Formation of a Music Therapy 

and Social Work Support Group for Patients with Sickle Cell Disease” include (1) 

“Noting the unique needs of the population with regard to logistics of the group and 

including an explanation about why, weather for example, has an impact on how/when 

the group is planned is very helpful information. These are details that another group 

would not have to think about, but are hugely important to the success of this group.”; 

(2) “Who is the “Role Model patient”? How do you propose this person be identified, 

what’s the criteria? Would it be a different person every time?”; (3) “The model 

proposed for this kind of group is brilliant for this population. From my recent 

experience facilitating an SCD support group, I think more time is needed for the 

process, both to account for the cognitive deficits and also to provide a social 

component to the group.  Allowing time to both process what has been shared, but also 
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just have time to talk to each other, to feel connected to someone else who has the 

disease. So many patients do not know any other people who also have it and struggle 

socially to explain how they suffer to their social groups.  Suggested 2 hours minimum 

but no more than 2.5, so as not to lose their attention. I think this could also facilitate 

rapport building with therapists/social worker, and give clues into what is happening in 

their lives, how they cope on a regular basis, and clues to what future learning is 

needed.”  In response to these comments I have deleted the reference to the “role model 

patient” as it may be difficult to define.  There may also be more challenges generated as 

a result of singling out patients.   The person may be perceived as having more favor 

from staff members because of their role in the group.      

Comments for “Chapter 3: Session plans for Music Therapy and Social Work 

Support Group, Communicating with My Care Team” include (1) “Encouraging 

expression using music, focusing on simple phrases, especially for those with cognitive 

impairment is exactly the right approach. The emphasis on creating a collaborative 

space by organizing the chairs in a circular manner, and encouraging interaction and 

sharing with each other is well thought out and very feasible for this population.”;  (2) 

“A therapeutic modality should be used by the social worker, like DBT (Dialectical 

Behavior Therapy) for example, in order to promote learning and change in behavior 

that would accomplish the goal of communicating more effectively with my care team. 

Perhaps a few lines about this could be included or some research cited?”; (3) “None” 

was indicated for the questions pertaining to unfeasible parts of the programming, 

adding additional information to make this information more beneficial for the 

participant, and additional comments in response to the information.  I will research 
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further the benefits of DBT in the literature for this population although Cognitive 

Behavioral Therapy (CBT) was cited most in the literature.  I will include 

recommendations on both types of therapy if both are found to be relevant.  

Comments for “Chapter 3: Session plans for Music Therapy and Social Work 

Support Group, Emergency Room Script” include (1) “Expression through music seems 

to be well received among this population and does seem to make information easier to 

remember and repeat.”; (2) “While it is a brilliant idea to include the ER staff, this may 

be met with resistance. Including the SCD team would be helpful though. Many patients 

do not “buy into” their plan of care unfortunately, so without that, this collaboration will 

never work. Perhaps a pre-step could be to work with patients on understanding their 

plans, provide disease education, collaboration with the SCD team.”; (3)  “Nothing” was 

indicated for adding additional information to make this information more beneficial 

for the participant and additional comments in response to the information.  I will add 

the pre-step of working with patients to better understand their plan of care and 

include the recommendation of working with the SCD team.   

 Comments for “Chapter 3: Session plans for Music Therapy and Social Work 

Support Group, My Pain Sounds Like This” include (1) “This entire program is brilliant! 

Using music to create and share the experience of pain is novel and, since often 

traditional pain scales do not work well in this population, this can be a new way for 

providers to understand the patient experience and dictate appropriate interventions 

being used more effectively and efficiently.  Implementing a journal to be used to keep 

records is an excellent idea as well.”; (2) “Offering a “training” to providers on this 

technique or even including them in the group might advance this more quickly into 
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something that gets used hospital wide.”; (3) “Getting the participants to use a 

traditional journal has failed often in the past.  Some discussion has been had around 

using “PASSPORTS” and keeping the information patients and providers put in the 

“PASSPORTS” simple and concise. “  In response to these comments I have noted in the 

literature there is much discussion about electronic pain diaries on smart devices for 

this population.  

 Comments for “Chapter 3: Session plans for Music Therapy and Social Work 

Support Group, Taking Medications: Hydroxyurea, Exjade, Pain Medications” include 

(1) “The use of props and the sharing from a peer who has experienced benefits is an 

ideal way to promote understanding and potentially increase adherence to using their 

prescriptions more effectively.”; (2) “Possibly excluding pain medications from this 

module and creating a similar one that focuses just on the use of those drugs would be 

more helpful. There can be intense emotions around the use of pain meds, the stigma, 

and the experience of the pain. It may detract from the information about what 

treatment is available i.e. Hydroxyurea and Exjade.“; (3) Repetition of this module in 

other settings and in support group will likely solidify its effectiveness for participants. 

I will consider creating a session plan addressing pain medications, separate from the 

other medications, however there may be further benefits to making separate session 

plans for Hydroxyurea and Exjade as well, due to the fact not all patients are prescribed 

both medications.  Separating these topics may allow for patients to choose to come to 

the sessions that are best suited to provide for his or her needs. 

 Comments for “Chapter 3: Session plans for Music Therapy and Social Work 

Support Group, Taking Care of Me: Coping & Stress Management Techniques” include 
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(1) “This entire module seems feasible for those who are willing to participate.”; (2) “It 

is possible that some will not be able to relax or feel comfortable with this type of 

exercise in group setting because of their age, immaturity, lack of self confidence, issues 

with trusting others. Could there be an alternative exercise offered for those who are 

not willing to engage with guided imagery? Perhaps something led by the social worker 

involving biofeedback?”; (3) Nothing was indicated for making the information more 

beneficial for the implementer or participant.  I will add a note for alternative 

participation.  

 Comments for “Chapter 3: Session plans for Music Therapy and Social Work 

Support Group, We're All in This Together: Drumming and Group Instrument Playing” 

include (1) (What parts of the programming do you perceive as feasible for this 

population and why?)  “All. This seems to be a proven method for pain distraction and 

building confidence and rapport among SCD patients.”; (2) “None” was indicated for 

unfeasibility and adding additional information for the implementer.; (3) “Perhaps 

adding time to process any emotions stirred up from the group.  Possibly adding a 

discussion about ways in which patients feel part of something beyond themselves or if 

they do not, how that feels to them.“  I will add processing questions after the 

information about the group experience, noting the question may be needed to process 

intense emotions.  I will also formulate a journal writing suggestion sheet for use after 

the session.  It may be possible to include a suggestion for an art therapy experience 

after the drumming intervention for processing as participants may find literary skills 

difficult for self-expression.  
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 Comments for “Chapter 4: Special Projects,” include (1) (What parts of the 

programming do you perceive as feasible for this population and why?)  “All. Using 

music to express themselves in the SCD population has proven to be very successful 

already. Adding the component of video, which allows individuals to simply tell their 

stories or ask for what they need from the intended audience, is another way to 

empower this group, build self-confidence, and promote understanding and 

education.”;  (2) “Perhaps saying more about how you intend to fund the project might 

be useful.  Would you use the social worker for grant writing also? The hospital 

community outreach person? This can be done generally speaking in the context of this 

chapter. Specifically would get you off topic.”;  (3) “You could say more about whether 

there would be a script for this video, or how might it be edited. Would there be music? 

How much involvement from the group would there be in the production and editing? 

Having the group work on it beginning to end product could also be a supportive 

intervention.”; (4) No recommendation for additional information to add to make this 

more beneficial for the participant.   I will attempt to include funding possibilities and 

maybe what organizations outside of the hospital could be approached to sponsor this 

project.   I will also include a vision for scripting, editing, music, and production.  I agree 

with the evaluator that maximizing patient involvement in this project would be 

empowering for those involved.  

Comments for “Chapter 5:  Implementation and Foreseen Challenges,” include 

(1) “Your suggestion about a needs assessment is a good one. Perhaps having a random 

selection of people fill those out at their clinic appointments would gather more helpful 

information from a wider group of patients.”; (2) “Suggestions about what could be 
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done to overcome the challenges seems to be missing, perhaps intentionally?  In the last 

paragraph you suggested that having professional leaders in the group can help with 

facilitation with people functioning at different cognitive levels. Perhaps you could say 

more about how some of the other challenges could be overcome as well.”; (3) “You are 

right on point with what the challenges are for implementation of a group for this 

population. “  I will add the possibility of having patients fill out interest surveys at 

clinic visits.  With the comments from the survey foreseen challenges would be 

identified and the group will be designed to illuminate as many of these as possible 

prior to implementation.  

  Writing this manual was challenging knowing the magnitude of need for 

patients with SCD.   Being aware of the many challenges of working with patients with 

SCD and knowing the observed frustrations of the staff members I’ve worked with 

makes for a creative approach to finding solutions to problems that have been 

historically difficult with limited options.  Music therapy is unique in that provides 

music in the context of achieving therapeutic goals that may include opportunities for 

expression, stress relief, relaying and retention of information, and bonding.  Music 

therapy can also be used in the context of a group setting, which lends to the mutual 

benefits of a social support group.   

If I were to attempt to write another manual for this patient population I would 

expand on materials needed.  The potential for the use of technology with this patient 

population is great.  The use of iPads, iPods, and smart devices such as cell phones is 

viable due to the fact many patients with the disease are younger and already have 

devices such as these or are familiar with their use.  I would also propose future 
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research.  The focus of this project was social support but the other need for this 

population is pain management.  Music therapy has been noted in the literature for 

other populations to be affective but the research on pain management and the use of 

music therapy for this population is slim to none.  I would also partner with a graphic 

designer to make the manual more visually appealing. 

Often during the course of this project I would become emotional knowing that 

whatever becomes of this project, I have gained the knowledge essential to become a 

better advocate for patients that often feel as though they have no voice.  My hope is 

that I use this knowledge to further advocate and education those I come in contact 

with in my professional dealings as well as in my personal life.  I will take into 

consideration all suggestions that were made for this manual and utilize the input to 

make this reference as beneficial as possible.  My hope is that this manual will empower 

other professionals to utilize creative means to support and enhance the quality of life 

of those with SCD.   
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